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1.1 Introduction 

 

Recent decades have been characterized by the ageing of the population in 

all developed countries, developments in medical technology, and an increase in 

medical diagnostics and medical interventions.1,2 These developments are inter-

related and – taken together – have considerable consequences for morbidity, 

mortality patterns and the need for medical care.3,4 Each year, approximately six 

million cancer patients die worldwide, and ten million new patients are diagnosed 

with cancer.5 For 2020 it is estimated that the number of death from cancer will 

double (12 million). The need for care for these patients and other patient groups is 

growing continually, especially among the elderly. These needs include pain 

control, relief and support.6 

In all countries and in developing countries in particular, measures aimed at 

helping older people to remain healthy and active are a necessity, not a luxury. 

Ageing is a privilege and a societal achievement. In 2000, there were 600 million 

people aged 60 and over; that figure will increase to 1.2 billion by 2025 and 2 

billion by 2050.7 

Consequences of the ageing population include: a growing number of 

persons with chronic diseases, changing medical care needs, the need to pay more 

attention to cost-effectiveness and evidence-based treatment in medical care, and 

the growth of palliative care services.8 

Although these developments are basically global in nature, significant 

differences may be seen between countries, i.e. differences in morbidity and 

mortality patterns as well as in health care arrangements and services. For example, 

there are striking differences in the development of palliative care services, both 

qualitatively and quantitatively, between European countries.9 

In recent decades, palliative care facilities have, in particular, been 

developed in western European countries with an emphasis on institutional care 

(hospice, nursing homes). Apparently, these facilities fulfilled a need, and this type 
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of service was expanded to other countries including those in Eastern Europe9. 

However, it should be noted that little effort has been made to evaluate whether the 

services provided have actually met the needs of those concerned.10 

Some authors have stated that solutions for health care needs, and particularly 

palliative care, require different specific approaches related to the historical 

background of the health care system, infrastructural inequalities, culture and 

preferences of people etc.11,12 A “European agenda” for palliative care has been 

recommended.13,14,15 

This study describes the development of palliative care in Romania in recent 

decades and evaluates a new palliative care system which was recently developed. 

This chapter begins with a short description of the development in health 

care delivery in Romania and of the health status of the Romanian population as 

well as an indication of the need for palliative care. Next, palliative care is defined 

in accordance with international definitions, thereby making it clear that such a 

definition does not lead to only one type of palliative care service. The reasons why 

a new type of palliative care service was developed in Romania are then explained, 

followed by a presentation of the main research questions. The chapter ends with an 

outline of the thesis. 

 

1.2 A brief history of health care delivery in Romania 

 

After the Revolution in 1989, Romania inherited an exclusively public 

medical service, strongly centralized, sustained by the state budget, and coordinated 

by the Health Ministry and territorial inspection. As in other Eastern European 

countries, it was a hospital-based health services model. One consequence of the 

model was unequal access to health care facilities in rural areas, where health care 

professionals and facilities were lacking. On the one hand there was over-bedding 

in hospitals and on the other hand a lack of primary health care services. 
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After the revolution, various plans to change the health care system were 

prepared, based on reports by the World Bank and other international agencies. 

These plans and recommendations, mostly recommending privatization of the 

health care system, could have been opportunities to introduce new care services in 

the health care system. However, the quality of the health care services and health 

care equipment has generally been poor due to the low budget available for health 

care.12 During the sixteen years after the revolution, Romania had the lowest health 

care budget (3.7% of Gross Domestic Product in 2004) in the EU and EU candidate 

countries (both before 2004), i.e. less than half the budget of EU candidate states 

and four times less than the average budget in EU states16. After 1996, primary 

health care started to develop as an independent, i.e. not hospital-funded, specialty. 

However, changes imposed after the Revolution did not really improve the situation 

until 1999, when the health care system became based on health care insurances.17 

As a result, the health care needs of the population were not met. Due to the 

lack of an adequate public health care system, various services – including home 

care, residential homes, and palliative care – have developed in the 

nongovernmental sector. Today, the majority of services can be found in this sector. 

It should be noted that private foundations from abroad also developed some new 

services prior to 2000, including home care and palliative care. Such services 

targeted local populations. 

Because of the difficult historical transition in the health care system, 

Romanians have had to face a lot of problems regarding the availability and quality 

of health care services. For example, health care services were almost absent in 

poor areas, and people had to solve health problems themselves, partly using 

traditional methods. Health care institutions and services have recently started to 

change. While the population is ageing, the mortality rate of the elderly is 

decreasing (see Table 1).16,18 The number of hospitals beds has decreased since 

1990, but the hospitalization rate has increased as has the number of doctors. 
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Specialized health care facilities such as those providing care for the 

mentally ill have increased and others, such as medico-social units or homes for the 

elderly, have also been erected. 

The budget available for health care varied greatly during the period 1990–

2004, which does not contribute to a stable development. One of the biggest health 

care problems of Romania is still the lack of infrastructure, modern communication, 

and registration and quality assurance, especially in rural areas. 
Table 1. Evolution of sanitary reform in Romania after 1989 

 1990 2000 2004 
Population of Romania 23,206,720 22,435,205 21,673,328 
Percent of population over 65 
years 

9.80 12.68 14.50 

Birth rate per 1,000 inhabitants 13.60 10.50 10.00 
Mortality rate per 1,000 
inhabitants 

10.60 11.40 11.90 

Mortality over 65 years, per 1,000 
inhabitants 

508.4 443.5 422.4 

Number of hospitals 423 439 416 
Number of hospitals beds 207,001 166,817 142.029 
Number of hospitals beds per 
1,000 inhabitants 

8.9 7.4 6.6 

Hospitalization per 100 
inhabitants 

20.1 22.4 24.5 

Number of doctors per 10,000 
inhabitants 

18.0 20.4 22.2 

Number of GPs per 10,000 
inhabitants 

- 5.1 5.3 

Number of institutions for chronic 
mentally ill 

29 36 38 

Number of day care centers for 
mentally ill in general hospitals 

41 55 66 

Number of consultations and 
treatment for cancer  

468,200 647,800 700,700 

Medico-social Units*   23 
Number of beds in institutions for 
orphans 

13.623 **  

Number of homes for elderly    45*** 
Public home care services for 
elderly by municipalities  

  44 

Number of nongovernmental 
association / home care 
organization for elderly 

  61 

Percentage of the Gross Domestic 
Product for health care 

2,9 4,2 3,7 

*For the first time in Romania medico-social institutions socio-medical institutions were built for poor people and people with chronic diseases 
**The Institutions for orphans was eliminated and in their place were created Centers to admit and to place the orphans in new families 
*** 19 home for elderly are financed by the Ministry of Work and Family 
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Nowadays citizens have health insurance, which gives them the right to 

the services of general practitioners (GPs), hospital care with clinical services, 

and a pre-defined number of medicines. Access to primary health care is 

available if patients have registered with a GP practice. Patients are expected to 

be referred to the hospital by GPs except in emergencies. Home care is not part 

of the health insurance system. 

The change from a centralized, state controlled, tax financed health care 

delivery system to a national health insurance system is not as big as some 

politicians want people to believe. In the past the health care system was 

accessible for everybody, but not all services, for example most organ 

transplantations, were not available. There were no waiting list, but the types of 

medicines were limited. Nowadays, health care is still partly subsidized through 

taxes, waiting lists exist and all medicines are present. However, co-payment for 

medicines is “normal” and many patients cannot afford the medicines they need. 

The Health Insurance House collects premiums through employers’ and 

employees’ contributions. Each district has a regional health insurance house, 

which works under the auspices of the national one. 

What really changed is that the legislative basis for health care delivery 

improved, patients rights are recognized, hospitals are paid for executed 

services and quality assurance is on the agenda. The patient rights are embedded 

in various laws including the right a care at home and a free choice of doctor. 

But still most new legislation has to be implemented. 

The position of the health care workers improved during the last decade. 

Doctors’ prestige was never high in (former) communist countries and still it is 

not. Their financial situation improved. Most specialists are on salary. Earnings 

for doctors doubled on average during the last decade. The position of nurses 

did not really improve during the last decade. Their work is strongly dependent 

from doctors’ decisions and control. 
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For all health care workers there are chances to work in private 

institutions, which mean often a higher income and better work conditions. 

 

1.3 Health status of the population and the need for palliative care 

 

The average life expectancy in Romania is five years less than in other 

EU countries (67.7 versus 73 years for men; 75 versus 79.5 years for women). 

Cardiovascular and cancer diseases are responsible for more than half of the 

deaths among people aged 0-64 years and for more than 85% among people 

over 64 years. Cancer mortality has increased significantly (see Table 2). The 

incidence of major diseases has increased strongly (see Tables 3 and 4).16, 19, 20 
 

Table 2. Mortality according to the main groups of medical causes of 
death 

Per 100,000 inhabitants 1990 2000 2004 
Infectious disease 11.9 14.1 13.3 
Cardiovascular disease 627.0 701.8 734.8 
Cancer 142.1 184,0 202.9 
Respiratory disease 97.3 66.1 63.1 
Digestive disease 50.3 64.0 69.8 
Accident, trauma, poisoning 76.5 64.2 62.1 

 

Cancer is a major health problem and is related to unhealthy living 

habits and pollution. In most European countries, the incidence of cancer is 0.5-

1% per year; in Romania, it is 3.6% per year. The incidence increased from 

110.4 new cancers per 100,000 in 1970 to 226.6 per 100,000 in 2004.16 

The majority of Romanian cancer cases are diagnosed in the final 

stages, and mortality is very high: over 60-90% in new cases of cancer, 

indicating a deficiency in cancer control and prevention.19 There is a shortage of 

oncology services, no system for following up patients, poor management of 

cancer patients, and no national strategy for cancer control. 
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Table 3. Incidence by principal classes of disease  
Per 100,000 inhabitants 1990 2000 2004 

General morbidity 73,629.0 60,663.1 74,770.5 
Infectious disease 2,839.9 3,330.0 4,494.6 
Cardiovascular disease 1,660.1 3,023.8 3,299.5 
Cancer 183.5 181.4 226.6 
Respiratory disease 28,868.2 30,083.3 35,263.7 
Digestive disease 18,734.9 6,090.0 7,551.2 
Accident, trauma, poisoning 3,328.0 1,668.7 2,087.5 

 

Since GP services are supposed to cover the whole country, health care 

statistics have been collected for a number of diseases as recorded by GPs. Only 

a limited number of diseases are registered in these official statistics (see Table 

4). No reliable data are available based on the International Classification of 

Primary Care as developed by the WONCA classification committee. 

 
Table 4. Number of cases recorded by GPs in 2004 

Diseases No. cases No. cases per 
100,000 

inhabitants 
Goiter 102,949 475.00  
Sweet diabètes 370,073 1,707.50 
Malnutrition 17,707 81.70 
Rachitic 12,889 59.50 
Anemia 122,572 565.50 
Mental disorder 200,423 924.70 
Epilepsy 81,928 378.00 
Acute joint rheumatism 18,434 85.10 
Cardiopathy 40,280 185.90 
Hypertensive diseases 1,440,355 6,645.70 
Ischemic cardiopathy 819,276 3,780.10 
Pulmonary heart 41,469 191.30 
Cerebro-vascular diseases 175,220 808.80 
Chronic pulmonary diseases 236,318 1,090.90 
Ulcer 281,481 1,299.40 
Ciroza 208,395 926.00 
Nephritis 30,288 139.80 
Calculus 111,404 514.20 
Cardiovascular malformations 17,087 78.80 
Mental diseases (annual new cases) 54,505 251.50 

 

The ageing of the population and the development of medical technology 

and expertise have led to an increase of terminal (cancer) patients in Romania as 

well. Providing care for these patients is a growing problem because of the lack of 
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facilities and expertise. The same applies to care for people with other incurable 

disease like HIV/AIDS or dementia.21 The need for palliative care in Romania is 

high, but no reliable and relevant data are available. 

Terminally ill patients must stay in hospitals when no other care is 

available, but they do not belong in the hospital, where they miss proper care 

and attention. Also, most patients would prefer to die at home if possible. 22, 23, 24 

In the past, family members took responsibility for end-of-life care. 

However, due to “modern-day progress”, a transfer of this duty has taken place 

from the family to special places such as hospices, nursing homes, and hospitals.25 

This is especially true in industrialized nations. This trend would also be expected 

to appear in Romania. However, dying alone in a strange place, with pain and 

suffering, is a nightmare and not yet commonplace in Romania.26 In Romania, there 

has been a strong tradition, even up to the beginning of the 21st century, of families 

taking care of their family members until death. 

 

1.4 Definitions of palliative care 

 

Death is unlike any other life transition experienced by humans. Being 

confronted with one’s own mortality, either through watching someone die from 

a terminal illness or just simply thinking about it, is quite a moving event for 

most people. 

Cancer (which is making more and more victims despite medical 

progress), AIDS and other incurable diseases like dementia or organ 

insufficiency require a new orientation for medical care. Such patients need new 

kinds of services, provided at home until their death, in order to ensure a 

reasonable quality of life towards the end. Medical care given to terminal 

patients should ensure quality of life and allow patients to die with dignity and 

comfort. In the last period of their life, patients with incurable diseases need 

special treatment and professional care to manage their symptoms and maintain 
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quality of life. This can be referred to as palliative medicine. Doyle et al. 

defined palliative medicine as “the study and management of patients with 

active, progressive, far-advanced disease, for whom the prognosis is limited and 

the focus is the quality of care”.27 Palliative medicine is part of palliative care, 

but the latter term is broader, as may be derived from definitions from the 

WHO. 

In 1990, a WHO committee formulated a unanimously accepted 

definition of palliative care, which was modified in 2002 and recommended to 

all member states for introduction in their national health system. The most 

recent definition is: 

“Palliative care is an approach that improves the quality of life of 

patients and their families facing the problem associated with life-threatening 

illness, through the prevention and relief of suffering by means of early 

identification and impeccable assessment and treatment of pain and other 

problems, physical, psychosocial and spiritual. Palliative care: 

• provides relief from pain and other distressing symptoms;  

• affirms life and regards dying as a normal process;  

• intends neither to hasten or postpone death;  

• integrates the psychological and spiritual aspects of patient care;  

• offers a support system to help patients live as actively as possible until 

death;  

• offers a support system to help the family cope during the patient’s 

illness and in their own bereavement;  

• uses a team approach to address the needs of patients and their families, 

including bereavement counseling, if indicated; 

• will enhance quality of life, and may also positively influence the 

course of illness;  

• is applicable early in the course of illness, in conjunction with other 

therapies that are intended to prolong life, such as chemotherapy or 
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radiation therapy, and includes those investigations needed to better 

understand and manage distressing clinical complications.”7 

Palliative care is interdisciplinary in its approach and encompasses the 

patient, family and community in its scope. In a sense, palliative care offers the 

most basic concept of care – that is, providing for the needs of the patient 

wherever he or she is cared for, either at home or in the hospital. Palliative care 

affirms life and regards dying as a normal process; it neither hastens nor 

postpones death. It sets out to preserve the best possible quality of life until 

death. 

Palliative care has been present for centuries, but it developed as a 

special care discipline after the middle of the twentieth century, when it 

developed into a special discipline starting with the hospice movement and 

evolved further since then. It started by changing the location of patient care 

before death from the hospital (or home) to a hospice, i.e. a friendly, warm 

place where terminal patients could go and spend their final days in peace 

assured of good care directed at quality of life. In the further evolution of 

palliative care, the exact place of care became less important, but the content of 

the care concept remained essentially the same.28 

 

1.5 Development of new palliative care service in Romania  

 

The need for these new palliative care services was recognized in most 

Eastern European countries after the Communist period. As mentioned 

previously, this need also existed in Romania, but official health policy did not 

really stimulate the development of palliative care. Foundations and subsidies 

from abroad made it possible to start palliative care in Romania about one 

decade ago, most of it hospice-based. Despite these initiatives, most patients did 

not have access to palliative care. Even the concept was (and is) rather 

unfamiliar to Romanian citizens, and most patients did (and do) not understand 



Chapter 1 
 

 18 

the nature of palliative care. The majority believed that this kind of care could 

cure their terminal disease. 

Because of the enormous need for and limited availability of palliative 

care for most Romanians, a new service was developed to deliver palliative care 

at home by teams built around general practitioners and nurses. The first step 

was to demonstrate the feasibility of such a service. A medical Romanian–

Dutch program called “Pacaro” was developed in two southern Romanian 

regions (Olt and Ilfov) and Bucharest. It aimed to form at-home palliative care 

teams which were multidisciplinary in nature and adapted to the social, 

economic, and cultural traditions of Romania. The objectives were: to 

demonstrate the possibilities for palliative care at home in Romania, to develop 

models for such care, to establish a network of trained experts, and to evaluate 

the activities of the at-home palliative care teams. 

Five teams were formed and each team developed its own structure for 

care delivery to terminal patients in different regions. The members of the teams 

included physicians (GPs and oncologists), nurses and social workers. The 

teams consisted of three to six members each depending upon the region. The 

professionals involved worked as volunteers. They did not receive extra 

compensation, and a large part of their work had to be done outside regular 

working hours. 

Before starting the actual care, the team members were trained by 

Romanian and Dutch experts in five training sessions covering a total of 18 

days. The training sessions included the content and organization of palliative 

care, i.e. history, main concepts, symptom treatment, drug prescription, 

technical skills, team work, communication, registration, presentation of cases 

and division of tasks. In between sessions, the teams also presented several 

cases, which were discussed with the experts via Internet. 

All training courses were evaluated in two ways. First, trainees 

discussed their experiences and reported to the teachers. Secondly, all trainees 
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filled in a brief questionnaire after the training on what they thought of the 

training content and methods. 

During the training the team members recognized the need to use 

standard registration forms to monitor activities and agreed to use a common 

form. It also became evident that the members would need additional 

medicines, equipment and a reimbursement for travel expenses. Arrangements 

were made for these requisites, including an emergency bag for each team. All 

team members would be able to communicate with each other and with the 

teachers via intranet. This tool was used to spread information and to discuss 

cases if a team member felt the need to do so. 

 

1.6 Research questions 

 

The development of the at-home palliative care project raised some 

preliminary questions. After all, no overview was available on the development 

of palliative care in the past in Romania. And how did professionals, in 

particular general practitioners, view the need for palliative care? The initiators 

of the at-home palliative care project had based the need for such a service on 

observations in patient care environments and on discussions with interested 

general practitioners, geriatricians and oncologists. It was felt that a more 

systematic survey was needed to learn about the current situation in the primary 

health care environment.  

It was evident that the new service needed to be evaluated from various 

perspectives. The feasibility and effectiveness of the new service had to be 

demonstrated. In addition, a patient profile for the patients enrolling in the new 

program had to be formulated, as no relevant data were available. 

  Based on the above considerations, the following research questions 

were formulated: 

1. How did palliative care in Romania develop over time? 
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2. What are the experiences and opinions concerning palliative care 

among GPs in Romania? 

3. Which patients enroll in the new palliative care program? 

4. Is the delivery of palliative care at home effective from the perspective 

of the professionals involved and the family members, and in relation to 

the services offered by the teams? 

To answer these research questions a subsidy was received as part of the 

Pacaro program. Within the Romanian context research like this without 

support from abroad would be impossible. It is still a big difference how 

research topics are designed and executed in Romania as compared “Western” 

countries. Large research programs as formulated by national states in Western 

Europe and being part of EU research policy have still to be developed in 

Romania, concerning content and procedures. The European regulation on 

clinical research is not introduced yet in Romania. 

Before the project started the Ministry of Health was asked for 

permission to perform this study and cooperation of the Health Insurance House 

was requested as well as their offices in the regions and territorial hospitals. At 

that time an ethical committee did not exist to approve the research in Romania. 

In the middle of 2006 the Ministry of Health submitted a proposal to create a 

new law to establish an ethical committee in every medical institution29. The 

research project was approved by the medical ethical committee of the institute 

for Rehabilitation Research (iRv) in the Netherlands. 

 

1.7 Outline of the thesis 

 

Chapter 2 presents a short history of palliative care in Romania, starting 

with a description of the development of palliative care around the world and 

describing the beginning of palliative care in Romania. 
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The experiences and opinions of the general practitioners and whether 

they would accept this kind of services in Romania are discussed in Chapter 3, 

based on a survey among all general practitioners in five selected regions. 

Chapter 4 describes the characteristics of the patients who enrolled in 

the at home palliative care project and presents the medical and health status of 

the patients. An analysis is carried out of which medical, psychological and 

socio-demographic factors are related to functional health status at enrollment. 

The activities and interventions executed by the at-home palliative care team are 

described in Chapter 5. Here the emphasis is on cancer patients who died during 

the project. The changes in symptoms and pain during the palliative care 

process are analyzed as well as which socio-demographic and medical 

characteristics are related to these changes. 

The Chapter 6 evaluates the palliative care delivered from the 

perspective of the professionals involved. These persons, i.e. GP’s, oncologists 

and nurses, expressed their opinion about the service delivered by filling out a 

survey form after the patients died. 

To evaluate the quality of the palliative care service, it was also 

important to analyze the service from the perspective of the families involved 

(Chapter 7). This evaluation included communication, fulfillment of 

expectations, accessibility, conflicts and overall satisfaction of deceased 

patients’ families. 

The last chapter of this thesis presents the answers to the research 

questions and discusses the results. Finally, recommendations are given for 

practice, research and policy within the Romanian context. 
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2.1 Introduction 

 

Each minute, 288 children are born and 108 people die. By 2050, the 

number of people over 60 will have tripled. The number of people over 80 will 

also have tripled, from 600 million to 2,000 million. During the first half of the 

twentieth century, the major causes of morbidity were infectious and parasitic 

diseases, acute respiratory and digestive illnesses, and prenatal illnesses. During 

the second half, these illnesses continuously decreased and were replaced by 

chronic diseases as the major cause of morbidity, a phenomenon also known as 

“health status transition”.1 

Chronic diseases cause half of the 57 million deaths recorded in the 

world. The number one killer is heart attack and cerebral stroke, followed by 

cancer. Every hour, 360 new cancer cases are diagnosed, of which 240 will end 

in death. The annual rate of increase is 5%, which will lead to 15 million new 

cases in 2020. 

Cancer, together with HIV-AIDS, leads to the highest percentage of 

terminal patients without hope of cure. Patients in the terminal stage of their 

disease offer a heartrending “show” as a result of their and their families’ 

suffering. Many clinical specialists prefer to forget them, viewing them as 

desperate cases and medical failures, thereby abandoning the fight and the 

human aspects of this problem.2 

The need for action to reduce cancer-related morbidity and mortality and to 

provide specialized care aimed at improving the quality of life of cancer patients 

is mentioned in official reports by the WHO. These issues also concern many 

people in the world today. 

In the following sections, we will present the most important landmarks 

in palliative care development, both at an international level and in Romania. 
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2.2 International palliative care development: the nineteenth and twentieth 
centuries 

 

For centuries, human communities have been trying to develop specific 

methods to take care of dying persons and their families. Charity actions can be 

traced back to ancient China, where the “house of dead” offered a refuge to 

dying people. In New Zeeland, Maori customs gave practical support to the 

mourning family and encouraged the community to take part in the mourning 

rituals. In Eastern Africa, the village elderly gave practical and spiritual support 

to the dying person and the mourning family.3,4,5 

Care in the terminal stage of life was also mentioned in Ancient Greece, 

where the word “xenodochium” signified hospitality for protection and care of 

the poor. In the Eastern Roman Empire, there were refuge houses called 

“hospitium”, which were shelters for sick or dying people as well as for 

orphans, pregnant women or starving people. 3, 4, 5 

In Western Europe and in North-America, taking care of the dying and 

their family was seen as a church problem until the 19th century. Many 

documents from the Middle Ages and from the time of the Crusades mention 

refuge houses, similar to the hospices, which provided care and shelter for 

pilgrims and ill people, and which were built at cross-roads to religious shrines. 

Such places of refuge included Santiago de Compostella, Chartres and Rome. 

3,4,5 From the sixteenth to the eighteenth century, religious orders offered care to 

sick people (including the terminally ill) in regional or local shelters. But most 

people died at home, cared for by a female family member. 3,4,5 In the middle of 

the nineteenth century, such shelters reappeared in Europe. One of the most 

famous was in Lyon in France, where Madame Jeanne Garnier opened a 

“calvaire” together with the “Dames du Calvaire” society. In London, the first 

hospice, “Saint Joseph”, was built. In Dublin, Ireland, in 1879, Sister Mary 
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Aikenhead of the “Irish Sisters of Charity” opened a shelter named “Our Lady’s 

Hospice” providing care only to terminally ill people.3,4,5 

The above trend, also referred to as the “medicalization” of death, 

continued, and the recorded number of deaths in medical centers increased e.g. in 

the middle of the twentieth century, almost 80% of the U.S.A. population died in 

hospitals and nursing homes.4 During the first years of the twentieth century, the 

hospices of “St. Luke” and “Hospice of God” were built in London. In 1905, the 

Irish Sisters of Charity built the “St. Joseph” hospice in East London (the poorest 

side of London). Gradually, interest in the psycho-social aspects of death and the 

associated period of grief increased.5 In 1935, the first publications by Alfred 

Worchester – “The Case of Aged”, “Dying” and “Death” - appeared, describing 

aspects related to taking care of dying people and to death. In 1953, other 

publications for nurses were published via the “Marie Curie Memorial” 

Foundation.5 The first half of the twentieth century was characterized by progress in 

specific etiologic treatments and the discovery of new medical technologies which 

guided the medical world to preventive/curative medicine. Now, we are witnessing 

a “withdrawal” from the incurable patient, with death being considered a medical 

failure. In contrast to the effective treatments discovered for most infectious and 

parasitic diseases, the rising incidence of cancer has resulted in increasing numbers 

of terminal patients.6 

The history of the movement for palliative care began in earnest in the 

1940s in Great Britain. The “British Hospice Movement” led to the renaissance 

and consolidation of palliative care, though the first ideas about palliation were 

born in France.6 

Today, “hospice” signifies a place for medical care. “Palliative” means 

shield or mantle, and it signifies symptom management in the terminal phase of an 

illness. Cicely Saunders is unanimously considered to be the founder of modern 

palliative care and promoter of the hospice movement. Born in 1919, gifted by 

nature with dynamism and creativity and also with great sensitivity to human 
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suffering, this young doctor was initially trained as a nurse and social worker at St. 

Joseph Hospice. She also specialized in pain control in advanced cancers.5 

Although people have been interested in alleviating human pain and suffering since 

time immemorial, the modern history of pain research and treatment started in the 

19th century. Until then, various substances obtained from plants individually or in 

combination in order to alleviate the pain associated with illness: opium (as 

laudanum, an opium and alcohol mixture) obtained from the opium poppy 

(Papaver somniferum), alcohol or wine, mandragore obtained from Atropa 

mandragora, belladonna, and marijuana or Cannabis indica. 4 

In 1804, a medical student identified the active ingredient in opium and 

named it “morphine”, after the Greek god of dreams Morpheus (he became the 

first morphine addict in history and died because of it). Heroin also became 

known in England and was initially considered to be a panacea for pain 

treatment, which is why its name was based on the Greek word ‘herous’. 

Unfavorable side effects led less favorable opinions being formed regarding this 

drug. The discoveries of both these substances have nevertheless had a great 

impact, which is felt even today, as they became part of street culture and 

resulted in a modern-day plague: drug addiction.5 

Dr. Saunders pioneered the modern method of opioid analgesic pain 

treatment through her research. Administering the drug at specific hours instead 

of “at need”, the scheme conceived by her is still considered the standard one 

for hospices and palliative care. The “St. Christopher” Hospice in London, built 

in 1967 by Dr. Saunders, took palliative care to a new level by building on 

previous results, applying a multidisciplinary approach in treating dying 

patients, regularly using opioids for pain control, and also focusing on the 

social, spiritual and psychological needs of patient and family. This hospice 

represents an important milestone in palliative care history. It was the first 

medical institution dedicated to terminal patients, providing a model and a 
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training ground where, in time, various specialists from the United Kingdom 

and elsewhere would be trained. 

In the same year that “St. Christopher” opened its doors, across the 

ocean in Chicago, a Swiss psychiatrist, Elisabeth Kübler-Ross, started down a 

road which would make her famous and revolutionize our understanding of 

death and the way in which we cope with it. Her unique experience in 

researching human psychological feelings before death lies at the basis of her 

masterwork “On Death and Dying”, whose influence is now seen in hundreds of 

hospices in the U.S.A. It was Elisabeth Kubler-Ross who introduced the 

palliative care approach to AIDS patients and who gave them her new 

masterpiece ‘The Last Moments of Life”. This work, which made her even 

more famous, describes the last moments of life in terms of stages which have 

become archetypal in palliative medicine. 

Between 1968 and 1975, many hospices and palliative care programs 

were established in the United Kingdom, adapting the “St. Christopher” model 

to local conditions and providing palliative care at home or in hospices. 

Following the British model, the “Calvaire” hospice opened its doors in France, 

the “St. Jean” in Belgium, the “St. Luke” in Canada, etc.5 In 1975, Balfour 

Mount (who later became the first professor of palliative care) founded a 

palliative care unit in the Montreal Royal Medical Center in Canada. It was the 

first palliative care unit which used the term palliative care, thereby referring to 

the care of patients with advanced illness for whom healing is no longer 

possible but pain alleviation is. Later, synonymous terms such as palliation, 

hospice care and supportive care appeared. 

The first hospice in the U.S.A was founded in 1974 in New Haven, 

Connecticut, followed by other centers for cancer as well as AIDS and other 

incurable illnesses. In 1977, only ten years after the first hospice was built in the 

United Kingdom, there were already 26 hospices in Ireland. Their number was 
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also increasing in other European countries as well as the U.S.A., Canada, New 

Zealand and Australia. 

During the 1970s and 1980s, a revolution in cancer pain treatment was 

also taking place. This involved improving the methodology of drug treatment 

according to the principles recommended by Cicely Saunders, which modified 

opioid therapy by adjusting the way the drug was administered, the dose 

required and the time intervals. The WHO and EAPC nominated groups of 

experts to establish the main guidelines in cancer treatment, using simple and 

cheap methods. Morphine, which controls 80% of the pain via oral use, is 

recommended as the first option in severe cancer pain. Pain in cancer is 

recognized as one of the major problems in public health by the WHO.7 The 

Public Health Committee of the European Council dealt with the issue of death 

and the care of dying persons at Strasbourg in 1981. Around the same time, the 

concept of the palliative care team was born, and other aspects of the new care 

concept came into focus: bereavement management during the mourning period, 

family support, religious support, etc.7 

Various organizations which aimed to support hospices and palliative 

care appeared: the Cancer Relief Macmillan Fund, the Marie Curie Cancer and 

Sue Ryder Foundation in the United Kingdom, the National League against 

Cancer in France, the National Hospice Organization and Hospice Education 

Institute in the U.S.A., and the Center for Hospice and Palliative Studies in 

Perth, Australia. 

At the initiative of Dr. Thelma Bates, palliative care teams were formed 

within the hospital at “Saint Thomas” Hospital in London. The first palliative 

care university chair in England was also created here, and its first holder was 

Dr. Geoffrey Hanks. Thus, the term hospice was separated from the actual 

building and its meaning was expanded to include the palliative care concept.5 

Palliative care then began to diversify. In England, the first hospice for children 

appeared, followed by five other such hospices which were also capable of 
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providing care for severe childhood pathologies other than cancer. A new 

organization also appeared: Association of Children with life-threatening or 

terminal conditions and their families. 

In 1990, in Eastern Africa, the Nairobi Hospice was founded near 

Kenyatta National Hospital and it became the first hospice in the region. This 

hospice is a charity-funded organization which provides palliative care for 

terminal patients with cancer or AIDS as well as providing support for their 

families.5 

Extending palliative care to the home, as anticipated and encouraged by 

Cicely Saunders, was becoming a reality and spreading around the world. The 

trend was to develop palliative care for dealing not only with cancer and AIDS, 

but also with degenerative neurological diseases, Parkinson, senile dementia, 

and cardiac, pulmonary or renal sufferance. Care which responds to the needs of 

the specific local community increased as did the number of palliative care units 

and teams available. 

After the 1990s, palliative care also spread to Russia, Bulgaria, 

Romania, Zimbabwe and Taiwan. Today, in south-eastern Europe, there are 220 

palliative care centers in Poland, 20 in Hungary, 10 in the Czech Republic and 

29 in Romania.5 Increased awareness of terminal patients’ care needs 

underlined the need for palliative care and hastened its introduction into the 

academic world. Accordingly, training centers for doctors and nurses have 

sprung up in larger hospices all over the world. 

The definition given by the WHO Experts Committee in 19907 

formulated the goal of palliative care and described its various aspects. It was 

assigned a higher priority, as witnessed by the construction of the Palliative care 

center (where training modules, study groups, cancer and palliative care 

programs were developed) and by the recommendation to introduce such 

services in public national health care systems. 
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Scientific organizations devoted to this sector appeared in an increasing number 

of countries including: France - the French Society of accompaniment and 

palliative care; Belgium - the Belgian Federation of Palliative Care 

Associations; England - National Council for Hospice and Specialist Palliative 

Care. The first European Congress dedicated to palliative care took place in 

Paris in 1988. 

The year 1990 marks a milestone in modern palliation as several 

important events took place, including the formulation by the World Summit of 

the Declaration of principles about providing care to patients with chronic 

violent pain or terminal patients. The European Association for Palliative Care 

– EAPC, which unites the national associations – was formed in 1990. In that 

same year, the first EAPC Congress took place in Paris. 

The Second EAPC Congress took place in Brussels in 1992. Since then, 

more extended and advanced congresses have taken place every two years: 

Bergen, Norway; Barcelona, Spain; Lyon, France; Palermo, Italy and The 

Hague, The Netherlands. 

At the same time, various regional organizations also appeared: ECEPT 

– Eastern and Central Europe Palliative Task Force, affiliated to EAPC and 

founded by Professor Jacek Luczak from Lodz, Poland. Today the palliative 

care concept has already been adopted by 40 nations, including Romania.7 

 

2.3 Development of palliative care in Romania: the nineteenth and 
twentieth centuries 
 

At first, providing medical and social care had a strong religious 

character in Romania. For centuries, such care has been provided via 

monasteries and churches. In the 18th century, so-called “bolnites” were 

organized around the monasteries, as well as asylums for the poor, for invalids 

and for the ill, where they were provided with social and spiritual care as well as 

medical care. Taking their cue from the churches, Romanian kings also began to 
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show some interest in taking care of the poor. One of these was Radu Basarab, 

the founder of Campulung, who founded the “misery hospice” near this same 

town (14th century). Another was Neagoe Basarab, who told his son: “Use the 

abundance of your prosperity to give rest and peace to the poor”.8 In 1831, via 

the Organic Rule, the first medico-social services provided by state institutions 

were organized in the Romanian Kingdom(s). 

In the first decades of the 19th century, especially during Alexandru Ioan 

Cuza’s reign, public authorities started to become increasingly involved in the 

field of medico-social care, which was made obvious by their building of 

institutions outside the Church’s control.8 

At the beginning of the 20th century, the increased involvement of the state in 

the health area led to a diversification of medical care options in: general hospitals, 

emergency hospitals, chronic hospitals, medico-social units, psychiatric respite 

homes, and shelters for the elderly initially named “asylums”.9,10 Terminal patients 

who could not be cared for at home were forced to seek help in hospitals oriented 

towards the chronically ill. Such hospitals – especially those dealing with “incurable 

patients” – as well as asylums and home care institutions became the preferred places 

for providing this type of care and support. But these places did not yet provide care 

in accordance with palliative care principles. These principles were introduced only 

later at the end of the 1980s, when the “St. Luke” hospital was built in Bucharest, 

which was where most of Bucharest’s other hospitals sent incurable and terminally ill 

patients. At the beginning of the 1990s, the first specialized palliative care services 

were established with the help of foreign funding programs 9, 10 

 

2.4 Development of palliative care in Romania after 1989: legislative 
changes and demographic context 

 

Romania is ranked last among European countries in terms of overall 

funding for health, which comprised 4.6% of the Gross Domestic Product in 

1999. This is less than half the amount spent in EU candidate countries and four 
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times less than in the European Union.11 Because of economic and social 

problems, associated with historic traditional processes and efforts to build a 

democratic government system and a market-based economy, Romanian society 

has had to deal with negative consequences such as institutionalized children, 

HIV/AIDS infections, and violence and discrimination against children and 

women, as well as problems in the health care system related to the care for 

elderly and chronic patients. 

The special situation of an ageing population - with its “specific needs” 

(the needs dictated by overall decline) - resulted in increasing numbers of 

requests for medical services both in medical facilities and at home. However, 

the health care system was not able to satisfy this requests.11 

The traditional pattern and the general wish of patients to die at home, 

in the midst of their family, kept the mortality rate in hospitals (including 

medical emergencies and all kinds of accidents) at the level of 0.84‰. Requests 

for bed facilities related to the ageing process were based primarily on a lack of 

care options at home. 

Significant changes in the health care system were initiated with Act 

no.145/1997, which provided for a new form of social insurance, i.e. social 

health insurance, starting in January 1998. Implementing health system reform 

faced many obstacles and caused many problems, not the least of which were 

political: between June 1996 and June 1998, no fewer than six new ministers 

and eight state secretaries had to be appointed; between January and August of 

1999, three new National Health Insurance House presidents had to be 

appointed. Also, the “immobility” of the 50-year-olds hindered implementation 

when it came to innovation in the health care field. 

Government policy aimed at protecting elderly and suffering persons 

created greater awareness of the need for specialized care for dying and frail 

elderly patients, resulting in an interest in palliative care by the Ministry of 

Health. Palliative care was recognized as a special competence in 1999 by 
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Order no. 772/2 November, appendix 7. The recognition of palliative care as a 

medical sub-specialization took place in 2000 by Order no. 254 of the Ministry 

of Health. It was recorded in specialty nomenclature by Order no. 923/2001, 

and in that same year the first ten specialists in palliative care in Romania were 

confirmed. 

At the end of the same year, the government formulated the National 

Strategy for Reform of the health care system, and palliative care services as 

part of hospital services were mentioned for the first time. The year 2002 saw 

the restructuring of bed units, according to Government Decision no. 826. This 

process ended in June 2003 with the following results: 

• The overall number of beds was reduced by 22,210 (987 less in 

Bucharest alone); the result was a change from 6.7 to 5.7 beds per 

1000 people;  

• The number of chronic care units and hospital wards was increased 

from 84 to 126, and the number of beds for chronic patients rose to 

8138 (compared to 1151 beds in 2002); 

• 104 institutes with 3,906 beds were identified as suitable for 

transformation into medico-social units.  

 

Following the WHO recommendations given during the Budapest 

meeting in March 2002, the Romanian Ministry of Health organized a work 

group aimed to implement palliative care and pain control treatment. This group 

was created in September of the same year in Brasov. The group consisted of 16 

professionals and adopted an action plan for the long term to optimize pain 

control treatment and care for terminal patients. It also developed a national 

strategy and aimed to change the opioid law. At present, opioid-based treatment 

is in accordance with Act no.73/1969 and the instructions of the Ministry of 

Health for drugs and opioid substances. Also, long-term treatment with 

morphine is recommended with reticence, with access to such drugs being too 
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difficult because of the bureaucracy and also because of the professionals’ 

limited knowledge in the field of chronic pain. It is estimated that only 15% of 

cancer patients receive adequate treatment (with morphine). The treatment 

doses and intervals are set by law and not by the professionals, which limits 

prescription. For example, only one product may be prescribed at one 

time/consultation. The mentality of the professionals involved as well as the 

patients and their families is dominated by the prejudice morphine = drug = 

addiction = terminal phase. Only in some centers where palliative care is 

provided has a start been made in using opioids in accordance with a modern 

approach. 

A study carried out in 2000 at Wisconsin University, U.S.A., showed 

that the ten most industrialized countries, containing 10% of the world 

population (Australia, Austria, Brazil, Canada, France, Germany, Japan, 

Portugal, England and the U.S.A.), accounted for 69% of global morphine 

consumption. Romania ratified the Unique Narcotics Convention in 1961. This 

convention declared that opioids are indispensable for pain treatment and 

alleviating suffering. Romania ranks 42nd in terms of morphine consumption, at 

2.17mg/person in 2002 compared to the global average consumption of 

5.58mg/person (see Table 1). 

 
Table 1. Consumption of morphine in the world 

SOUTH-EAST 
EUROPE 

Morphine 
consumption 
(mg/person) 

2001 

DEVELOPED 
COUNTRIES 

Morphine 
consumption 
(mg/person) 

2001 
Albania 0.40 Canada 57.68 
Bulgaria 3.61 Denmark 65.62 
Croatia 1.49 Netherlands 14.50 
Czech republic 6.46 United Kindom 18.55 
Hungary 4.39 USA 35.32 
Lithuania 2.56   
Poland 7.24   
Romania 2.17   
Slovakia 3.51   
Slovenia 7.95   
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           An analysis of the INCB reports regarding total morphine consumption 

in Eastern European countries shows that while Bulgaria, Croatia, Hungary, 

Lithuania and Poland have seen constantly rising morphine consumption levels 

since the early 1990s, consumption in Romania remained at a minimum level of 

10 kilograms per year until 2001, when 50 kilograms/year was recorded. Poland 

is the biggest consumer with 275 kilograms/year, followed by Hungary with 70 

kilograms/year. 

At the end of 2002 and the beginning of 2003, new changes occurred in 

palliative care. Government Ordinance no. 150, which modifies the Health 

Insurance Act, emphasizes for the first time the patients’ right to obtain care at 

home in any illness circumstances (art. 11.1 and art. 27), and the Frame 

Contract for 2003 refers to palliative care as a medical service provided to 

hospitalized patients. Act no. 46, the Patients’ Rights Act adopted at the 

beginning of 2003, defines terminal care for the first time and emphasizes the 

patient’s right to terminal care so that he/she can die with dignity (art. 1 and 31). 

Moreover, the Ministry of Health elaborated rules about the 

organization and functioning of home care (Order 318/7), allowing independent 

persons or organizations to provide care at home, including services like 

communication and counseling, symptom management, therapeutic 

intervention, rehabilitation, kinetotherapy, speech therapy and psychological 

assessments. These services could be reimbursed by social insurance funds 

through a contractual relationship.12 The Hospital Act of June 2003 introduced 

palliative care services (art. 1, paragraph 2) among other medical services. 

Every year, 181.4 new cancer cases, 3,023 new cardio-vascular cases 

and 3,565.2 new neurological cases are recorded in Romania per 100,000 

inhabitants; and every year, 75,000 to 78,000 cases require palliative care, of 

which 30,000-35,000 cases involve cancer. Regarding cancer, 90% of deaths 

due to cancer occur at home; 15% get morphine; 50% have uncontrolled pain. 



Palliative care between past and future 
 
 

 39 

As far as deaths due to AIDS are concerned, there are almost 500 deaths per 

year (2.2 per 100,000 inhabitants), and practically all cases need palliative care 

in terminal phases (95-100%). 

The need for terminal care in Romania is certainly much higher than 

previously estimated, but the number of people requesting such care will 

continue to be limited due to factors related to addressability, accessibility, and 

the reduced resources of the present health services, which cannot always 

provide such medical care.13, 14 

 

2.5 Important moments in the development of palliative care 

 

Before 1989, isolated initiatives drew attention to the special care 

needed by elderly patients, by those suffering from chronic diseases and patients 

in the terminal stage of their disease. The increased need for such services also 

became more evident. In 1980, Professor Constantin Bogdan presented the 

work “The Doctor and Death”, which compares curative-prophylactic practice 

and terminal phase care practice. The same author continued to promote 

palliative knowledge and in 1988 produced the book “Death and the Dying 

Care”. These two works reflected the author’s experience and opinions acquired 

as a doctor in units for chronic patients (cancer in terminal stage). In the 

monographic work, “Elements of Practical Geriatrics”, produced by the same 

author in 1989, a chapter titled “Terminal stage and specific care provided to the 

dying” appeared for the first time in the Romanian medical literature.13 

After 1990, under the influence of the development of this kind of care 

in western countries, palliative care started to receive increasing amounts of 

attention. In 1992, the “St. Lawrence” hospice for children with AIDS, 

including children in terminal stages, was built at Cernavoda with the support of 

Reverend John Walmsley from Glasgow, Scotland. Similar institutions were 

also built in Bucharest and Curtea de Arges. Also, the first non-governmental 
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initiatives started to appear – initiatives which would not have been possible 

before 1989. 

 

At the initiative of Dr. Sandu Lucian, the “Romanian Association for 

Pain Study” was founded in 1991. Another important moment was the 

establishment in the same year of the “Romanian Association for Palliative Care 

Development”, at the initiative of a group led by Dr. Maria Lungu (after a study 

at Hotel Dieu in Paris), directed at the development of palliative care in a 

multidisciplinary context.15 

 

Another independent initiative took place in Brasov in 1992, when the 

“Hospice Casa Sperantei” Foundation was established with the support of the 

“Hospice Eleanor” Foundation from Kent, England. It provides palliative home 

care to patients with terminal cancer. Thus, the first palliative home care service 

was born (over 2500 terminal patients have received care until now, and 

professionals like Dr. Daniela Mosoiu and Professor Malina Dumitrescu invest 

time and effort in the development of this hospice).15 “Hospice Emanuel” was 

built in Oradea in 1996, and a palliative care team which provides care at home 

was formed. 

 

The year 1997 marked a milestone for palliative care education in 

Romania due to the building of the first Palliative Care Study Center in Brasov. 

This center organizes courses in palliative care for doctors and nurses, with 

experienced lectures coming from countries with a rich tradition in this field. In 

2002, 120 doctors, 76 nurses, 13 aid nurses and 15 volunteers participated in 

courses.15 In 1998, two courses in palliative care were given for the first time in 

the “Carol Davilla” nursing school network. Since June 2002, palliative care 

courses have been organized at the “St. Luke” hospital by Professor Constantin 

Bogdan and Dr. Gabriela Rahnea for the participants in the Romanian-Dutch 
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MATRA-PACARO program, which targets the development and 

implementation of palliative care in Romania. Over 30 doctors and 50 nurses 

were trained here. The same team also provided palliative care training courses 

for family doctors in Dambovita and Galati counties.11 

 

At Tg. Mures Superior Medical School, pain and analgesia lessons have 

been introduced into the curriculum. The school also provides post-graduate 

courses for general practitioners in the field of palliative care. Home care nurses 

have trained at this school since 2000. 

 

The existing associations have become very active in recent years. They 

are now better organized, are continuously improving themselves by 

exchanging information with similar foreign associations and organizing 

symposiums, workshops and training activities, in addition to providing care. 

 

At the suggestion of Dr. Constantin Bogdan, the first ward of Palliative 

Oncology with 51 beds was started at the Hospital for Chronic Ill and Geriatrics 

“St. Luke” Hospital, which was added to the Geriatric palliative ward. The 

Palliatology and Thanatology Romanian Association was founded in June 1998 

at the initiative of Dr. Constantin Bogdan. It was established as a professional 

and scientific society, which functions alongside other associations within the 

Romanian Doctors Association. 

 

The first hospice unit with beds (for adults and children) was officially 

opened in Brasov in 2002: the “Casa Sperantei” (“House of Hope”) Hospice. 

Today in Romania, palliative cares is provided as home care but also in general 

hospitals (in oncology and chronic wards) and in hospices (see Table 2). 
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Table 2 Palliative care services in Eastern Europe 
Hospice 

COUNTRY 
(Freestanding) 

Hospital 
Mobile 
teams in 
hospitals 

Nursing 
home 

Home 
care 

Day 
care TOTAL 

Albania      3  3 
Bulgaria  1    21  22 
Czech 
Republic  

6  1  3  10 

Estonia      9  9 
Hungary   4 2 5 13 2 26 
Lithuania  1    5  6 
Poland  23 50 1  177 8 259 
Romania  1 7     10 11 29 
Slovakia   2   1  3 
Slovenia    1  5  6 
TOTAL 32 61 5 5 244 12 371 

 

Today, the most significant palliative care services in Romania are: 

• 1 hospice with adult and children wards at Brasov, namely “Casa 

Sperantei”; 

• 4 specialized services in palliative care at home: Brasov (“Casa Sperantei”), 

Oradea (“Hospice Emanuel”), Bucharest, Sibiu; 

• 8 home care foundations which provide palliative care via their trained 

teams: Cluj (“Asistmed” and “Elder Care Foundation”), Bucharest 

(“Communitarian Care” Foundation, “Mobilmed”, “White-Yellow Cross”, 

“Alzheimer” Romanian Society), Piatra-Neamt (“Communitarian Care” 

Foundation), and Bacau “Communitarian Support” Foundation; 

• 11 associations for children with HIV-AIDS, which provide palliative care 

in day centers or at home: “St. Lawrence” in Cernavoda, “St. Margaret’s 

Hospice” in Bucharest, “St. Christopher’s Hospice” in Curtea de Arges, “Sf. 

Mary’s” Pediatric Hospital in Iasi, in Tg. Mures, Constanta, Bacau, Giurgiu, 

Galati, Craiova and Petrosani; 

• 7 hospital wards: “St. Luke” in Bucharest, Tg. Mures, Cluj-Napoca, 

Campina, Miercurea Ciuc, Birlad and Ploiesti; 
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• 5 palliative home care teams with a multidisciplinary approach within the 

framework of the Romanian-Dutch program PACARO, which started 

working in October 2002 in Slatina, Caracal, Bucharest (2 teams) and Ilfov. 

Starting in June 2003, six other “volunteer teams” were formed and trained 

within the framework of the same program: two teams (rural and urban) in 

Alba county, one team in Dimbovita (Tirgoviste) and Dolj (Craiova), one 

team (rural) in Olt county and one team in Bucharest in “St. Mina” Civil 

Society. 

The Second National Training Center in the palliative care domain for 

doctors and nurses has recently been built in “St. Luke” hospital, with the logistic 

support of the specialists of the Matra - PACARO Program. 

 

2.6 Conclusions 

1. At the international level, Romania is in the middle of the development range 

of countries with regard to health status and health care system, in terms of 

mortality and morbidity, as compared to other countries in the Balkans and 

Western Europe. Decreasing birth rates and increasing rates of mortality and 

morbidity have characterized Romania during the last decade. The result, as 

also seen worldwide, was an increase in the numbers of elderly and 

chronically ill patients as well as a decrease in overall population from about 

23 million in 1989 to 21.7 million in 2002. 

2. An unhealthy life style, deficiencies in the illness prevention policy, a high 

rate of inflation and poor quality of life have led to a larger number of 

chronic patients and to an increase in the specific care needs of these patients. 

The structure of the healthcare system in Romania, as in most eastern 

European countries, is still based on historical disease prevalence, especially 

the acute ones, but it has been changing during the last decade in favor of 

chronic diseases. 
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3. The health care reform, which started in 1997 – in particular, in primary health 

care – continues today in the secondary line: the hospitals. Present policy in 

Romania is characterized by reductions in numbers of beds available and the 

use of hospitals only for emergencies and acute illnesses. This policy causes 

problems, especially due to the lack of alternatives. The small number of 

hospitals for the chronically ill, crowded asylums, and the lack of involvement 

by the Ministry of Labor and Social Protection in providing care to the elderly 

and chronically ill are a few of the problems which will cause an increase in 

the cost of health care and a need for extra investments. 

4. Although medical professionals in Romania have been interested in 

providing specialized care to the terminally ill since the 1990s, this type of 

care was developed mainly within NGOs in an isolated fashion and was 

unknown to the general public, as it provided care only to a small number of 

patients. A characteristic feature of Romania is the emphasis on home care, 

the formation of multidisciplinary teams, and the acceptance of this type of 

care by patients and families. 

5. Until now, government bodies have not really been involved in organizing 

palliative care services or establishing a national program for palliative care 

and pain control treatment. Nevertheless, 2003 can be considered a milestone 

in palliative care, due to the creation of an appropriate legislative 

environment expressing the will to develop this kind of service. 

6. Twentieth century medicine will discover new values and new possibilities. 

But one thing will remain the same: death will remain inevitable. 

Professionals will have to learn about and reconsider care options for the 

terminally ill. They will have to explore the human soul and human suffering 

in order to become more human themselves. Palliative care will become one 

medical specialty among others, but it will not become independent of the 

others. Professionals from any single specialty will have to learn how to 

approach the terminally ill patient at any given moment. 
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Abstract 
 

Aim: Aim to assess experience, knowledge, and opinions of Romanian 
general practitioners (GPs) on palliative health care in Romania. 

Methods: A questionnaire survey was performed among 1,283 GPs in 
five districts of Romania in 2004. The data were collected on the GPs’ self-
assessed experience in, knowledge of, and opinion on palliative care entered 
into a database, and analyzed. The GPs were also asked to indicate if they 
needed to improve their knowledge about palliative care. 

Results: The response rate was 71%. GPs mostly reported having 
limited experience in providing palliative care, with 24% reporting to have 
provided palliative care frequently, and 55% reporting to have it provided 
sometimes. Significant correlations were found between the GPs’ experience in 
palliative care provision and their age, sex, and place of work. The majority of 
Romanian GPs reported that their medical knowledge was inadequate for the 
provision of care to terminal patients at home. Over 80% of GPs agreed to 
develop palliative care services and to participate in a training program. 

Conclusion: GPs in Romania reported to recognize the need for 
improvement of palliative care delivery in their country. They expressed a need 
for better knowledge of palliative care and agreed that multidisciplinary teams 
to provide palliative care at home would be the best form of delivering this type 
of health care. 

 
 
Keywords: palliative care, primary care, experience, knowledge, opinions, 
oncology 
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3.1 Introduction 

 

Unlike in Western Europe, where palliative care has been an established 

health care specialty for decades, in Central-Eastern European (CEE) countries 

it is a relatively new form of health care provision.1,2 The most widely used 

model of palliative care provision in CEE countries is the hospice model. 

However, the number and availability of hospices and financial means allocated 

to these institutions have been insufficient, and the population in need of 

palliative care has been increasing. Palliative care professionals are less focused 

on the needs of patients and possible development of a new model for palliative 

care provision than they are on the “vested interests” of the model, i.e., on 

preventing the hospices in which they work from being closed down. 

With the aging of the population, morbidity profile in CEE countries 

has changed and so have the health care needs. The need for nursing and care, 

including palliative care, is increasing and largely uneven distribution of 

medical care facilities between urban and rural areas only aggravates the 

problem. All these factors bring the palliative care issues to focus.3   

Until recently, palliative care in Romania and many CEE countries was 

primarily associated with cancer treatment and the hospice movement.4,5 In the 

last few years, however, the hospice model as a preferred model of palliative 

care has been reevaluated and questioned by many.3 Because of the over-

institutionalization of health care and the decrease in the number of hospital 

beds, health care policy markers are increasingly about promoting palliative 

care at home, which would be supported by a palliative care team.1 

Furthermore, people in most CEE countries prefer to die at home, as there is 

still a strong tradition of family care.6 

The expectation of the Romanian primary health care system, which 

includes general practitioners (GPs) and nurses, to play an important role in 

palliative care at home is relatively far from realization. Not only that this 
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aspect of health care provision is new and partly unknown to great majority of 

GPs, but the complementary services and expertise in home care and pain 

management are not well developed either. This problem is also present in 

Croatia, Hungary, and Slovakia,1 were various initiatives are being taken to 

develop palliative care as the need for it increases. As Doyle et al.7 have stated, 

palliative care at home is dependent on the attitudes and perceptions of family 

physicians and wider socio-cultural attitudes. Also, the lack of information on 

the latest techniques and developments in palliative care may prohibit the 

development of that health care area.8 

The first hospices in Romania were established in Oradea and Brasov;9 

by 2004, five hospices had been opened. Although a government policy from 

1998 tried to strengthen the role of the GP in the health care delivery system,10 

no systematic attention had been given to palliative care in general practice or 

hospitals until 2002.4 Thereafter, family physicians have increasingly started to 

provide palliative care, but they have not been reimbursed for the service. Thus, 

it may be said that the efforts to develop a system of palliative care provision in 

Romania are still not organized. 

We asked GPs in five districts in Romania to self-assess their 

experience in palliative care provision, their knowledge and need for better 

education in palliative care, and their opinion on the best way to deliver this 

type of care. 

 

3.2 Methods 

 

A questionnaire survey was conducted among GPs in five out of a total 

of 42 districts in Romania between July 2002 and February 2003. The five 

districts – Alba, Arges, Dimbovita, Ilfov, and Olt – vary in socioeconomic 

aspects and infrastructure, but are representative of the whole country and have 

a well organized register of GPs, which allowed us to deliver a questionnaire by 
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mail to each registered GP. The districts were representative of the whole 

country with respect to male/female ratio (49% men vs. 51% women) and death 

rate (12.8/1000 population in the five districts vs. 12.4/1000 population in 

Romania) (11), but not with respect to urban vs. rural areas (57% rural in the 

districts vs. 47% in Romania). There were differences in rural/urban distribution 

and the availability of health care services among the districts. 

 

Respondents 

 

The survey included a total of 1283 GPs practicing in the five districts. 

The number of patients on a GP’s list ranged between 1200 and 2200. In rural 

areas, a GP usually covered the whole area or village. In the urban areas, since 

there are many more GPs, patients could choose their GP irrespective of the 

place of residence. 

 

Questionnaire 

 

The multichoice questionnaire collected data on GPs’ socio-

demographic characteristics (sex, age, place of work) and asked them to self-

asses their experience in palliative care delivery (e.g. if and how often they 

delivered care to terminally ill patients), knowledge (e.g. how well they had 

been informed about treatment methods for patients with cancer), and opinions 

on the future development of palliative care (e.g. their opinion on the 

opportunities to deliver palliative care in Romania and their need for better 

training in palliative care). When applicable, more answers could be chosen. 

The questionnaires were sent only once, without a second reminder. The 

objective of the study was explained in a cover letter and a return envelope was 

enclosed. All returned questionnaires were included in the analysis, although 

some were not fully completed. 
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Statistical analysis 

 

The answers were entered into a database and analyzed with SPSS 

version 11.0 for Windows (SPSS Inc, Chicago, IL, USA). The answer 

frequencies and associations between socio-demographic variables and self-

assessed experiences, knowledge, and opinions were analyzed. Pearson 

correlations were used for continuous variables, and χ2 test for categorical 

variables. The level of statistical significance was set at P<0.05. 

 

3.3 Results 

 

The response rate was 71% (914 out of 1,283 GPs). Age and sex of 

surveyed GPs were nor associated with response rate (Table 1). The place of 

work was described as urban (city), urban/rural (small town), and rural (village). 

A low response rate of 43% was obtained from GPs practicing to small towns, 

and the highest response of 84% was obtained from GPs working in rural areas. 

 
Table 1. Demographic data and the response rate of general 
practitioner (GP) in Romania 

Characteristics No. of GP No. (%) of respondents 
Gender:   

Men 282 194 (69) 
Women 1,001 709 (71) 

Age (y):   
<35 y 167 118 (71) 
35-50 y 872 619 (71) 
>50 y 244 175 (72) 

Place of work:   
Urban 449 318 (73) 
urban/rural 254 108 (43) 
Rural 580 485 (84) 

Total 1,283 914 (71) 
 

Most respondents (68%) were aged between 35 and 50 years of age; 

almost one in five was over 50 years. Over two-thirds (78%) of respondents 

were women, which is in line with the proportion of women in the whole GPs in 
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Romania. A little more than half (53%) of GPs worked in rural areas, which 

indicated the over-representation of the rural areas, whereas about one-third 

(35%) worked in an urban setting. 

 

Experience 

 

Most GPs reported being “sometimes” asked to provide care to patients 

with incurable diseases; whereas only 2% reported never to have received such a 

request (Table 2). A positive association was found between the age and experience 

of GPs with the frequency of providing palliative care (r = 0.35). Older GPs, i.e., 

those with longer working practice and greater experience, reported providing 

palliative care more frequently than younger GPs did. Interestingly, there were GPs 

who had never had such an experience and these were mainly older GPs. Women 

GPs reported to have had fewer patients to provide palliative care for than their 

male colleagues (χ2
2 = 6.599, P <=0.037). GPs working in the rural areas reported 

to have had provided palliative care for patients with incurable diseases more often 

than their urban colleagues (χ2
4 = 25.389, P<0.001). 

 

Knowledge 

 

To the question whether their medical knowledge was sufficient to 

provide care for terminal patients at home, 40% of GPs who answered this 

questions gave a positive answer, whereas majority of 60% reported having 

insufficient knowledge (Table 2). 

The association between age and medical knowledge showed that younger 

GPs had less medical knowledge about the care for terminally ill patients, whereas 

GPs older than 35 reported having more knowledge (χ2
2 = 18.969, P<0.001). Also, 

women GPs reported having less knowledge about care for terminally ill patients at 

home than their male counterparts did (χ2
1 = 8.271, P=0.004). 
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Table 2. The association of age and place of work with experience, 
knowledge and opinion of Romanian general practitioner of palliative 
care in Romania  
  No. of general practitioner 
  Age group (y) Place of work 

Question      Total 
% 

<35 
y 

35-
50 
y 

>50 
y Urban Urban/Rural Rural 

Experiences to provide palliative care for terminal patients: 
frequently       23 22 140 52 61 24 130 
sometimes      55 57 354 89 166 61 271 
infrequently    19 35 111 27 74 21 78 
not at all 
(never)            2 3 10 7 15 2 3 

missing data  7     8     
Have medical knowledge about terminal patients at home: 

yes                  4 31 245 89 129 41 195 
no                   6 85 363 81 182 62 285 
missing data  20     20     

Informed about the treatment methods in oncology: 
yes                  6 9 34 10 20 6 26 
moderately     62 57 396 110 199 72 293 
no                   32 52 186 53 97 29 164 
missing data  7     8     

Possibilities for delivering palliative care in Romania: 
very good       1 0 4 1 2 0 3 
good               12 27 131 47 75 19 109 
bad                 52 53 332 81 179 54 235 
very bad         25 37 146 42 59 34 131 

missing data  13     14     
Need for palliative care service in your region: 

yes                  82 76 414 122 216 68 326 
no                   18 42 205 53 102 40 159 
missing data  2     3     

Need for training in palliative care for terminally ill patients: 
yes                  95 110 587 163 300 102 458 
no                   5 6 28 45 15 6 24 
missing data  9     9     

Directly interested in participation in such a course: 
yes                  92 107 573 148 284 95 450 
no                   8 10 43 26 30 13 35 
missing data   7     7     

 



Experiences, knowledge and opinions on palliative care among romanian general practitioners 
 
 

 53 

GPs were asked to assess how well informed they were about methods 

of treatment of patients with cancer. The majority (62%) could not assess 

whether they were well informed or not, 32% considered themselves not to be 

well informed, and only 6% believed they were well informed. 

A significant association was found between the self-assessed 

knowledge of care for terminal ill patients and self-assessed knowledge of 

treatment methods for patients with cancer (r = 0.41). GPs who believed that 

their knowledge of treatment of patients with cancer was insufficient, also stated 

that their medical knowledge was inadequate to provide care for terminally ill 

patients at home.  

When asked to indicate the aspect of palliative care they need more 

knowledge and information about, GPs provided the following answers: 

treatment of pain (68%); communication with other specialists (49%); 

communication with patients (42%); treatment of depression/anxiety (42%); and 

technical skills (25%). 

GPs clustered into two groups according to their self-assessed need for 

better knowledge about palliative care. One group of GPs had a preference for 

improving technical skills and showed less interest in obtaining more training in 

communication with patients (r = -0.21). Another group of GPs, especially the 

younger ones, said they would prefer to improve their knowledge of treatment 

of pain, depression, anxiety, and digestive problems, but were less interested in 

improving communication with other medical specialists. 

Opinions 

 

The opinion of GPs on opportunities for provision of palliative care in 

Romania was rather negative. Over one half (52%) of GPs assessed the 

opportunities as poor, whereas a quarter (25%) thought they were very poor 

(Table 2). Only 5 GPs saw the opportunities as being very good. The vast 

majority of GPs (82%) felt there was a need for palliative care services in their 
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region. More female than male GPs thought that there was a need to develop 

services for palliative care in their area (χ2
1 = 5.722, P = 0.017). 

The need for training in palliative care was overwhelmingly recognized 

as 95% of GPs reported it as useful. Almost the same percentage of GPs 

explicitly stated they were interested in training programs for palliative care. 

An open-ended question was asked about the composition of palliative 

home care teams. There was a clear agreement among respondents that a GP 

(524 answers) and a nurse (558 answers) should be members of the team. GPs 

also reported that a palliative care team should include social medical workers 

(223 answers), nursing assistants (118 answers), clinical specialists, including 

oncologists (108 answers), and psychologists (80). Clearly, palliative care was 

considered to be delivered by a multidisciplinary team. 

GPs thought that the coordination of palliative care at home should be 

in the hands of GPs (66%), followed by a medical specialist (31%) and a nurse 

(18%). One group of respondents indicated a preference for the GP as a 

coordinator of the team rather than another medical specialist, whereas another 

group of GPs preferred a nurse together with family. 

 

3.4 Discussion 

 

This study showed that the experience of Romanian GPs in palliative 

care was limited and that, in their opinion, care for terminal patients should be 

provided at home. GPs perceived a need to acquire more knowledge related to 

the special medical, social, and psychological needs of terminally ill patients 

and their families. For this reason, they were willing to participate in training 

programs. 

In many countries, patients prefer to die at home.6 A study in Scotland 

showed that 93% of the GPs preferred patients to die at home.12 Our results 

showed that GPs in Romania also preferred to take care of the terminally ill 
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patients at home. In Romania, care for these patients is usually provided by the 

family, but to treat pain and complications and to comfort the patients, special – 

palliative - care, is needed. GPs included in our study were aware of the need to 

acquire this specialized knowledge. 

However, we found that 60% of GPs were not satisfied with their 

knowledge of methods of providing care for terminally ill patients. The same 

was found in other, more developed, countries.8 Romanian GPs’ knowledge was 

associated to their age and sex. They were also aware of their need for more 

knowledge about treatment of patients with cancer. This may come as no 

surprise, since the guidelines for family physicians contain no information on 

the treatment of terminally ill patients, and no medical literature had been 

available in the Romanian language on this subject until a handbook on 

palliative care was published in Romanian language in 2004.13 

The relationship between age and experience of GPs in providing care 

for terminally ill patients was not surprising. GPs that practiced for longer time 

had more opportunities to improve their skills and knowledge. Young 

physicians had not yet had the same chance to establish regular contacts with 

terminally ill patients, not only because they had less experience, but also 

because such patients may be referred to older and more experienced 

colleagues. 

In the rural areas, GPs had more experience with providing care to 

terminally ill patients than their urban colleagues. This is probably because in 

rural areas, a GP office is the only medical facility available. A rural community 

is smaller and more isolated (lack of transport and communication 

infrastructure), and the GP is more familiar with the patient and patient’s 

family, medical history, and social and spiritual needs. 

The response rate to this questionnaire was relatively high, which in 

itself indicates the importance of this issue to GPs. In Romania, responding to a 
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questionnaire for research purposes is not part of everyday practice, and citizens 

are still reserved when it comes to expressing one’s own thoughts.14 

The low response rate from GPs in small towns is difficult to explain. 

Maybe it was related to the organization of the GP association in these places. 

The high response rate from GPs in rural areas may be caused by the felt need 

for palliative care in these areas. Generally, the results might be seen as 

representative for GPs in Romania. 

Most GPs thought that there was a strong need for palliative care 

provision in Romania. Quite recently, the Ministry of Health of Romania 

decided to restructure the medical system and expand facilities for palliative 

care. By establishing qualified multidisciplinary teams for palliative care, the 

need for palliative care may be in higher degree and more efficiently. It would 

be necessary to form a team consisting of physicians, nurses, and volunteers in 

each district to take care of terminal patients at home. GPs included in our 

survey showed a desire to improve their level of cooperation with other 

specialists through effective communication, and to provide the needs requested 

by patients at home. 
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Abstract 

 
Palliative care at home is a new service in Romania. The aims of this 

study are to describe the medical and health status of patients who are enrolled 
in such a program and to analyze which medical, psychological and socio-
demographic factors are related to their functional health status. 

129 patients were enrolled in a new palliative care program. These 
patients were cared for at home by five teams trained in palliative care areas. 
Data were collected upon admission of the patients by the coordinating general 
practitioners using a registration form to assess patients’ characteristics. 
Statistics included frequencies, bi-variate analysis and stepwise linear 
regression analysis. 

The results show that social support was available for most of the 
patients. 68% of the patients reported 11 symptoms or more. Pain management 
was the most frequent problem. Social support was stronger in rural areas 
compared to urban ones. The functional health status of most patients was poor 
and 53% reported psychological problems. The regression analysis showed a 
significant relationship between the functional health status, area of residence 
and number of symptoms. It was clear that almost all the enrolled patients had 
major medical problems and about half of them also had psychological 
problems. 
 
Keywords: symptoms, pain, palliative care at home, co-morbidity, urban/rural, 
social support 
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4.1 Introduction 

 

The number of patients in need of palliative care in Romania is much larger 

than the services currently being offered can handle.1 Until recently palliative care 

at home was a non-existent service.2 In 2002 an innovative service was introduced 

to offer palliative care in the home, mainly for cancer patients.3 Data on patients in 

need of palliative care is not currently available in Romania. Such data are 

important because not only do they specify the condition the patients are in and the 

care and support they need, but they also show what expertise and skills members 

of the palliative care team should possess. 

International literature shows that palliative care at home may result in an 

acceptable quality of care and quality of life, but no data are currently available 

from Romania.4,5,6,7 Symptom management is an issue which is extremely important 

to both patients and family.8 Many studies describe the prevalence of the symptoms 

of patients during their participation in a palliative care program, with symptoms 

like anorexia, asthenia, dry mouth, confusion, constipation, dyspneea, pain, 

delirium and vomiting being frequently reported.9,10 

Less is known about the symptoms at the moment when patients are 

initially assessed for enrollment in a palliative care program. Potter showed that 

the prevalence of patient’ symptoms on first referral to different palliative care 

services. Heedman and Strang assessed the symptoms of cancer patients 

admitted to a hospital-based home care program.11,12 How these symptoms 

relate to other characteristics, such as medication, co-morbidity and the physical 

and psychological status of the patient, is not studied frequently. It is important 

to pay attention to such relationships when patients are enrolled in palliative 

care since they determine the need for care and support and provide an 

indication of the risk of complications. Knowledge about the relationship 

between these characteristics facilitates the assessment of the need for medical, 

psychological and spiritual support.10 
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Most people want to live as independently as possible, together with their 

loved ones, even if they have a terminal disease. Therefore, the functional health 

status of the palliative care patient is important not only because dependent patients 

need more care, but also – and more importantly – because independence improves 

the autonomy and quality of life of the patients and their families. 

This article addresses the following question: what is the medical status 

and health condition of patients enrolled in a palliative home care service and which 

medical, psychological and socio-demographic factors are related to the functional 

health status of these patients? The specific questions to be answered are: 

1. What are the socio-demographic characteristics of the assessed 

patients? 

2. What diagnosis, symptoms and co-morbidity do these patients have? 

3. What is the physical and psychological condition of the assessed 

patients? 

4. What is the relationship between the functional health status on the one 

hand and the medical, psychological and socio-demographic 

characteristics on the other hand?  

This study will make it possible to describe the state of health patients 

are in and the needs they have when they are enrolled in a palliative home care 

program in Romania and to compare this with the situation in other countries 

through available relevant research.  

 

4.2 Methods 

 

Enrollment  

  

To deliver palliative care at home, five multidisciplinary teams were 

established in two regions of South Romania. Three teams worked in an urban 

area and two teams in a rural area. Each team had a general practitioner (GP) as 
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coordinator, an oncologist as consultant, and two-three nurses and/or social 

workers The way the teams were selected and trained is described elsewhere.3 

The patients to be enrolled in the study were selected using the 

following criteria: 

 

• patients with cancer in advanced stages where curative treatment was 

no longer possible, or patients in a terminal state. Later, patients with 

other diseases such as dementia or organ deficiency were also included 

at their own request; 

• a prognosis forecasting the patient’s death within nine months; 

• the patient’s domicile was in the team’s action area; 

• the patients and/or their families gave written consent for the palliative 

care; 

• assured cooperation with the doctor treating the patient; 

 

A total of 157 patients meeting the selection criteria of diagnosis and 

prognosis were referred to the palliative care teams by the oncologists between 

October 2002 and September 2004. No precise data is available about the total 

number of patients who could have been enrolled, since reliable information on 

the number of patients registered as having cancer does not exist in Romania. 

The palliative care teams, i.e. the coordinator being general practitioner, applied 

the additional selection criteria. Whilst some patients refused the treatment, 19 

patients could not be included for reasons such as distance and work 

commitments. Informed consent was requested from each patient and their 

family. This was not provided in four cases because the family did not want the 

patient to know the diagnosis and/or the prognosis of the disease. Five families 

were not included because they expected financial help. In this study, data for 

129 patients was used. 
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Registration 

 

A registration form was developed to record the basic data for each 

patient enrolled in the service. This registration form was based on a range of 

international registration forms and data reported in palliative care studies. The 

draft registration form was discussed with the members of the five at-home 

palliative care teams and modified to suit conditions in Romania. The form 

included: demographic characteristics; medical data (such as diagnosis, 

medication, disease duration); the presence of symptoms and complications 

(including duration and severity, when they could be reliably assessed); the 

social support given to patients and their psychological characteristics. 

The registration form was filled in by the team coordinator (a general 

practitioner) during the assessment, leading to the enrollment of the patient in 

the program. The coordinator questioned the patient about disease history, 

treatment, and so on. He also carried out a physical examination to check the 

health status and condition of the patient. All symptoms were assessed 

according to a checklist. The intensity of each symptom was assessed by the 

patient on a ten-point scale. Functional health status, mental health, including 

MMSE, and social support were assessed through a set of closed questions 

commonly used in other medical investigations. Patients were also asked about 

other problems or needs through open questions. Additionally, the care process 

and treatment provided by the palliative care team were recorded on another 

form after the patient had started to participate in the palliative care program. 

This form recorded nurses’ and physicians’ activities and physiological 

parameters. 
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Variables 

 

The dependent variable in this study was the “functional health status”. 

It was measured on a five-point scale varying from 1 “all activities may be 

executed by the patient without restriction” to 5 “patient needs permanent care 

and is immobilized”. After describing the type of symptoms, diagnosis and 

metastases, these variables were quantified as the number of symptoms and the 

number of metastases for the regression analysis. Psychological status was 

based on the MMSE. Socio-demographic data was measured in the standard 

way and occasionally condensed for statistical analysis. 

 

Statistics 

 

The recorded data was entered in a database and analyzed using the 

SPSS statistical software package, version 12.0. First, frequencies were 

described. After a bi-variate analysis between the variables, stepwise linear 

regression analysis was executed to identify the most powerful variables related 

to functional health status. Statistical significance was set at p< .05. 

 

 

4.3 Results 

 
The acceptance of the patients to the program was decided after the 

initial consultation by the coordinator. Next a care plan was developed and 

accordingly delivered by the at-home palliative care team. The initial 

consultation was made at the patient’s domicile in 91% of the cases (117 

patients). Four percent (five patients) of the patients were initially consulted in 

hospital and five percent (7 patients) at the coordinator’s office. 
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Socio-demographic data  

 

Gender distribution was about equal among the enrolled patients (see 

Table 1). Predictably, mostly elderly patients were enrolled in the service (86% 

over 50 years). 

The average age was 66.7 years. Less than half (40%) of the patients, lived 

in a rural area. Most patients lived at home and not alone (74%). Almost one quarter 

of the patients was widowed; this number was significantly higher in urban areas 

than in rural areas. The majority of the patients were very poor (67%) with an 

income under the average wage (i.e. 50 euros per month in 2002).  

 

 

 
Table 1 – Demographic data of the participating patients 

Characteristic Number of 
patients (%) 

Gender  
Man 62(48%) 
Woman 67(52%) 

Age  
< 50 years 19 (15%) 
51-65 years 41 (32%) 
> 65 years 69 (54%) 

Place of living  
Patients in rural area 51 (40%) 
Patients in urban area 78 (60%) 

Living situation  
Lives at home, alone 18 (14%) 
Lives at home, not alone 96 (74%) 
Lives at another place (with friends, family) 15 (12%) 

Marital status  
Married 87 (67%) 
Widowed 29 (23%) 
Other situation 13 (10%) 

Monthly income  
Income < 25 euros 19 (15%) 
Income 25-50 euros 67 (52%) 
Income 50-75 euros 30 (23%) 
Income > 75 euros 13 (10%) 
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Functional health status 

Three quarters of the patients were restricted in most activities; over 

half of these patients needed permanent care. Only a few patients declared that 

they could do all activities (see Table 2). Ten percent of the patients were able 

to do easy work. 

 
Table 2. Functional level/need help of the patients, when they enrolled 
in the palliative care programme 

Level of activities Number of 
patients (%) 

can do all activities, without restriction 2 (2%) 
restrictions for hard activities, but capable to do easy 
works 

12 (10%) 

capable to care for himself, but not to do activities, more 
than half of a day 

20 (16%) 

very difficult to take care for himself and for more than 
half a day  in bed or wheelchair 

41 (32%) 

need permanent care, is immobilized in bed or 
wheelchair 

54 (42%) 

 

Social support 

 

The majority of patients (90%) had social support: 48% (62 patients) of 

the patients received support from their children; 19% (25 patients) from one 

family member; and 23% (29 patients) from more relatives. Only 10% (13 

patients) did not receive any social support. When asked what kind of help the 

patients (and their family members) hoped for, 60% patients (70 patients) 

indicated they wanted professional help (i.e. medical, nursing, care), 32% (41 

patients) psychological help and 42% (54 patients) spiritual help. 

 

Medical data 

 

The illnesses treated by the teams were mostly oncological diseases 

(92%), with only 10 patients diagnosed with another disorder, such as organ 

deficiency or dementia (see Table 3). For men, the most common diagnosis was 
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pulmonary cancer (13 patients) and the second most common colon cancer (10 

patients). For women, breast cancer (15 patients) and cervical/uterus cancer (14 

patients) were the most common. 

 

 

 

 
Table 3 – Diagnosis of patients at enrollment in the palliative care 
program 

Diagnosis Number of 
patients (%) 

Patient with 
metastasis (%) 

Lung / bronchia cancer 20 (15%) 13 (65%) 
Colon / sigmoid / rectum cancer 16 (12%) 11 (69%) 
Breast cancer 15 (12%) 13 (87%) 
Cervical / uterus cancer  14 (11%) 8 (57%) 
Pancreas / liver / liver bladder cancer          12  (9%) 8 (67%) 
Esophagi / stomach cancer         11 (9%) 10 (91%) 
Head / neck cancer 6 (5%) 2 (33%) 
Brain cancer 5 (4%) 2 (40%) 
Leukemia 3 (2%) 2 (67%) 
Ovarian cancer 3 (2%) 3 (100%) 
Melanoma 2 (2%) 1 (50%) 
Genital-urinary tract cancer 2 (2%) 1 (50%) 
Melanoma 1 (1%) 0  
Other sites in the body 5 (4%) 4 (80%) 
Unknown primary tumor 4 (3%) 3 (75%) 
Non-oncological diseases 10 (8%)  

 

 

 

Metastasis was found in 64% (83) of the patients. Most frequent 

metastases were lung (13 patients), breast (13 patients), peritoneal (11 patients), 

hepatic (10 patients) and bone metastases (7 patients). Metastases were 

relatively most often found in patients with ovary cancer, stomach cancer and 

breast cancer.. Other diseases included organ deficiency or dementia. 

Co-morbidity was registered in 91% (117) of the patients (see Table 4); 

cardiac problems were most frequently mentioned (40 patients). 
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Table 4. Co-morbidity at enrollment in the 
palliative care program 

Co-morbidity Number of patients (%) 
Oncological 22 (17) 
HIV / AIDS                                    3 (2) 
COPD 17 (13) 
Neurology 14 (11) 
Cardiac 40 (31) 
Sugar diabetes                                  11 (9) 
Other co-morbidities 62 (38) 

 

 

The most frequently recorded symptoms are presented in Table 5. The 

percentage of these symptoms is notably high. 

At the first consultation, the most frequently described symptoms were 

pain, loss of weight, fatigue and loss of appetite (all over 80%). Given the high 

percentage of each symptom, it is clear that most patients had a high number of 

symptoms. Indeed, it was found that 31% reported more than 15 symptoms 

while 37% reported 11-15 symptoms. 

 
Table 5. Top 10 symptoms of the patients 
at enrollment in the palliative care 
program    

 Symptoms Number of 
patients (%) 

1 Pain 116 (90%) 
2 Loss of weight 115 (89%) 
3 Fatigue 110 (85%) 
4 Loss of appetite 107 (83%) 
5 Dry skin 85 (66%) 
6 Dry mouth 81 (63%) 
7 Nausea 80 (62%) 
8 Breathing problems 75 (58%) 
9 Dizziness 72 (56%) 
10 Urinary problems 53 (41%) 

 

The amount of medication prescribed to treat symptoms was high, as 

might be expected given the high number of symptoms (see Table 6).  
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Table 6. Type of medication and pain medication prescribed 
for patients when they enrolled in the palliative care program 

Medication Number of prescriptions 
Curative medication 30 
Symptomatic medication 116 
Adjuvant medication 90 
  

Medication prescribed for pain Number of prescriptions 
Analgesic medication 70 
Anti-inflammatory medication 36 
Morphine-derivative medication 61 
Morphine 4 
Combinations of medications 20 

 

The medication used by the patient when s/he started to participate in 

the program was prescribed by the oncologist in 73% of the cases and only in 

5% by the family doctor. About one quarter (23%) were curative prescriptions. 

Most medication was prescribed for pain treatment. The percentage of morphine 

is rather low due to restrictions in prescribing it. 

 

Psychological status 

 

At the first consultation 53% (69 patients) of the patients reported 

psychological problems (symptoms of anxiety and depression), 47% (60 

patients) did not express such problems or stated explicitly that they had no 

psychological problems (8 patients). 

 

Relation of functional health status to medical data, psychological and 
socio-demographic characteristics 
 

Bi-variate analysis of the functional health status with the independent 

variables showed significant associations (chi square or Pearson correlations) 

between the number of symptoms (r=.282 p<.001) and urban/rural living (chi 

square 14.822, df 3; p<.002). 
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A linear stepwise regression analysis was carried out including not only the 

significant relationships, but also other dependent variables which were 

correlated to control unexplained effects. The analysis showed that the two most 

significant bi-variate variables associated with functional health status were the 

number of symptoms, followed by living in a rural/urban area (see Table 7). 

 
Table 7. Linear step-wise regression analysis with functional health status as 
dependent variable at enrollment in the palliative care program 

Non-
standardized 
coefficients 

Standa
rdized 
coeffic
ients 

95% Confidence 
Interval for B Model 

B Std. 
Error 

Beta 

t Sig. 

Lower 
Bound 

Upper 
Bound 

Constant 
Residence of 
patients 

1.640 
.321 

.242 

.144 
 

.194 
6.766 
2.224 

.000 

.028 
1.160 
.035 

2.119 
.607 

Constant 
Residence of 
patients 
Age 
Marital status 
Psychological 
status 

1.830 
.288 

 
-.060 
.071 

-.065 

.500 

.164 
 

.098 

.107 

.160 

 
.174 

 
-.054 
.059 

-.040 

3.656 
1.763 

 
-.614 
.666 

.-408 

.000 

.080 
 

.541 

.507 

.684 

.839 
-.035 

 
-.253 
-.140 
-.383 

2.820 
.612 

 
.134 
.282 
.252 

Constant 
Residence of 
patients 
Age 
Marital status 
Psychological 
status 
Number of 
symptoms 
Number of 
metastases 

1.597 
.180 

 
-.060 
.076 

-.010 
 

.231 
 

-.073 

.518 

.174 
 

.097 

.106 

.160 
 

.102 
 

.092 

 
.109 

 
-.053 
.062 
.006 

 
.226 

 
-.074 

3.081 
1.038 

 
-.615 
.712 

-.061 
 

2.256 
 

-.797 

.003 

.301 
 

.540 

.478 

.951 
 

.026 
 

.427 

.571 
-.164 

 
-.251 
-.135 
-.327 

 
.028 

 
-.255 

2.623 
.525 

 
.132 
.286 
.307 

 
.434 

 
.109 

 

In the first step, when socio-demographic data was introduced, living in 

a rural/urban area had a significant impact; in the second step no significant 

contribution was found. In the third step medical variables were added, and only 

the number of symptoms contributed significantly to functional health status. 

The total explained variance is rather low, i.e. 8%. 
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4.4 Discussion 

 

Most studies in palliative care analyze the evolution and treatment of 

the disease and the care process after the palliative care has started.11,13,14,15 Only 

a few studies have made an assessment of the health status of the patient before 

palliative care started.12,16 Such an assessment is considered essential in order to 

offer appropriate care. This study shows that such an assessment can 

successfully highlight various problems which need to be taken care of. 

The advanced stages of cancer create a complex symptomatology, and 

indeed this is shown by this study. The average number of symptoms per patient 

was 12.8, the majority (94%) due to neoplastic illness and the minority (6%) 

due to the co-morbidity also reported in other similar research.9,10,17,18 However, 

in another study on patients referred to palliative care services, the average 

number of symptoms was lower (7,1).11 An explanation could be the absence of 

palliative care services in Romania. At the same time, it should be noted that the 

estimated incidence of cancer has increased by 3.6% during the last decade in 

Romania, while most European countries had only an estimated increase of 

approximately 0.5-1% per year.19 Additionally, most Romanians contact their 

doctor in the later stages of the disease, when cure is almost impossible, and 

interventions can incur very high costs. The late call for care is due to the lack 

of awareness of this type of care, the absence of such services in many areas, 

especially in rural areas, and to the belief that cancer is an incurable disease and 

that nothing can be done. 

There is a significant difference between the average number of 

symptoms for patients in urban (14.3) and rural areas (10.4). A large 

discrepancy was also noted in the number of metastases between urban and 

rural areas (in urban areas 74% of the patients reported metastases and in the 

rural areas only 49%. In reality, this difference may not be so large, as patients 

in rural areas have only one option for medical treatment, i.e. their GP’s 
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practice. Thus, diagnostic facilities are limited. Additionally, insufficient 

knowledge about a disease like cancer and limited resources make patients’ 

delays in seeking treatment in rural areas a common pattern. Consequently, the 

data are a reflection of the lack of diagnostic facilities and expertise in rural 

areas. No significant differences in the number of symptoms were observed 

between women and men, which is in line with other studies. Only the 

respiratory symptoms were more prevalent in men compared to women, which 

is also in line with other research findings.13,14 

As expected, pain was the most commonly reported symptom which 

seriously affected the functioning of the patient and which was difficult to treat, 

as shown in other studies.9,10,20,21 Adequate treatment and control for pain can be 

found in most western studies.12 For pain control, only a small proportion of the 

patients (about 16%) followed a course of treatment recommended by 

international palliative medicine protocols, indicating a variety of different 

proportions of analgesics or anti-inflammatory drugs or other medication.22 Pain 

management is a major problem in Romania. This is related to the restrictive 

opioid law on the one hand and to ‘old-fashioned’ specialists who have not 

adopted the WHO’s recommendation on the prescription of analgesics on the 

other hand.2,10 Also, the small number of specialists who are allowed to 

prescribe analgesics prohibits widespread pain management, along with the 

attitude of many patients themselves, who consider morphine to be a synonym 

for death. 

About half of the patients in the study were identified as having 

psychological problems. This was based on an MMSE analysis. No comparable 

data are available to assess the extent of this problem compared to other citizens 

in Romania. We assessed the psychological status of the patient through eight 

specific questions in addition to the MMSE. The patients’ psychological status 

has a great impact on their quality of life. The latter is indicated by the 

relationship between psychological status and social support. Psychological 
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problems are understandably related to the number of symptoms. No difference 

was found between the psychological status of male and female patients, in 

contrast to some other studies, where male patients showed a more aggressive 

response compared to female patients.10 However, a difference was noted in the 

presence of psychological problems between rural patients (25%) and urban 

patients (71%), in line with other studies.10 In Romania, this difference may be 

explained by the lack of facilities in rural areas and beliefs about cancer 

outlined above and by the strong family support in these areas, which is a major 

coping mechanism in life-threatening situations. 

This study showed that the majority of patients enrolled in a palliative 

care service were already being taken care of by family members, as is usual in 

Romania. This does not mean that these patients did not need professional care 

of course. Indeed, most wanted such professional care. This study also 

highlighted the multitude of problems these patients encountered and that the 

last months of their lives were characterized by many needs. Palliative care at 

home is rather new in Romania and is being continuously developed through 

the creation of mobile, multidisciplinary teams. Such teams can provide the care 

which is needed and at a level acceptable in terms of quality and costs. 

Traditionally in Romania, institutions for dying people are not common; 

the Romanian custom has been to care for the dying person at home.2,23 

Developing and providing palliative care at home is an alternative to 

institutional care. Primary health care facilities have an important role in 

supporting and developing this kind of service. Today in Romania, legislation is 

available to develop at-home care services, including palliative care, along with 

the possibility of being reimbursed by the Health Insurance House. 
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Abstract 

This study describes the activities and interventions carried out by an 
at-home palliative care team treating cancer patients who died within two years 
of being enrolled in palliative care. It analyzes which changes in symptoms and 
pain occurred and which socio-demographic and medical characteristics were 
related to these changes. 

The analysis is based on 102 cancer patients. Data was collected 
through systematic registration during the palliative care process. At enrollment, 
patients were interviewed by the coordinating general practitioner concerning 
their socio-demographic background, medical history, psychological status and 
symptoms. 

The results show that cancer patients enrolled in palliative care at home 
have many symptoms, often metastasis and co-morbidity. The palliative care 
teams delivered frequent and various interventions. The number of symptoms 
decreased considerably, as did pain intensity and other symptoms. Due to the 
interventions of the palliative care team, patients experienced a strong reduction 
in the intensity of pain during the last part of their life after enrollment in the at-
home palliative care program. 

It is concluded that cancer patients who needed palliative care benefited 
significantly from the at-home palliative care service. Patients living in urban 
areas and with low income particularly benefited from a reduction in the 
number of symptoms they displayed. 
 
Key words: palliative care at home, evaluation of palliative care at home, 
advanced cancer, symptoms, intensity of pain 
 

 



Chapter 5 
 

 78 

5.1 Introduction 

 

Progress in medical technology and clinical treatment has had 

considerable consequences for primary health care. The number of chronically 

ill patients has risen continuously in the Western world during the last decade 

and will continue to rise.1 Due to advanced (cancer) treatment, formerly fatal 

diseases have become merely chronic.2 Chronically ill patients are mostly 

treated by general practitioners and cared for by family members and home care 

organizations.3 As a consequence, palliative care has also become part of 

primary health care, which means primary care workers are having to deal more 

often with a variety of complex symptoms of terminally ill patients at home and 

are being expected to deal with a wide variety of patient needs.4,5 

Therefore, it is important to have information on how the disease and its 

symptoms evolve in the last months of palliative care and what may be done in 

primary care to control these symptoms and to improve the quality of life of the 

patients involved.6,7,8 

Developing and providing palliative care at home is increasing all over 

Europe, especially in Eastern Europe.9 In Romania, the need for palliative care for 

oncological diseases, dementia, AIDS and other chronic diseases, is large but this 

kind of service is scarce, especially at home.10 Primary health care has an important 

role in supporting and developing these kinds of services, in line with the 

population’s preference to be cared for and to die at home.11 As a result of the 

traditions and the mentality of Romanian people, most patients die at home. Studies 

show that 90% of patients live their final year at home, while in Western Europe the 

figure is quite different. In the UK, 26% of patients with cancer died at home.11 In 

the USA and Canada, the percentage of patients dying at home varies from 10% to 

15%, while in Denmark and the UK the percentage is 24% and in Poland 48%.12 

However, it should be recognized that palliative care at home for 

terminal patients is not simple.11 It is very important to know the variety of 
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patients’ needs and how those needs evolve in the last weeks of life in order to 

provide care and to guarantee quality of life for patients and their families.7,13 

Therefore, this study describes the evolution of cancer patients’ 

symptoms in the last period before death and the palliative care provided at 

home by multidisciplinary teams in that period. Such information will be 

helpful in identifying better methods of care and in evaluating the quality of 

care provided.4 

The research questions are: 

1. Which changes occur in symptoms and in pain among patients taken 

care of in an at-home palliative care program from enrollment till 

death? 

2. What activities and interventions do the at-home palliative care team 

(GP and nurse) undertake during that period? 

3. Are socio-demographic factors, the activities and interventions of the 

palliative care team and medical characteristics related to changes in 

symptoms and in the intensity of pain felt by the patient? 

 

5.2 Methods 

 

This study was carried out in two regions of Romania (Olt and 

Bucharest). A Dutch-Romanian project, it was carried out over 24 months 

(October 2002 - September 2004), providing palliative care through five 

multidisciplinary teams (general practitioners, oncologists, nurses and social 

workers) at home to patients in rural and urban areas.14 In that period, 119 

oncology patients were enrolled in the at-home palliative care program. Of these 

patients, 102 died at some point in that period. This analysis focuses on those 

patients who enrolled in and died during the palliative care program. 

For every patient, data was recorded in a registration form including: 

demographic data, diagnosis, metastasis, medical symptoms, medication, functional 
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and psychological status and social situation. The patients’ development was 

observed at every visit and separately recorded by the doctors and nurses. 

The registration form was first filled in by the coordinating physician (a 

general practitioner) at the first consultation to identify the need for palliative care. 

The registration form was a combination of clinical observations and questionnaires 

to be answered by the patient. Topics on the form included the patient’s case 

history, diagnosis, metastasis, the prevalence of their symptoms, medication, 

intensity of pain etc. 

Symptoms were recorded at the start of palliative care and throughout the 

care period. To measure the intensity of pain, nausea and breathing problems, an 

analog and visual scale from 0 to 10 were used. A score of <4 was considered ‘low’ 

and a score of >6 ‘high’. The changes in symptoms and pain were analyzed by 

comparing the number, type and intensity of symptoms in the initial consultation 

and the last consultation before death. 

The numbers of visits by the palliative care team members, as well as their 

actions, were noted on a separate form with a list of (possible) interventions and 

open answers/comments. Once a month, the completed forms were sent to the 

research coordinator, who checked the data for completeness. 

Data analysis was carried out using the SPSS program, version 12.0. 

Firstly, patients’ characteristics (socio-demographic and medical) were presented, 

followed by a description of the type of interventions and the changes in symptoms 

and pain. A stepwise linear regression analysis was applied to look for factors 

related to changes in symptoms and the intensity of pain. 

 

5.3 Results 

 

The average age of the 102 patients, 52 women and 50 men, was 61.2 

years. Most patients (75%) lived with their family, 15 patients lived alone and 

13 lived in other places (with friends).  
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Most patients were married. The income of most patients was low, i.e. 97 

patients had a monthly income less than 100 euros (see Table 1). While most 

patients had social support from relatives, 11% of the patients had no social or 

financial support whatsoever. 

             This study deals with cancer patients. The most common primary 

diagnoses were lung cancer (18%), colon and rectum cancer (15%) and breast, 

cervical / uterus, liver and stomach cancer (each 11%) (see Table 2). The 

average disease duration until death was 19.5 months; for 33 patients the 

diagnosis was known less than 6 months before death. 

 
Table 1. Socio-demographic characteristics of the patients, 
absolute numbers and percentages 

Age  
<35 years 3 (39%) 
35-50 years 15 (15%) 
51-65 years 32 (31%) 
>65 years 52 (51%) 

Gender  
Female 50 (49%) 
Male 52 (51%) 

Marital status  
Married 70 (69%) 
Widow(er) 21 (21%) 
Divorced 4 (4%) 
Single 6 (6%) 
Other 1 (1%) 

Income  
<25 euros 13 (13%) 
25-50 euros 54 (53%) 
50-75 euros 23(22%) 
75-100 euros 7 (7%) 
>100 euros 5 (5%) 

Place of residence  
Rural 36 (35%) 
Urban 66 (65%) 

Social support  
Various family members including children 37 (36%) 
Children and parents 50 (49%) 
Brothers and nephews 4 (4%) 
No one 11 (11%) 
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Metastasis was recorded in 71 patients (70%), and multiple metastases 

were noted in 34 of these patients. The most common sites of metastases were 

peritoneal (11%) and liver (10%). Co-morbidity was reported by 98 patients. 

 
Table 2. Medical characteristics of the enrolled 
patients, absolute numbers 

Diagnosis  
Lung cancer 18 
Colon / rectum / sigmoid cancer 15 
Breast cancer 11 
Cervical / uterus cancer 11 
Liver / pancreas cancer 11 
Gastric cancer 11 
Head / neck cancer 6 
Brain cancer 4 
Leukemia 2 
Melanoma 2 
Ovary cancer 2 
Melanoma 1 
Urinary cancer 1 
Other sites in the body 3 
Unknown primary tumor 4 

Disease duration  
<6 months 33 
6 months-1 year 33 
1-2 years 14 
>2 years 22 

Metastasis  
Multiple metastases 34 
Single metastasis 37 
None or unknown metastasis 31 
Number of symptoms first consultation  
<5 symptoms 3 
5-10 symptoms 24 
11-15 symptoms 43 
>15 symptoms 32 

Intensity of pain*  
Low intensity of pain 20 
Moderate intensity 34 
High intensity 42 

           * 6 patients did not report pain at enrollment 

 

The average number of symptoms in the first consultation was 13.4 per 

patient. Twenty-six different types of symptoms related to the illness were 

recorded during the first consultation. Loss of weight (96%), pain (94%) and 
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fatigue (90%) were the more frequent symptoms mentioned by the patients, 

followed by loss of appetite (86%) and mouth problems (75%). Pain remained 

the main symptom. The majority of patients with pain (51%) declared that this 

kind of pain had started in the previous year, while 17% had had pain for more 

than one year. At the first consultation, 44% of the patients mentioned a high 

intensity of pain (score of over 6 on a scale between 1 and 10) (see Table 2). 

 

A high level of nausea problems and breathing problems were reported 

by 11 and 10 patients respectively. 

 

Most patients (91%) received at least symptomatic medication; a 

quarter of the patients also received curative medication. Analgesics (52%), 

anti-inflammatories (23%), and opioids (50%) were frequently prescribed. The 

medication used by the patient at enrollment was prescribed by the oncologist in 

most cases (73%) and in only 5% by the family doctor. 

 

The functional status of 80 patients was very low, i.e. they needed 

permanent care and were bed- or wheelchair-bound for over half the day. The 

majority of the patients (54%) reported serious psychological problems of 

anxiety and/or depression. 

 

During the last evaluation, the average number of symptoms was 5.4 

per patient; a decrease of eight symptoms on average. Nine new symptoms were 

recorded at the last consultation, specific to terminal stages: anemia, coma, 

cathexia, delirium, bleeding, thirst, fever, parestesia, muscular cramps. The 

majority of symptoms decreased significantly after the start of palliative care 

(see Table 3).  
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Table 3: Changes in symptoms between enrollment and last consultation, 
absolute numbers. 

Number of symptoms at enrollment  
 

 < 5 
symptoms 

5-10 
symptoms 

11-15 
symptoms 

> 15 
symptoms 

Total 

< 5 
symptoms 2 10 23 20 55 

5-10 
symptoms 1 14 17 8 40 

11-15 
symptoms 0 0 2 3 5 

> 15 
symptoms 0 0 1 1 2 

Number of 
symptoms at 

last 
consultation 

Total 3 24 43 32 102 
 

Six patients had more symptoms than at the first consultation. All six patients 

had cancer with multiple metastases and a lot of complications. Also, in these cases, 

the relatives of the patients showed a reduced compliance with the program. 

For 30 patients, the number of symptoms decreased by 5-9 symptoms; 

for 42 patients, the number decreased by 10 symptoms or more. Of course, the 

extent of the decrease is partly related to the number of symptoms at enrollment. 

Not only did the number of symptoms decrease, but also the frequency 

and intensity of pain. Pain was reported by 66 patients at the last consultation 

before dying and by 96 patients at enrollment. Thus, thirty patients with pain at 

enrollment reported being pain-free at the last consultation. Seven patients 

reported a high intensity of pain at the last consultation, as opposed to 42 at 

enrollment (see Table 4). 

 
Table 4 Changes in intensity of pain between enrollment and last 
consultation, in absolute numbers 

Intensity of pain at enrollment  
 

 No 
pain 

Low 
pain 

Moderate 
pain 

High 
pain 

Total 

No pain 6 9 12 9 36 
Low pain 0 9 11 20 40 
Moderate pain 0 2 11 6 19 
High pain 0 0 0 7 7 

Intensity of 
pain at the 

last 
consultation 

Total 6 20 34 42 102 
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Reports of fatigue (from 90 to 37), loss of appetite (from 88 to 53) and 

nausea (from 65 to 28) also reduced significantly between the first and last 

consultation. Breathing problems were mentioned by 38 patients at the last 

consultation, which was the third most common symptom mentioned by the 

patients at this stage compared to the tenth most common (60 patients) at the first 

consultation. 

As mentioned above, the average duration of the disease was 19.5 months. 

Most patients (89%) received palliative care for more than one month, while 8% 

received palliative care during the week before they died. The average period of 

palliative care was 61 days. The last consultation before death was conducted in the 

last 24 hours with 56 patients (55%). For 26 patients (25%) this last consultation 

was made between one week and one month before death and for 6 patients it was 

more than one month before they died (see Table 5). In these cases, family 

members were opposed to taking care of the patient any longer by the team. The 

teams provided care for an average of 10.2 weeks per patient (7.278 days of care in 

total). 

The palliative care teams regularly advised changes to medication. After 

the first consultation, the patients received all the medication prescribed by the 

doctors of the teams. Two thirds (67%) of the patients got treatment for symptoms; 

72% received adjuvant medication; and 43% of the patients were treated with 

opioid medication. Almost a quarter (24%) of the patients continued to use the same 

medications they were given at enrollment in the palliative care program. 

During the period of palliative care, the patients received various 

interventions by doctors and nurses (see Table 5). Most frequently, counseling was 

mentioned as an activity (86 times by doctors and 72 by nurses). Interventions 

directed at relief and the evolution of the disease was made 75 times by the team 

doctors and 62 times by nurses of the teams. For doctors, these interventions 

included infiltrations, small surgical interventions, rectal touché, venous punctures, 

paracenthesis and toracocenthesis.  
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Table 5. Palliative care to 102 patients, absolute numbers 

Period of care No. of 
patients 

<48 hours 5 
48h-1 week 8  
1 week-1 month 25  
1-3 months 40  
>3 months 24  

Time between first and last consultation  
<48 hours 8  
48h-1 week 9  
1 week-1 month 27  
1-3 months 40  
>3 months 18  

Time between last consultation and death  
<48 hours 56  
48h-1 week 14  
1 week-1 month 26  
1-3 months 5  
>3 months 1  

Change in medication by the teams  
Yes 78  
No  24  

Interventions by the physician  
Counseling 86  
Recommendation for investigation  45  
Interventions by the team doctor directed at 
relief and evolution of the disease 

83  

Intervention by the nurse  
Counseling 72  
Perfusions 59  

Exercises for decubitus, breath, blood 
circulations 

55  

Interventions by nurse directed at relief and 
support  

67  

Number of visits by the physician  
<5 visits 42  
5-15 visits 52  
>15 visits 8  

Number of visits by the nurse  
<5 visits 45  
5-15 visits 47  
>15 visits 10  
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The team doctor also frequently made recommendations for investigations 

to be carried out elsewhere. Nurses’ interventions directed at relief included oral 

medication, enema, artificial alimentation, deodorizer, oxygen therapy, etc. Nurses 

also frequently administered injections (88 times), perfusions (59 times) and carried 

out functional exercises with patients (55 times). 

Altogether, 10% of the patients received fewer than five types of 

interventions, while the majority, 84 (82%) patients, received between five and 

ten types of interventions. Four patients received more than ten interventions, 

and the same number of patients did not receive any intervention. Three of the 

latter four patients were enrolled in the program during their last 48 hours and 

the other was in a pre-coma state. 

During the palliative care process, the patients were asked whether or 

not the medication and the doctors’ and nurses' interventions had resulted in a 

decrease in the number of symptoms and a reduction in their intensity. Over half 

of the patients (56) stated that the team’s interventions had had positive results 

for all their problems and 34 patients said that the number of problems had 

decreased, so they experienced fewer problems. Five patients said that the 

medication and the interventions did not always have positive results. 

After describing the main changes experienced and reported by patients 

and after providing an overview of the palliative care activities of the teams, we 

analyzed which socio-demographic, interventional and medical factors were 

related to changes in symptoms and changes in the intensity of pain using a 

step-wise linear regression analysis. 

Changes in symptoms, i.e. a high decrease in the number of symptoms 

during the palliative care period, are significantly related to a high number of 

symptoms at enrollment, living in an urban area and low income (see Table 6). 

The amount of variance explained by these four factors was 62%. 

As might be expected, patients with a high number of symptoms at 

enrollment showed more improvement than patients with fewer symptoms. This 
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is the most powerful predictor of the reduction of symptoms during the 

palliative care process, indicating the patients’ needs at enrollment. Patients 

living in urban areas and on a low income reported a greater reduction in 

symptoms than patients living in rural areas on a high income. 

After step 3, the total number of interventions (p=.070) and the number 

of interventions for relief and evolution of the disease by the team doctor 

(p=.078) showed a borderline significance, with a reduction in the number of 

symptoms between enrollment and the last consultation.  

 
Table 6. Stepwise linear regression analysis, change in symptoms as 
dependent variable (96 patients*) 
 Standardized Beta t Significance 
Number of symptoms at 
enrollment 

 .649  8,753 .000 

Urban/rural living  -.244 -3,251 .002 
Income -.134 -1,998 .049 

           * Six patients who did not report pain symptoms were excluded 
 

A decrease in the intensity of pain during the palliative care period was 

most strongly related to the intensity of pain at enrollment. Additionally, the 

interventions for relief and evolution of the disease by the team doctor, the 

change in the number of symptoms, and the social support and interventions for 

relief and evolution of the disease by the nurse all contributed significantly (see 

Table 7). The explained variance was 42%. 

Patients with a high intensity of pain at enrollment, who subsequently 

received interventions for relief from the team doctor, showed a decrease in 

(other) symptoms, experienced strong social support from their family, and 

received less frequent interventions for relief from the team nurses showed a 

significant decrease in pain intensity. After step five in the regression analysis, 

the number of interventions was ‘borderline’ significant (p=.078), with a high 

decrease in the intensity of pain, i.e. many interventions were related to a strong 

decrease in the intensity of pain. 
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Table 7. Stepwise linear regression analysis, change in intensity of pain as 
dependent variable (96 patients*) 

 Standardized 
Beta 

T Significance 

Intensity of pain at enrollment .446 4,998 .000 
Interventions for relief and evolution 
by team doctor 

-.374 -4,389 .000 

Change in the number of symptoms .292 3,181 .002 
Social support -.226 -2,626 .010 
Interventions for relief and evolution 
by the nurse 

.183 2,181 .033 

           * Six patients who did not report pain symptoms were excluded 
 

5.4 Discussion 

 

This study shows the positive effects of at-home palliative care for 

cancer patients in Romania. The number of symptoms and the intensity of pain 

were used as main outcome measures. The quality of life of terminal patients is 

expected to be directly related to the number of symptoms and the possibility of 

controlling symptoms like pain, nausea etc.8 In the last months of their lives, 

these patients experience many problems, which cause pain, immobilization and 

anxiety, as was indeed the case with patients enrolled in the service.7 

At the beginning of the palliative care service, the teams assessed the 

health status of the patients, the intensity of their symptoms and they proposed 

interventions to manage the assessed problems. 

This study has shown that terminally ill cancer patients in Romania had 

a higher number of symptoms at enrollment in a palliative care service at home, 

with an average of 13.4 per patients, compared to another study where only 6.6 

symptoms per patient were recorded.7 This figure is an indication of the severe 

need of these patients without proper palliative care. 

The average number of symptoms at the last consultation was 5.4 per 

patient, which comes close to figures quoted in the international literature. 
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For Romanian patients, the most important symptom mentioned in both 

evaluations was pain, followed by fatigue, loss of appetite and mouth problems 

in the first assessment on enrollment in palliative care. In the last assessment 

before death, the third most common symptom was difficulty breathing and a 

feeling of suffocation. Some authors have mentioned that asthenia (fatigue), loss 

of appetite and dry mouth are the most distressing symptoms during the first 

assessment, while others have indicated dyspnea as the most important 

symptom.7,16 However, other authors did not find that pain was the main 

symptom requiring most attention from the palliative care team and/or did not 

have a high prevalence.17,18,19,20 Pain is definitely a very important symptom for 

cancer patients in Romania. 

However, in Romania, pain relief, i.e. the use of morphine drugs, has 

been very complicated for a long time, due to both the attitude of patients and 

their families and even of doctors towards morphine and the difficulty of 

prescribing this treatment due to bureaucracy.2,19 For pain control, only 15% of 

patients were using a standard treatment recommended by the WHO, whilst the 

other patients were using different proportions of analgesics, anti-

inflammatories or other medication.21,22 

The positive decreases in symptoms and in the intensity of pain are, of 

course, dependent on the number of symptoms and the intensity at the 

enrollment. Those patients with a high prevalence of symptoms and intensity of 

pain are more likely to improve. Indeed, this is what was found, but – as stated 

above – it also indicates a great need among these patients. 

The palliative treatment at home had as positive an effect on the number 

of symptoms and the intensity of pain as on other symptoms. These positive 

results are in accordance with findings from other international studies.9,15,23 

Indeed this study makes evident that the delivery of palliative care by a 

multidisciplinary team at home improves the situation for the patients. The 
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visits and various activities carried out by the team have a positive effect on the 

quality of life of terminally ill cancer patients. 

The palliative care teams were very active and frequently visited the 

patients, providing the various interventions and activities for relief and support. 

It is interesting to note that medical conditions such as the absence of metastasis 

or co-morbidity and good functional status was not related to a better outcome 

at the end of the palliative care process, nor that it was related to the number of 

visits by the palliative care team. It seems that social and psychological factors 

had a direct effect on the number of visits by the teams, but that these visits are 

only indirectly related to the outcomes of palliative care. 

  The effect of the at-home palliative care interventions was more 

positive in urban areas compared to rural areas, when a decrease in the number 

of symptoms and a decrease in the intensity of pain are used as outcome 

variables. This finding might be explained by the lack of infrastructure and 

personnel in rural areas. Also, patients are often less informed about the 

progress of the disease and its terminal phase. Sometimes, family members 

prefer fewer medical interventions and less medical support. 

The reduction of symptoms, which was higher in an urban area, was 

also more frequently reported among poor patients. The explanation may be that 

the new at-home palliative care teams have been more sensitive in looking out 

for these patients, who are also socially deprived. 

It is not directly evident why strong social support from the family is 

related to a strong reduction in the intensity of pain. Maybe such family support 

coincides with better compliance with and acceptance of the teams’ 

interventions. In the latter case, the findings show that, indeed, the number of 

interventions is related to a decrease in pain intensity. More specifically, it was 

especially the interventions for relief and disease evolution by the team doctor 

which contributed to a strong decrease in pain intensity. Apparently, a task 
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division existed within the teams, since the nurses’ intervention for relief did 

not contribute to this decrease. This was left to the doctor within the team. 

Palliative care at home is a new service in Romania. It was developed in 

a standardized way in this project and carried out accordingly.14,24 It may be 

concluded that palliative care at home, as performed by the five teams, for 

terminal cancer patients was very effective in Romania. We strongly 

recommend further development of such palliative care services at home. They 

are not only effective; they also meet a great need experienced by cancer 

patients in Romania. Terminally ill (cancer) patients in Romania – as well in 

other countries – prefer to die at home, and palliative services at home results in 

patients having less pain and other symptoms. 
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Abstract 
 

Objective: Palliative care at home is a new service provision in 

Romania. This study evaluated retrospectively, after the patient’s death, the 

provision of care at home from the perspective of professionals directly 

involved in the care process. The evaluation included assessment of the role of 

the professional, the functioning of the team, communication with patients and 

family and overall judgment. This study is part of the development of palliative 

care at home by multidisciplinary teams in Romania. 

Methods: Over a period of eighteen months, five teams with in total of 

19 professionals, provided palliative care for 103 patients with cancer in its 

terminal stage.  During this period 80 patients died. A questionnaire was send to 

the professional involved. All responded resulting in 181 evaluations. These 

evaluations are the base for analysis. The data was analyzed using a SPSS. 

Results: Of the 181 cases evaluated, 63 indicated an emotional burden 

on the professionals. GPs and nurses reported such a burden more frequently. A 

lack of knowledge of how to treat a special case was reported 56 times. This 

was especially so when a case was judged as different from other cases, which 

often included (unexpected) complications. GP’s reported cases with 

complications more frequently than oncologists and nurses. The 

multidisciplinary teams functioned very satisfactorily in treating patients. 

Although communication with patient/family was generally judged positively, 

communication with patients was sometime viewed as problematic. The overall 
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verdict was that the care delivered to the 80 patients was positive. Most 

professionals reported that they would deal with the cases in the same way 

again. 

 Conclusions: The patients, who received palliative care and died, were 

treated well according to the professionals who evaluated the care process. 

Improvement of palliative care services at home may be achieved by provision 

of additional information on (acute) complications. Since palliative care at 

home is a new phenomenon in Romania, professionals working closely with the 

patient have to learn to cope with the emotional burden certain cases may 

include. 

 

Keywords: palliative care, primary care, evaluation, palliative team, deceased 

patients 
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6.1 Introduction 

 

The provision of palliative care can take place in a variety of settings, 

for example, in hospital, at a hospice, in a nursing home or at home. Palliative 

care, in all cases, includes the involvement of several disciplines such as 

nursing, oncology and in the case of home care, general practitioners. The 

number of patients dying at home or in institutions varies a lot between 

countries. According to figures presented by Doyle (1993)1, the percentage of 

patients dying at home in the USA ranges 13%, while in Denmark and UK the 

figure is 24% and in Poland 48%. In Romania this rises to more than 90%. 

These figures change over time. Recent data of WHO (2004) show that 22% of 

people die at home in the USA, 19% in England and Wales and 30% in 

Germany and the Netherlands.2 In Western Europe a growing number of people 

die in nursing homes or hospices.2 This is less the case in Central-Eastern 

European countries. In Romania nursing homes are largely absent and four 

hospice facilities exist.  Palliative care at home is developing recently as an 

experiment in Romania. 

Several studies have shown that most terminally ill patients would prefer to 

spend their final days at home3 and indeed, a great deal of care is provided at home 

by GPs and nurses during this period.4 The quality of this palliative care at home 

has, therefore become an important issue. Some studies have questioned the ability 

of GPs and district nurses to provide appropriate palliative home care, especially in 

view of possible complications which may be suffered by the patient. 5 A Dutch 

study, however, shows that the opposite is true.6 Evaluation of palliative home care 

is important, but studies are rather scarce. 

In Romania, palliative care at home is a relatively new phenomenon.7 

For some years it was provided by teams from a hospice or a hospital in a few 

regions, but it never included multidisciplinary teams involving primary health 

care workers. This article presents an evaluation of such a new care provision. 
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Evaluation of palliative care can be done from various perspectives and 

in different settings. One important aspect is how the patient and his or her 

family view the quality of this care. Recent studies show that patients and 

families give their GPs high satisfaction ratings.8,9,10 However, an objective 

evaluation is not easy to achieve because it is bound up with the process of 

dying and grieving. Evaluation from each of the different perspectives is useful, 

because it may contribute to qualitative improvements in palliative care, that is, 

the outcome and/or process of palliative care. 

When evaluating palliative care a choice has also to be made with 

respect to the moment and period of evaluation. This study evaluates the 

provision of palliative care at home following the death of the patient from the 

perspective of those professionals most directly involved in the care process. 

The research questions in this study were: 

1. How do the professionals evaluate their own role in the process of each 

specific case? 

2. How well did the team function according to the team members 

involved in each specific case? 

3. What was the involved professionals’ opinion on the communication 

with patient and the family in each specific case? 

4. What is the overall opinion of the involved professionals on the care 

provision in each specific case? 

Evaluation of professionals may be influenced by several factors. These 

may include previous experiences, special training and facilities available, as 

well as their own attitude.11,12 In this study we aimed to investigate whether the 

evaluation of the case of professionals was related to their discipline as well as 

to factors directly relating to the case, i.e. type of profession, the teams, 

complications during the care delivery process and duration of the palliative 

care process. 
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6.2 Methods 

 

Five multidisciplinary teams were established to deliver palliative care 

at home in two urban (Bucharest and Olt) and two rural (Ilfov and Olt) areas in 

Romania. Each team had at least a GP, an oncologist (as consultant) and one 

nurse. The teams, consisting of 19 professionals in total, were trained to deliver 

palliative care at home in five sessions (total 15 days) (see www.pacaro.go.ro). 

The Olt urban team was the largest with two GP’s, one oncologist and three 

nurses. The smallest was the Bucharest team existing of one GP and one nurse 

with various oncologists as consultants. During 18 months between October 

2002 and April 2004, the five teams, provided palliative care at home for 103 

patients with cancer in its terminal stage.  During the period of study, 80 

patients died. The mortality rate varied between the five teams (see Table 1). 

 
Table 1. Number of patients in program and number of patients who died 

TEAMS Number 
of 

patients 

Number 
of 

patient 
died 

Answers 
by GPs 

Answers by 
oncologists 

Answers 
by 

nurses 

Bucharest urban 1 16 9 7 1 7 
Bucharest urban 2 18 12 12 11 15 
Ilfov 18 15 11 3 8 
Olt urban 32 30 22 0 40 
Olt rural 19 14 9 9 26 
Total patients   61 24 96 

 

Between four to eight weeks after the death of a patient, the 

professionals involved were asked to fill in a questionnaire. The questionnaire 

consisted of 12 closed questions with four pre-coded answers. Space was also 

provided for additional comments. These additional comments are presented in 

the analysis where relevant.  For quantitative analysis the answers were 

dichotomized. Not all team members answered the questionnaire: it was only 

filled in if the team member was actually involved in the care provision. In 
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summary, 5 GPs filled in 61 questionnaires, 4 oncologists filled in 24 

questionnaires and 9 nurses filled in 96 questionnaires (see table 1), giving a 

total of 181 completed evaluations. 

The following questions were asked with respect to the experience of 

the professional:   

1. Opinion about the role: sense of comfort, emotional burden, perceived 

lack of knowledge. 

2. Functioning of the team: cooperation on the case and communication 

within the team. 

3. Communication with patient/family: communication with patient and 

family. 

4. Overall judgment: overall judgment of care provision in this specific 

case was this case different from other cases and whether, 

retrospectively, they would have acted differently in the case. 

Independent variables include: professional discipline; team; duration of 

care provided and complications. The average care period was ten weeks per 

patient: 5% of patients received this care for less than forty eight hours, 29% for 

between one and four weeks, 43% for between one and three months and 23% for 

over three months. Complications during the palliative care period were reported by 

GPs in 32 cases, and were more frequent in comparison to oncologists (9 times) and 

nurse (19 times).  Responses relating to cases and from individual professionals 

were compared, since one professional may have filled in many questionnaires. The 

professionals did not report systematically complications on the same cases. Neither 

did they show a specific “biased” answer pattern. 

The data was analyzed using SPSS. The analysis considered the 

description of frequencies. Only dependent variables which showed a clear 

differentiation in answering pattern (70: 30) would be analyzed further, by 

presenting associations with independent variables and other dependent 
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variables. For categorical variables, chi square testing for significance was used. 

For continuous variables Pearson correlations were calculated. Differences with 

background variables are presented immediately after the description of the 

frequencies. Significant differences (p < .05) are reported. 
 

6.3 Results 
 

Opinion of the professional on their role 

Individual professionals were asked whether they felt comfortable with 

their role in the palliative care process. Of the 181 evaluations analyzed, 79% 

reported “yes, very much” and in 18% reported “yes”. Only 4 professionals did 

not feel comfortable with their role in specific cases. Responses to the open 

question “why did you not feel comfortable in this case?” reported rapid 

deterioration of a patient’s condition as a reason. 

A clear emotional burden was reported by 12% of the individual 

professionals considering the specific cases, while 23% reported a burden, “but not 

too much”. The majority (65%) of the professionals did not feel the delivery of 

palliative care to these patients was a burden. A clear difference exists between 

disciplines: the oncologists report “no emotional burden” frequently, while over 

one-third of GP’s and nurses mention that the specific cases caused an emotional 

burden (Table 2). An open question on reason for emotional burden identified 

seeing the patient dying as the most common. GPs and nurses said that talking with 

colleagues in the team, and sometimes with family helped them to cope with this. 

Table 2: Profession and emotional burden / experienced lack of 
knowledge 

Emotional burden Experienced lack of 
knowledge PROFESION 

No Yes No Yes 
GP 38 23 36 22 
Oncologist 21 3 21 3 
Nurse 59 37 68 26 
TOTAL 118 63 125 56 

 
Chi square - 6.079 

P<.04 
Chi square - 6.841 

P<.04 
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Differences were also found between teams with respect to the 

emotional burden experienced (chi square 13,368, df 4, p < .01), with the teams 

in the Olt region reporting emotional burden more frequently than in the other 

regions.   No significant differences were found with respect to duration of the 

disease process and complications during the palliative care process. 

An important aspect in the role of the professional is their particular 

knowledge. Team members were asked if they perceived a lack of knowledge or 

expertise with respect of the specific case. Most professionals (69%) reported 

not having perceived a lack of knowledge or expertise. A few (5 professionals) 

recognized that their knowledge was clearly not sufficient to take care of the 

patient in this specific case and in 18% of the cases they felt it was lacking 

slightly. When asked for the reasons for “limitations” in knowledge, 

respondents mentioned control of complication (melena, dyspnoea, coma), lack 

of awareness of the disease’s rapid progression, technical skills (clisma) and a 

lack of communication. A significant difference was found between oncologists 

on the one hand, and nurses and GPs on the other with regard to lack of 

knowledge in specific cases (see table 2). 

In the Ilfov team more than half of the evaluating professionals (55%) 

reported experiencing a lack of knowledge/expertise, while in the other teams it 

was a quarter. No significant correlations were found with respect to the 

duration of the care process. However, if complications in a case occurred 

during the palliative care process, professionals reported more frequently, a 

perceived lack of knowledge/expertise (r = .24) in that case. A significant 

correlation exists between a perceived lack of knowledge and emotional burden 

(r = .21), showing that if in a case lack of knowledge is perceived it goes with 

emotional burden in the same case. Analysis showed no specific cases where 

nurses, GPs and/or oncologists all reported a lack of comfort, emotional burden 

or lack of knowledge. This implies that each professional made their evaluation 
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of the case based on their particular discipline, encounter with the patient and 

experience with the care process. 

 

Functioning of the team 

 

When team members are asked how well the team worked together in 

this specific case, the majority (over 96%) reported “good” or ‘very good’; five 

professionals judged that the team work was ‘bad’ in some cases. 

Communication between members of the teams is considered to be (very) good 

by 98% of the professionals involved. The only pertinent other remark in this 

area was that the time was too short (since the patient died) to build up a 

properly functioning team. 

 

Communication with patient/family  

 

Communication with the patient was reported as positively by 76% of 

the evaluations, while communication with family was reported positively by 

90%. In forty-four evaluations (18 professionals involved) communication with 

the patient respectively family was judged as bad or very bad. Negative 

communication was most frequently reported as negative by the Olt urban team. 

Negative communication with the patient (and family) is related with reporting 

negative communication in the team. The main reasons for bad communication 

were lack of awareness of the the disease on the part of the patient (upon 

request of the family) and the short time of care (progress of disease). 
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Overall judgment  

 

Professionals were asked to give their overall judgment of the delivery 

of the palliative home care in the cases evaluated. The judgments were good in 

respect of 53% of cases and very good in respect of 39% of cases. Fourteen 

professionals involved made negative overall judgments. Reason for reporting 

negatively about a case included: patient who were unaware of the situation 

and/or bad communication with the patient; no possibility to visit the patient at 

home; distance and lack of time. However positive explanations are more 

frequently given. Good communication with patient and family was frequently 

mentioned. 

Another question, also providing an overall evaluation, was whether the 

experience in this specific case was different from other cases. Over half (54%) 

of the professionals, who filled in the evaluation for a specific case, considered 

the case not to be different from any other. If a case qualified as different, 

reasons included the (unexpected) evolution of the disease, and the specific 

situation (coma, patient living alone). Significant differences were found 

between professionals (see Table 3). When compared to GPs and nurses, results 

show that for oncologists, cases were more or less “the same”. 

A case qualified as different if medical or nursing complications 

occurred (r=.39). Also a significant relationship (r = .41) was show to exists 

between a case that was experienced as different from other cases, and a 

perceived lack of knowledge in that case. There was also a significant 

correlation between experiencing the case as different from other cases and 

feelings of discomfort (r = .26), and feeling of emotional burden (r = .29). If a 

case was seen as being different, it was usually accompanied by a feeling of 

discomfort and emotional burden. As mentioned before, agreement about which 

cases were different or not between the professionals was weak. 
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In assessing the overall judgment, team members were also asked if, 

retrospectively, they would have done things differently with regard to this 

specific case. Over two-thirds (68%) of the involved professionals answered 

this negatively. Those who answered affirmatively said that they would have 

communicated differently with the patient/family or offered a different 

treatment. GPs reported more frequently cases, which they would have treated 

differently looking back compared to nurses and oncologists (see Table 3). The 

oncologists rarely had any doubts in any case. The Ilfov and Olt urban teams 

reported more cases, which might have treated differently looking back, 

compared to the others (chi square 40.145 df 4  p < .000). 

 

Table 3: Profession and case different from other cases/acting 
differently afterwards 

Case was different from 
other cases 

Retrospective view, acting 
differently in the cases PROFESION 

No Yes No Yes 
GP 27 34 32 28 
Oncologist 18 6 22 1 
Nurse 53 43 69 27 

TOTAL 98 83 123 56 

 
Chi square - 6.648 

P<.04 
Chi square - 14.813 

P<.001 
 

6.4 Discussion 

  

Palliative care at home delivered by multidisciplinary teams, is a new 

approach in Romania. The five teams, which have started this new service in 

Romania, have had a unique experience. It is also the first time that a systematic 

evaluation has been undertaken among professionals involved, following the 

death of a patient in Romania. A review of the international literature reveals 

that this type of studies is scarce in palliative care. Further parts of this 

evaluation will include the families’ perspective and a case control study. 
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In these study professionals involved in delivering palliative care at 

home, were asked how they evaluated the care provision after the patient had 

died. In general, the professionals were quite positive about the care process. 

The teams and their 19 members are volunteers, i.e. they agreed to participate in 

the demonstration project on top of their normal jobs in health care. Each 

professional received special training in order to provide this new service. In 

general, they judged their knowledge and skills satisfactorily in the majority of 

the cases evaluated. Interestingly, they reported having experienced 

shortcomings in specific situations (unexpected complications, technical skills 

and communication). GPs and nurses were rather critical about their own 

competencies. It is recommended that additional expertise should be available 

on a consultative base for (sudden) complications. It is felt that the professional 

care delivered meets with West European standards. One problem which was 

not mentioned in the provision of an adequate level of care, but which is well 

known in the Romanian situation, is the prescription of morphine and 

acquisition of the necessary papers for this.10 

   The way cases are treated by the teams and the professionals may differ 

because treatment is dependent on the specific local conditions, such as distance 

and rural infrastructure (with limited access). Such differences are found in this 

study, as are differences in knowledge and communication skills: 

Communication with patients is a special issue, since many patients are not 

informed about their diagnosis and prognosis and family members do not want 

these “facts” to be known to the patient. This places an additional element of 

stress on work being done by professionals in palliative care. This situation is 

particularly difficult for nurses to cope with. Indeed, it was found that when 

cases were evaluated less positively; lack of (time for) communication was 

mentioned regularly. In this context the reported communication problems and 

emotional burden in the Olt region could be explained. During meetings with 
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the teams, and as was subsequently found in the analysis, it was noted that 

communication was often more satisfactory with the family than with the 

patient. As mentioned, this is because patients are often not informed about their 

diagnosis and/or prognosis, making communication with the patient more 

complicated (e.g. “when will I get better?”). Communication problems with 

patients seem to also affect the communication in the multidisciplinary team. 

  Normally it would be expected that oncologists would be less impressed 

by the process of palliative care compared to other disciplines in the teams. 

Oncologists are more experienced at giving bad prognoses and operate at a 

greater distance in terminal cases. In cases where the patients were very young 

or suffering severely, or when (sudden) complications occurred, emotional 

burden was reported more frequently, but still different disciplines could have 

different evaluations on such a case. It was possible to alleviate the emotional 

burden by speaking with colleagues or with the family of the deceased patient. 

In some cases team’s members expressed a need for more knowledge 

about the care of their patients. This involves some technical skills, but mainly 

treatment of complications and communication issues. Only GPs reported in 

what way they would act differently in the same case looking back. They 

reported that they might have tried another treatment or attempted a different 

method of communication with patients and their families. Some GPs seemed to 

feel uncomfortable when their patients die and were inclined to relate this 

feeling with their lack of skills and knowledge.13 
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Abstract 

This study analyzes the delivery of palliative care at home in Romania. 

The research question is: how do families evaluate palliative care delivered by 

teams after the patient has died? The evaluation covers the following areas: 

communication; fulfillment of expectations; accessibility; conflicts; and overall 

satisfaction. 

During the study period, 89 patients died while receiving palliative care 

at home. Overall satisfaction with the service was high among the family 

members. Relatives who were not the main caregiver showed less satisfaction. 

Most family members indicated that their expectations about palliative care had 

been fulfilled. The teams were always accessible to most relatives, but 

sometimes it was difficult for family members to get the right medicine or 

equipment. Half of those interviewed reported that conflicts in the family were 

prevented due to the delivery of palliative care. 

It may be concluded that palliative care at home, delivered by specialist 

teams, is satisfactory in Romania from the perspective of the relatives of the 

patients involved. 

 

Keywords: palliation, satisfaction, evaluation, family, palliative home care 
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7.1 Introduction 

 

Palliative care facilities and services are not yet sufficiently available 

throughout Europe.1 Both the cost of care in medical institutions and the 

patients’ wish to die at home necessitate new care arrangements like palliative 

care services at home.2,3 This is especially important in Eastern European 

countries, which not only have a strong tradition of people wishing to die at 

home, but which also have a lack of health care resources. In Western Europe, a 

growing number of people die in nursing homes or hospices.4 This is less so in 

Central-Eastern European countries. In countries like Croatia, Hungary, 

Romania and Slovakia, nursing homes are largely absent and only a few hospice 

facilities exist.5 

Several studies have shown that most terminally ill patients would 

prefer to spend their final days at home and that a great deal of care is already 

provided at home by GPs and nurses during this period.6,7 The quality of this 

palliative care at home has become an important issue. To assess this quality 

and to achieve efficient care provided by palliative care professionals, 

collaboration between family members of the patient and professional health 

care providers is very important.8,9,10 Therefore, it is extremely relevant to study 

the family members’ perspective on palliative care. 

Recent studies have shown that patients and their families are highly 

satisfied with their GPs and with palliative care services. However, most 

investigations into the families’ satisfaction with palliative care have focused on 

the experiences of families whose relative was cared for as a patient in an 

institution.11,12,13 A telephone survey among family members whose relative had 

received palliative care at home showed that 92% of the respondents were 

satisfied with the home treatment and that 79% of the nurses and 82% of the 

physicians met the expectations of the family.14 A study by Teno and co-

workers (2004) on families’ experiences with relatives dying at home or with 
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hospice services showed the home situation to be favored.15 Families were 

satisfied and thankful for the palliative care delivery at home while care was 

being provided for the patients.16,17 However, this may change after the patient 

has died. Therefore, this article will describe the family members’ opinion of 

their experiences of palliative care provision at home, as expressed some time 

after their relative has passed away. 

This study describes the assessment of palliative care at home from the 

families’ point of view after the death of the patient. The provision of 

information and communication are important aspects of palliative care. This is 

particularly the case in Romania, where openness about a terminal illness is not 

customary. The provision of information may therefore be a source of conflict. 

Since palliative care at home is a new phenomenon in Romania, it is important 

to know whether the expectations of the families were met. Health care is not 

easily accessible in Romania. For palliative care, it is essential that care 

professionals as well as the equipment and medication are available when 

needed. 

The research question is: How do families rate the care delivered by 

palliative care home teams after the patient has passed away?  

 

7.2 Methods 

 

This study evaluates four palliative care teams, specially trained to 

deliver this type of care at home. 

Between October 2002 and September 2004, the four teams provided 

palliative care at home for 106 patients with an illness, mainly cancer, in a 

terminal phase. During that period, 89 patients died. The family of the deceased 

patients was contacted by a social worker after the patient had died. Family 

members were asked to participate in an interview and to complete a 

questionnaire. On consent, a social worker, who was not involved in the 
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palliative care service process and who was thus independent from it, visited the 

family for the interview six to eight weeks after the patient had died. 
Table 1 Number of patients and family members involved in the study 

Team Number of 
patients 

included in 
palliative care 

Number of 
patients 
deceased 

Number of 
respondents 

Response 
percentage 

Bucharest 1 20 15 12 80% 
Bucharest 2 21 16 14 87% 
Olt urban 37 36 28 78% 
Olt rural 28 22 20 91% 
TOTAL 106 89 74 83% 

 
All (89) families were contacted. Seventy-four families (83%) participated 

in the study. Out of all interviewees, 51% (n=38) were the spouse who had been 

acting as the central informal caregiver, whereas 28% of the interviewees (n=21) 

were one of the patient’s children who had been acting as the central informal 

caregiver, together with the patient’s spouse. Nine interviewees were partner/child 

but were not the central caregiver and six interviewees proved to be other relatives 

who were not the central informal caregiver. 

The reasons why some families (15 in total) did not participate in the 

study included: 

• the family had left town or had left the country after the patient’s death 

or the family could not be reached (4 cases); 

• the family indicated that the period of care was very short and they 

were not able to answer the questions (4 cases); 

• due to their suffering or mourning, the family did not want to keep in 

touch with the palliative care team or discuss the care process (2 

cases);  

• the family did not want to fill out the questionnaire and indicated that 

they did not have enough time because of their work commitments (2 

cases); 
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• the family, after the first questions, refused to proceed because they did not 

understand the questions or the family indicated that it would not answer 

such questions, believing this kind of activity to be dangerous (2 cases); 

• the family declared that it wanted another kind of help, e.g. material 

goods, and especially money, and would not answer the questions 

because it did not get the help it had hoped for (1 case). 

Seventeen closed questions with pre-coded (two or four answer) 

categories and open questions giving the opportunity to explain or comment on 

the answer given measured the following aspects: the quality of information and 

communication; the families’ expectations; accessibility of the palliative care 

service at home; conflicts caused by the palliative care; overall satisfaction with 

the delivered care. 

The data was analyzed using a SPSS software package (SPSS Inc. 

Chicago, Ill). For categorical variables, chi square / phi testing for significance 

was used. For continuous variables, Pearson correlations were calculated. 

Statistical significance level was set at p<0.05. 

 

7.3 Results 

 

Information and communication 

 

The majority (69%) of the interviewed family members stated that they had 

received all the necessary information from the physician and nurse, that 

communication with the professionals had been very good and that all their 

questions had been answered. One quarter of the interviewed persons (n=19) 

believed they had not been fully informed. All but seven family members (9%) 

believed the patient had been very well informed. Only a few interviewed persons 

elaborated on the possible causes for the perceived lack of information. In all such 

cases the lack of information was related to the availability of medication. 
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Family members who did not have a central role as informal caregiver 

indicated more frequently that they had not received all the information they 

required from the professionals of the palliative care team. 

 

Families’ expectations 

 

Eighty percent of the interviewed family members (n=59) stated that 

their expectations had been fully met by the physician and the nurse. However, 

this did not mean that everybody had received all they needed, although most 

patients had. When asked whether the patient had received all the medication 

and equipment he or she needed, ten family members (14%), who stated that all 

their expectations had been fully met, also indicated that they had not received 

all the necessary equipment and/or medication. However, of the 15 family 

members who indicated that not all expectations had been fully met, 13 had not 

received the necessary equipment and / or medication. 

Family members who had not played a central role in the care process 

indicated more frequently that their expectations had not been fully met (phi 

.415; p< .001). 

 

Accessibility 

 

For both the patients and family members involved in palliative care, it 

was important that they could count on the help of the professionals when 

needed. Most family members (81%) stated they could reach the professionals 

immediately when needed. This was especially the case when the family 

member was the central informal caregiver. 
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Conflicts 

 

The delivery of palliative care at home by the palliative care team 

seldom created any conflict within the family, according to the family members 

interviewed. Only two interviewed family members (2%) stated that the 

delivery of palliative care by the team caused minor conflicts. These cases were 

related to financial problems of the families, which were expected to be solved 

over time. More frequently, i.e. in 50% of all cases, it was reported that the care 

provided by the teams actually prevented conflicts in the family. The palliative 

care service at home relieved the pressure and stress on family members. It 

provided adequate information, which helped the family to cope with its 

problems. In particular, in those cases where children and the spouse were the 

central caregivers, the palliative care team at home prevented conflicts in the 

family (chi square 7.256 df 2; p< 0.03). 

The prevention of conflicts was more prevalent in families seen by the 

teams in Bucharest compared to those seen in the Olt region (chi square 22.710, df 

1; p<0.001). 

 

Overall satisfaction 

 

All family members, when asked, indicated being (very) satisfied with the 

care delivered by the palliative care team at home. They were also asked how 

satisfied they believed the patient had been with the care and whether they would 

recommend the service to other families. Together, these three questions represent 

the overall satisfaction. The results show that 31 interviewed family members 

(46%) were very satisfied, 26 (38%) were satisfied and 11 family members (16%) 

were not satisfied. When dissatisfied, families indicated that they had expected 

more material support or money or that is had been difficult to obtain the 

medication needed. Satisfied family members stated that they did not realize so 
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much could be done to help the patient, e.g. in relieving discomfort, anxiety, pain 

and uncertainty. Families also said they had learned how to deal with the difficult 

situation at home (tension) and how to take care of the patient effectively. Others 

had felt supported by the regular visits of the nurse or the physician. Nearly all 

families commented positively on the teams and on the care they delivered. Overall 

satisfaction was related to the type of relationship the family member had with the 

patient (chi square 18.578; p < 0.001). These results show that families in which 

both partner and children took care of the terminally ill patient were either very 

satisfied or satisfied. Family members who were interviewed, but who were not the 

central caregiver, expressed more overall dissatisfaction. 

As for the teams, significant differences concerning overall satisfaction 

existed between team 2 in Bucharest and the urban Olt team on the one hand 

and team 1 in Bucharest and the rural Olt team on the other. The former were 

less associated with overall satisfaction compared to the latter (chi square 

31.657 df 3 p<0.001). 

 

Relationship between evaluation measures 

 

Correlations between the five aspects evaluated were calculated to analyze 

how strong the association was between these aspects. The results presented in 

Overview 1 show that most aspects strongly correlate with each other. 

 
Overview 1 Correlations between the indicators, evaluating palliative care at 
home from the families’ perspective (bold = p < .001)  

 information expectations accessibility conflicts 
information -  
expectations .78 -  
accessibility .74 .70 -  
conflicts .03 .17 .14 - 
overall satisfaction .53 .60 .45 .37 
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The associations show that families who said they had been well informed and 

who had communicated well with the palliative care teams also felt their expectations 

had been fully met and help had been there when needed. Also, the fulfillment of 

expectations and experiencing good accessibility are significantly correlated. 

Overall satisfaction is significantly associated with all the other aspects, i.e. if 

family members who were very satisfied with the delivered care stated that the 

information and communication with the team members had been (very) good, then 

the teams also had met all their expectations, had been very accessible and had 

prevented conflicts in the family. It is interesting to note that one aspect, i.e. 

‘preventing conflict in the family’ is only significantly related to ‘overall satisfaction’. 

 

7.4 Discussion  

 

Palliative care teams taking care of patients at home seem to have been 

successful from the perspective of the family members involved in Romania. 

This is in line with other research findings.12,14 In particular, family members 

who played a role as central caregiver were very satisfied with the information 

from and communication with the professionals concerned. Their expectations 

seem to have been largely met and they believed that the care team prevented 

conflicts. The service had been very accessible, in their opinion. 

Sometimes, families expected more than just the delivery of palliative 

care. This often concerned the availability of medication and sometimes even 

the provision of money by the team. This was more often the case when the 

family members were not involved in the informal care process. Another 

problem was that the costs for several drugs were not covered by the health 

insurance. A typical difficulty in Romania is the availability and prescription of 

opioid analgesics. Obtaining such medication, if at all affordable by patients, 

requires a lot of paper work and, consequently, much of the time that they could 

have benefited the patient was lost. 
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The study with palliative care at home was set up in different regions, 

since infrastructure and facilities vary greatly between regions in Romania. 

These large differences did not result in differences in accessibility, as far as the 

family members were concerned. This surprising finding may be explained by 

the fact that people are used to the (in) accessibility of facilities and lack of 

infrastructure, especially in rural areas. 

An interesting finding is that the palliative home care team may help 

prevent family conflicts. This aspect has not yet been explored in the international 

literature. The fact that this was more often the case in Bucharest may be explained 

by different attitudes in the metropolis, i.e. the reduced willingness to take care of 

family. When children were involved in the informal care giving, possible family 

conflicts were prevented by the palliative care service, highlighting the difficulties 

children experience when taking care of a dying parent. These difficulties may be 

due to time pressure and/or changing attitudes. 

As reported, 15 families refrained from participation in the interview 

for various reasons. It should be kept in mind that these families might not have 

been very satisfied with the service delivered and were perhaps not willing to 

express such a reaction “in public”. Having, said that, their non-cooperation 

does not necessarily indicate dissatisfaction. In Romania, people are actually not 

accustomed to interviews, and many people consider it dangerous to express 

their opinion in public or to have their opinion recorded.18 

The strong correlations between the aspects used to evaluate the palliative 

care at home from the families’ perspective indicate a strong coherence in the concept 

measures and in the answering patterns. This underlines the validity of the findings. 

But it is clear that more research is needed into the palliative care 

process and the role of families, as has also been shown by other studies.19,20 
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CHAPTER 8  

 

CONCLUSIONS, DISCUSSION AND RECOMMENDATIONS 

 

8.1 Introduction 

 

The need for palliative care is growing worldwide due to the ageing of 

the population and developments in medical technology, both resulting in a 

change of morbidity and mortality. In Romania, the development and rise of 

palliative care has occurred fairly recently, making it an interesting case study 

for this thesis, which describes developments in palliative care in Romania and 

evaluates a new care arrangement for palliative care at home. 

This closing chapter will first attempt to answer the main research 

questions formulated in the introductory chapter and highlight the lessons 

learned from this study. 

Next, the results as well as the methods used will be discussed. Finally, 

recommendations are presented for practice, research and policy. 

 

8.2 Answering the research questions 

 

In the introductory chapter, four research questions were formulated, 

which were then answered in some detail in the following chapters. Here, the 

overall findings are presented in brief. 

The first research question was: “How did palliative care in Romania 

develop over time?” 

As in the rest of Europe, care for poor and suffering patients was left to 

charity for a long time. In Romania, the development of palliative care had to 



Chapter 8 
 

 124 

wait until after the revolution in 1989. Before the revolution, individual 

pioneers in palliative care focused attention on the care of terminally ill patients. 

Romanians have a long tradition of dying at home, but primary health 

care and home care were not developed until after the mid 1990s. The first 

hospice-oriented palliative care was started in 1992 in Brasov with the support 

of foreign charity foundations, followed by a hospice in Oradea in 1996. In 

1997, a first international conference on palliative care was organized in 

Romania. Legislation recognizing the necessity of special care for terminally ill 

(cancer) patients and recognizing palliative care/medicine as a “specialty 

competence” was introduced in 1999. In 2003, the right to obtain (terminal) care 

at home and to die in dignity was legally recognized. 

In 2003, two training centers for palliative care were recognized by the 

Ministry of Health in Bucharest and Brasov. 

In short, the development of palliative care in Romania was and is 

characterized by an emphasis on providing the needed care at home and 

allowing (terminally) ill patients to die in dignity at home. Palliative care was 

formally and legally recognized as a necessary health care service in 2003. 

The second research question was: “What are the experiences and 

opinions concerning palliative care prevalent among general practitioners (GPs) 

in Romania?” 

A survey among GPs in five districts in Romania showed that most GPs 

have limited experience in dealing with palliative care and terminally ill 

patients. Also, most GPs recognize that their medical knowledge is insufficient 

for providing palliative care to these patients at home. 

Given their awareness of such “shortcomings”, it should not be 

surprising that most GPs were interested in the development of palliative care, 

agreed that they needed training in such care for terminally ill patients, and were 

willing to follow such training. Two thirds of GPs see a coordinating role for 

themselves in the delivery of palliative care at home. 
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The third research question was: “Which patients enroll in the new 

palliative care program?” 

Between October 2002 and September 2004, five multidisciplinary 

teams delivered palliative care at home in two districts in Romania and 

Bucharest. These teams were trained to deliver such care at home, which was a 

rather new phenomenon in Romania. A registration form was developed to 

assess the health status and the need for service of patients who were referred to 

this new service. Patients were eligible for the service if they had a disease 

(usually cancer) in an advanced stage, their prognosis for life was less than nine 

months, and they lived in the area served by the teams and agreed to receive the 

service via informed consent. A total of 129 patients enrolled in the palliative 

care service at home during the research period. 

Since such service was new, little information was available about the 

characteristics of these patients. Mostly, elderly patients enrolled in the new 

service, the average age being 66.7 years. Most patients lived with others, and 

most received informal help. About one in ten patients did not receive any help. 

Most patients were (very) poor. 

Three quarters of the patients were restricted in most of their activities, 

and many needed permanent care. All patients except ten were diagnosed with 

cancer. Co-morbidity was frequently reported (91%), and metastases were 

found in over two thirds of the patients. 

Patients reported many symptoms; the average number of symptoms 

was 13.4 per patient. Pain was the most frequent symptom, and about one third 

reported a high intensity of pain. Over half of the patients reported 

psychological problems. 

An analysis was carried out as to which social and medical 

characteristics were related to functional status, showing that living in urban 

areas and many symptoms were strongly related to a very dependent functional 

status. 
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It was concluded that the patients who enrolled in this new service had a 

high need for care, especially patients living in rural areas. 

The fourth research question dealt with the effectiveness of the new at-

home palliative care service and was formulated as: “Is the delivery of palliative 

care at home effective from the perspective of the professionals and family 

members involved and in relation to the services offered by the teams?” This 

question was tackled in various ways. 

The effectiveness of the service provided was analyzed by considering 

the activities and interventions taken by the (members of the) five at-home 

palliative care teams and analyzing the relationship between these activities and 

interventions and outcome measures. We used reduction of symptoms and 

decrease of intensity of pain during the palliative care process as outcome 

measures. Number of symptoms and intensity of pain were measured at 

enrolment in the palliative care service and at last consultation. For reasons of 

homogeneity this analysis focused on cancer patients who had died during the 

study period. A total of 102 patients were included in this part of the study. 

During the at-home palliative care delivery period, the number of 

symptoms as well as the intensity of pain and other symptoms decreased 

considerably. The number of interventions by team members, in particular the 

team doctor, showed a statistically significant relationship with reduction of 

intensity of pain and an almost significant relationship with a reduction of the 

number of symptoms. Living in an urban area and being poor were related to a 

(greater) decrease in the number of symptoms, while strong social support was 

associated with a (greater) reduction in intensity of pain. Except for the number 

of symptoms and the intensity of pain at enrolment in the palliative care service, 

medical, functional and psychological characteristics were not related to the 

outcome variables, but as previously stated social factors were. 

In conclusion, the at-home palliative care service delivered proved to be 

effective. 
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The professionals involved in the palliative care process evaluated this 

process. We focused the evaluation on the care process for patients who had 

recently died. The survey included 80 deceased patients, covering the period of 

October 2002 - May 2004. The professionals involved were asked to fill out an 

evaluation form on the care for a specific patient. A total of 96 forms were 

received from nurses, 61 from general practitioners and 24 from oncologists. 

About one third of the professionals reported an emotional burden in 

delivering the palliative service to the patient. GPs and nurses experienced such 

a burden more frequently. This was especially true when a case was felt to be 

different from other cases, which often happened when (unexpected) 

complications occurred. In such cases, GPs often felt they lacked adequate 

knowledge to care for the patient involved. Overall communication was judged 

positively as was the care delivered. In conclusion, the professionals involved 

judged the treatment provided as being effective. In cases which posed an 

emotional burden, discussing the case with team members proved an effective 

way of dealing with the burden. 

Family members of deceased patients were interviewed to evaluate the 

care process. This was done with family members of patients treated by four of 

the five teams, since in one team the interviews could not be planned in time. 

During the research period October 2002 – September 2004, a total of 89 

patients died, and 74 families participated in the interviews. The expectations of 

most families (80%) were fulfilled, and two thirds of the families thought they 

were well informed about palliative care. Half of the families reported that 

family conflicts were prevented through the care provided by the palliative care 

team. A total of 11 family members reported that they were not satisfied. The 

main reasons for dissatisfaction were disappointment in expectations and 

difficulties in obtaining medication. When close family members were involved 

in the care process, satisfaction with the service was higher. 
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In conclusion, most family members were (very) satisfied with the at-

home palliative care service in all of its aspects. 

 

8.3 New findings 

 

This is the first time that palliative care at home was developed 

systematically in Romania by training specific teams. Prior experience with 

palliative care was mainly limited to institutions. Delivering palliative care at 

home not only proved to be feasible in Romania, it also proved to be effective 

and satisfactory according to the professionals and family members involved in 

the process. This type of data was not previously available in Romania. It is also 

the first time that this type of new service was systematically evaluated. 

The training process was evaluated by the participants (details of which 

are not reported here) and judged very positively. The systematic evaluation of 

such courses is also new for Romania. 

Survey-based assessment research is not yet common in Romania, and 

people may be suspicious of the results obtained in this matter 1. This study 

shows that such research is “feasible”, also among “lay people”. Asking the 

opinion of patients, families or the public is – still all too often in policy 

processes – considered “not done”. After all, “the doctor knows best”. 

We demonstrated that palliative care at home is related to better 

outcomes for patients regarding reduction in intensity of pain and number of 

symptoms. These are new data for Romania. 

Patients living in urban areas seemed to profit more from palliative care 

at home than those living in rural areas. The same was found to be true for poor 

patients as compared to “rich ones”. These findings may be due to the 

disadvantaged position patients in rural area still find themselves in. 

In this project instruments were developed and used, which are new and 

may be useful for future evaluation of health care services. 
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8.4 Discussion Content of care 

 

In primary health care, the need for training in palliative care is widely 

recognized, but a great deal also depends upon the attitudes and perceptions of 

general practitioners.2 This study reports on the experiences and opinions 

regarding palliative care of general practitioners in Romania. Other studies 

revealed the same need and the wish to be informed regarding the latest 

techniques and developments in palliative care.3,4,5 A similar survey was carried 

out among 333 nurses working in primary health care (results not published). 

This group of nurses reported a similar need for training as well as an interest in 

providing palliative care in primary health care setting. GPs and nurses reported 

limited experience with palliative care and a need for more expertise. The 

willingness of Romanian primary health care workers to be trained in palliative 

care issues is promising for the development of palliative care at home and may 

provide an opportunity for improving the quality of such care. It is indeed 

important for workers in primary health care, who are involved in palliative 

care, to be informed regularly about new developments in palliative care and to 

cooperate with experts in palliative care. This applies not only to primary health 

care workers but also oncologists.6 

The profile of patients enrolled in the at-home palliative care service 

indicates a high need for palliative care among these (cancer) patients in 

Romania. Terminally ill patients are discharged from hospitals due to lack of 

personnel and medicines. Also, most patients prefer to die at home, although 

conditions there are not good either. Patients in rural areas in particular suffer 

from a lack of facilities. Specialist care is far away, infrastructure is poor (bad 

roads, few telephones, no public transportation) and the number of primary 

health care workers is very limited. We had expected patients from rural areas 

to benefit more from the new at-home palliative care service. They did in fact 

benefit but not as much as patients from urban areas. Several factors contribute 
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to this difference. Health care facilities, including primary health care, are less 

accessible and personnel are scarce in rural areas. In actual fact, the members of 

the palliative care teams in rural areas paid fewer visits to the patients and had 

more problems in prescribing the necessary medicines. Also, patients in the 

rural area were often less informed about their (terminal) disease. Patients were 

not aware of or denied having the disease, while family members, if they knew 

of the disease, preferred not to communicate with the patient about the disease 

and asked health care professionals to do the same. This context made it 

difficult for professional caregivers in rural areas to provide the care patients 

needed. Family members could oppose the recommendation of the professional, 

and sometimes did so, leading to disruption of the care process.7 

The evaluation by family members of patients of the palliative care 

delivered by the trained teams at home showed that such services were highly 

appreciated. Evaluation by the professionals involved showed that overall the 

palliative care at home was delivered effectively in their opinion. Both 

evaluations were made after the patient passed away to avoid “co-incidence” 

with the actual care process. Based on the method used for these evaluations 

and given the regular discussions we have had with the teams involved, we 

believe these findings reflect the quality of the palliative care delivered. 

Nevertheless, there is also recognition that improvement in the content of care is 

possible, especially when unexpected events occur during the palliative care 

process, such as complications. 

Good symptom control, starting with an assessment of the current 

symptoms as done in this study, was found to be essential. However, it was not 

always easy to know what to monitor, especially not for family members.8 

Teams reported that communication with the patient and family members was 

essential in such cases, a finding that is also reported in other studies.2, 5, 7, 9,10 

The need for good communication is also underlined by the finding that 

some families had specific (differing) expectations from the palliative care 



Conclusions, discussion and recomendations 
 
 

 131 

service. Some expected financial assistance and more material help. As 

mentioned earlier, most patients were (very) poor, and for some families (and 

patients) the suffering inflicted by the disease was less important than the 

financial conditions they had to live in. In this context, it is important to note 

that without additional financial help, a considerable number of families could 

not afford the medicines the patient needed. 

The findings of this study show that palliative care at home reduced the 

number of symptoms, which was extremely high compared to several 

international studies.11,12 The assumption was that reduction in symptoms and 

intensity of pain would improve the quality of life of the patients concerned. We 

did not measure quality of life of patients directly. Other studies have reported 

on the relationship between reduction of symptoms and improvement in quality 

of life.13,14,15 The fact that we did not interview the patient does not imply that 

the patient’s point of view regarding health care and health is not important.16 

On the contrary, it is part of the “new subjective medicine”.17 We did not 

interview the patients for several reasons. The service provided was very new, 

and team members as well as patients had little or no experience in that regard. 

Accordingly, we did not wish to put an extra burden on the project by 

interviewing the patients. In addition, interviewing patients for their opinions 

and experiences is not very common in Romania.1 We thought patients would 

become more confused if we did interview them. Also, we judged that family 

members would not to be pleased by such interviews during the care process, 

especially since not all patients were completely informed about the nature of 

the disease and care by their family members. 

But although we do not have data directly from the patients, we believe 

this study has provided various indications that the service delivered contributed 

to the quality of life of most patients. 
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8.5 Discussion Organization of palliative care 

 
This study of the development of palliative care in Romania concludes 

that delivery of such services at home is characteristic of Romania and that 

palliative care was formally recognized as part of the health service system in 

Romania in 2003. The study also presents an overview of palliative care 

facilities in 2002. A recent update does show an increase in palliative care 

facilities, especially in at-home and day-care facilities (see Table 1). 

 
Table 1. Palliative care facilities in Romania in 2002 and 2006 

 2002 2006 
Hospice (free standing) 1 5 
Hospital ward/hospice 7 14 
Mobile teams in hospitals 0 1 
Nursing home 0 0 
Palliative care at home  10 24 
Day care 11 23 
Total 29 67 

 

Other studies on palliative care services in the western world indicate a 

tendency to de-institutionalize palliative care and expect a further increase in 

palliative care services.18,19 Apparently, developments in Romania are in line 

with international trends. 

 

The Health Insurance House Act mentions palliative care only as part of 

hospital services. During the last three years, organizations that offered home 

care services in general could also enter into a contract with the Health 

Insurance House for home care services, including palliative care. The law now 

permits paying some specific services related to palliative care, such as 

counseling, punctions and perfusions. These specific services can be delivered 

under the supervision of doctors with competences in palliative care. No 

competence in palliative care for nurses is yet required, nor is it formally 

recognized. In practice, some nurses are specialized in palliative care. 



Conclusions, discussion and recomendations 
 
 

 133 

Despite the increase in palliative care facilities, it should be noted that 

developments in health-related policy and health insurance have stagnated. A 

special committee on palliative care, established in 2003 by the Ministry of 

Health, was disbanded in 2005. Financial resources and reimbursement policies 

for palliative care did not increase, and regulations governing the development 

of new palliative care services were not really facilitating new initiatives. There 

were and still are several barriers to the further development of palliative care in 

Romania. These barriers are not in the legislation and regulations themselves 

but in the implementation. As in other places and other sectors in society 

resistance to change exists often based on vested interests. 

There is a certain amount of resistance present among clinical 

specialists and hospitals naturally wish to retain as many beds as possible. A 

decade ago, Romania started on the development of primary health care by 

creating one association and training for GPs in accordance with European 

standards. The association of GPs supported the development of palliative care. 

In theory, palliative care could have spread through all regions of Romania via 

the GP network, including rural and remote areas within the primary care 

system. Although the right to terminal care and home care was formally 

established in 2003, relevant legislation is still incomplete and contradictory. 

The standard forms of the National House of Health Insurances cover the 

reimbursement of home care services given by medical nurses, but this does not 

include specific palliative services. At the same time, Ministry of Health 

legislative guidelines contain a list of palliative care services in primary health 

care that applies to both doctors and nurses. 

Another barrier is related to the medical specialists at the hospitals. On 

the one hand, oncologists and other specialists know little about palliative 

medicine (as is the case for general practitioners), and they do not recommend 

such services for incurable or terminal patients. On the other hand, oncologists 

were, till recently, the only ones permitted to directly describe opioid-related 
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medicines. General practitioners may also prescribe them but only after a great 

deal of paperwork. In addition, a large gap exists in Romania between 

secondary health care and primary health care. 

Communication is poor between medical specialists in the hospital and 

specialists in primary health care, and referral at home of the patients is often 

unnoticed to the GP. However, most patients are registered with a single general 

practitioner, as was legislated in 2000. 

The gap between clinical care and primary health care also impacts the 

prescription of analgesia.20 As mentioned above, primary health care workers 

find it difficult to prescribe proper drug treatment against pain, and it is 

expensive for patients to obtain such drugs. 

Although Romania has trained doctors and nurses in palliative care, the 

number involved is still small. Only two centers are recognized as training 

centers for palliative care, which implies a lack of postgraduate training in this 

field. Most importantly, the curricula for medical schools do not include formal 

training in palliative medicine. There are simply no professors in palliative 

medicine. 

Postgraduate education in Romania is a request from the College of 

Physician for each doctor, who must demonstrate every five years that he 

trained 200 hours, for accreditation. A form of continuous education could be 

the achievement of a competence on a specific field, for example in a palliative 

care. Especially GPs, oncologists and nurses expressed their interest in training 

in this field. 

Barriers to an effective organization of palliative care – especially in 

rural areas – also include poor health care infrastructure and a lack of 

information and expertise. Regional expertise teams for consultation, advice, 

information, training and discussion are needed to support professionals in 

primary health care who want to deliver palliative care at home. The poor 
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infrastructure might be compensated by such regional expert support teams, 

which could lead to improved quality in palliative care for the future. 

We have shown that primary health care professionals are interested in 

delivering palliative care services at home. However, policy makers have not 

yet leveraged this interest to establish a new service. On the contrary, after 

promising initiatives at the start of this century, the interest demonstrated in 

palliative care by policy makers and health insurance bodies has diminished. 

This may be due to various factors. Experts in palliative care have not been able 

to agree on how to develop such a service. The main discussion lines involve 

institutional (hospice versus hospital) and de-institutional (at-home) palliative 

care. The financing of palliative care (foreign foundations, prescription 

allowance) provides the background to this discussion. 

 

8.6 Discussion Methodological issues 

 

As mentioned earlier, health care evaluation studies are not common in 

Romania. Nevertheless, it was relatively easy to survey the opinions of the 

professionals involved in delivering the service. They were very motivated to 

participate in the new service and realized the importance of the evaluation. 

   For family members of patients, it was a different matter. Romanian 

citizens are not used to this type of research.1 For the sake of objectivity we 

decided that a skilled person, i.e. a social worker who was unknown to the 

families and not directly related to the care provided should execute the 

interview. The co-operation given by the families with regard to the interviews 

was surprisingly high. The reasons for not responding made it clear that 

dissatisfaction with the service was not a significant reason. In one rural team, 

family members could not be interviewed due to planning and travel scheduling 

problems. 
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An evaluative study in families after their beloved one passed away is 

not always easy. In Romania, the mourning period is rather structured. In the 

first weeks after the death of the patient it is not appropriate to interview family 

members. Therefore we choose to contact the family after one month. 

The opinions of the family were rather positive. It should be kept in 

mind that these data may picture a too positive view of the palliative care. 

Romanians will not easily criticize in public when asked by a stranger neither 

on such services (medical services, free services). Also many family members 

were also grateful for the services they have experienced and might have 

hesitated to be more critical. 

Of course we asked for written informed consent of all patients as is 

required by medical ethical committees in the Netherlands. Also the oncologists 

did so to exchange information and data. This study showed that patients and 

families accept such procedures. We did not investigate what the motives were 

of the patients to cooperate in this project neither or they understood the 

protocol completely. 

A registration form was developed for this study for monitoring 

developments in symptoms, medications etc. and for measuring the activities of 

the team members. The form was based on registration forms used abroad 5. 

However, team members discussed the first draft of the form and added 

elements which they considered relevant to the Romanian situation (for 

example: measurement of mental status and an extensive inventory of social 

support). The registration form was well received and usually filled in 

completely. 

The registration form was also intended to supply data for a case control 

study: from various hospital registrations, patients would be selected with the 

same diagnosis, stage of disease, gender and age. These patients were treated by 

hospital specialist and/or general practitioners and not by a palliative care team. 

The goal was to compare the course of the disease process, the number of 
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admissions to hospital, prescriptions, medical interventions etc. for the “care as 

usual” group and the new at-home palliative care group. After selection 

(matched control group) of the patients, the hospital medical records proved to 

be too incomplete to make a reliable comparison. 

We believe that the use of “special” registration forms in Romania is 

needed at the moment to acquire reliable data on the course of diseases and 

medical interventions. In general, most medical case studies in Romania are 

based on selecting patients from the same clinic 21, 22. There is no continuity in 

registration between the case files of the GP and hospital registration files. 

There is legislation requiring continuous communication between the two 

sectors by means of “medical letters”, but this communication does not take 

place in practice. The existence of separate registration systems in itself leads to 

misunderstandings, and the way data are collected has not changed for over 30 

years. 

Another methodological challenge was the analysis of the various 

opinions of the professionals, who were asked to evaluate the case after the 

patient, died. We decided to use the number of professionals involved e.g. the 

number of received questionnaires as basis for the analysis and not the number 

of patients (80 patients). Nineteen professionals sent in 181 evaluation forms. 

But not for all 80 deceased patients we received evaluations forms; the 

evaluations are directed at 62 patients. Some forms were not sent in since 

patients had died to long ago. 

As we mentioned professionals differed in their evaluation. Since we 

concentrated on the received questionnaires, we did not report about 

incongruence per patient neither about the number of questionnaires or 

professionals per patient. No agreement between the professionals’ opinion was 

found in 11 cases (18%). Partly agreement was the most common (47%). The 

reasons for these differences deserve further study. Of the 62 patients who were 

“evaluated” by the involved professionals 24 were evaluated by all 
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professionals. Oncologists did not often send back the evaluation form. This 

may indicate oncologists experience a larger distance to the patient in the 

palliative care process. 

 

8.7 Recommendations 

 

Practice 

 

Evaluation of the care delivered by the professionals involved, based on 

surveys taken after the patient was deceased, shows that unexpected events are 

not easy to cope with. For such cases in particular, a regional expert team may 

be able to provide useful advice and consultation services for the at-home 

palliative care team. We recommend establishing such regional expert teams in 

Romania, similar to those used in other countries.23, 24 

This study shows that discussion with other team members about the 

emotional burden experienced can be helpful in dealing with such burdens, 

which may be seen as quite normal. We recommend that “difficult cases” be 

discussed with team members and/or other experts in palliative care. Here too 

the regional expert team could play a useful role. 

More postgraduate training facilities for palliative care should be 

created in Romania. We recommend linking such training centers to medical 

faculties. The appointment of professors in palliative care could be useful for 

realizing such training centers and would enable undergraduate training in 

palliative care in medical (and nursing) schools. 

The medical service available to people living in rural areas is 

insufficient in Romania, including care for incurable and/or terminally ill 

patients. To improve this situation, we again recommend the establishment of 

regional expert teams to support palliative care at home in rural areas as well. 
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Palliative care is a relatively new service in Romania. Citizens are not 

familiar with the service or its contents. They are also not familiar with their 

rights or aware of the options available. It is therefore important to inform the 

public about the service as well as its content. Information material should be 

made available to laypersons. 

 

Research 

 

This study is the first research project in Romania in which a health care 

service has been investigated from various perspectives. This type of study is 

very much needed in Romania. Such research should be embedded in a program 

for evaluation research of (innovative) health care services. 

This study in palliative care is still incomplete. Patients’ opinions and 

cost-effectiveness are examples of topics which should be investigated. We 

reported about the differences in the evaluation of specific cases among 

professionals. It is recommended to investigate what reasons professionals had 

to differ and how this might be related with professional knowledge and 

involvement and with characteristics of the disease and care process. 

Generally, more research is needed to compare various palliative care 

service options with each other with respect to quality, effectiveness and 

efficiency. 

Various new initiatives are under development in the field of palliative 

care in Romania.25,26,27 Evaluation of these initiatives is strongly recommended. 

Instruments used in this study might be used for this purpose and would enable 

comparison of the outcomes of the several initiatives. 

The registration of care processes is fragmented in Romania. We 

recommend the development of various specific registration forms, including 

forms for home care, palliative care and primary health care. Such registration 

forms would be helpful in collecting reliable information about patient 
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characteristics and care processes. Such information could be helpful for 

monitoring quality of care. The registration forms developed should be tested 

further for completeness and reliability. 

More research is needed into the role, significance and influence of 

social support in palliative care 28, 29. Family-based support is common and very 

important in Romania. Knowledge of what it does and how it works could be 

useful for other European countries. 

 

Policy 

 

We recommend that the WHO guidelines for prescription patterns and 

prescription of opioids be implemented in Romania.20,30 The relevant documents 

and guidelines are available. A task force of the Ministry of Health and the 

College of Physicians should be established to implement the guidelines. 

Palliative care at home should be part of the reimbursement package of 

the Health Insurance House. We recommend that a special committee be formed 

to work out the details of such a reimbursement. General practitioners, district 

nurses and home care organizations should provide the majority of members for 

such a committee. Multidisciplinary teams are a prerequisite for palliative care 

in Romania, as in other countrie.3,4,31,32,33 The above committee should be able 

to give a binding advice to the government and the Health Insurance House. The 

question is not whether but how the reimbursement process can be optimized to 

support multidisciplinary palliative care. 

We recommend that the Ministry of Health start an experiment with 

regional expert teams to support palliative care in various districts. Such an 

experiment is needed to determine the exact functions, costs and fields of 

expertise within the regional teams, to realize a package of instruments 

(information packages, training modules, quality assurance), and to analyze the 

number of regional expertise centers needed. 
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We also recommend the development of quality assurance indicators for 

palliative care by organizations and professionals involved in palliative care and 

by the College of Physicians together with the Ministry of Health. 

All the above activities should be coordinated and stimulated by one 

influential and powerful project organization within the Ministry of Health, 

possibly within the framework of a national program. 
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SUMMARY 

 

 

This thesis describes the development of palliative care in Romania and 

evaluates a new service, i.e. palliative home care by multidisciplinary teams. 

This study is based on the results of the Romanian-Dutch Matra program, called 

PACARO (PAlliative CAre for ROmania), which was supported by the Dutch 

Ministry of Foreign Affairs. Five multidisciplinary teams were trained in the 

palliative field and these teams provided palliative care at home to 129 patients 

suffering from incurable diseases in different terminal stages, both in urban and 

rural areas. 

Chapter 1 gives a short description of the health care system and health 

care facilities in Romania. Before the 1989 revolution, the Romanian health 

system was characterized by hospital-oriented medical services. The 

modernization of the health system mainly started with the reform of primary 

health care and the introduction of social health insurances in 1999. The number 

of hospital beds has decreased during the last decade, but the mortality rate is 

increasing. The incidence of cancer is high, and it is one of the main causes of 

death. Large differences exist in availability and accessibility of medical 

services between urban and rural areas. 

There is a great need for palliative care, but this service is still scarce. 

The development of palliative care during the last decade followed the 

recommendations of the World Health Organization. Palliative care aims to 

improve the quality of a patient's life through specialized medical services. The 

following research questions are also presented in Chapter 1: 

1. How did palliative care in Romania develop over time? 

2. What are the experiences and opinions concerning palliative care 

among general practitioners (GPs) in Romania? 

3. Which patients enroll in the new palliative care program? 
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4. Is the delivery of palliative care at home effective from the perspective 

of the professionals involved and the family members as well as in 

relation to the services offered by the teams? 

 

During the research period of 24 months 129 patients enrolled in the 

new palliative care program. The effectiveness of the service was analyzed for 

deceased patient with cancer during the 24 months (n=102). 

The evaluation from the perspective of the professionals involved was 

executed after 18 months and included 80 deceased patients. The perspective of 

the family members was investigated after 24 months in four teams, including 

89 deceased patients. 

Chapter 2 describes the development of palliative care in Romania. 

First, a historical overview is given with special attention to international 

developments during the last thirty years. In Romania, palliative medicine was 

recognized as a “special competence” by the Ministry of Health in 1999, and in 

2003. In 2003, the Patients’ Rights Act granted the right to care to terminal 

patients and the Hospitals Act introduced this service among other hospital 

services. However, palliative care has developed mainly within non-

governmental organizations founded and financed by foreign organizations. 

One of the consequences is that today only a small part of the population 

benefits from this type of service. 

Specific professional organizations in the field of palliative care have 

appeared as well as various facilities such as hospices, hospital departments, 

day centers, multidisciplinary mobile teams etc. Increasingly, professionals 

have shown interest in palliative care methods, and in order to support them, 

two training centers were founded in Bucharest and Brasov. 

The chapter concludes that palliative care is still in development in 

Romania, that the need for palliative care is high, and that palliative care at 

home is the preferred option. 
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The experience and opinions of the Romanian GPs regarding palliative 

care are presented in Chapter 3. It analyzes the answers of 914 GPs who were 

asked about their experience and knowledge in the palliative care field, about 

the possibilities for delivering palliative care in Romania, and about the need for 

and methods of organizing such services. 

Although over 98% of the GPs had provided services to incurable or 

terminal patients, the majority stated they had limited experience and 

knowledge regarding palliative care. Experience and knowledge were positively 

associated with age, gender and urban/rural environment they worked in. Older 

persons, males and doctors working in rural areas reported greater experience 

and knowledge. It is believed that GPs do not have any alternative in rural 

areas; they simply have to deliver such care. 

Most GPs believed that the development of at-home palliative care 

services was necessary, in view of the Romanian tradition of dying at home 

instead of in an institution. Most of them saw the GP as coordinator of the 

palliative care team. They expressed the wish to be trained in palliative care 

aspects, such as pain treatment, communication, special techniques, etc. 

Chapter 4 deals with the characteristics of the patients enrolled in the 

new at-home palliative service developed by PACARO. A total of 129 patients 

were included in the new service: 119 cancer patients and 10 patients with other 

diagnoses like dementia or HIV. 

The socio-demographic data, functional status, psychological state, and 

medical data obtained after the first examination as well as further progression, 

and interventions by members of the palliative care team were recorded on a 

standard registration form, which was filled in by the team coordinator and the 

nurse. 

As compared to studies abroad, the patients enrolled in this new service 

showed a very high number of symptoms: on average 12.8 symptoms per 

patient, with a sizable difference between the urban and rural areas (average of 
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14.3 symptoms per patient in urban areas compared to 10.4 in rural ones). A 

similar pattern was found for the number of metastases in urban and rural areas. 

This difference might be explained by the rural patients’ low accessibility to 

specialized medical services and a resulting lack of information/knowledge 

about the disease, which could lead to some metastases not being diagnosed as 

such and a lack of treatment options. 

Pain was the most frequently reported symptom and was reported by 

90% of the patients. This differs from data in Western Europe. In part, this 

difference might be related to the use of opioids, which is problematic in 

Romania because of old legislation and some problems in providing treatment 

according to the WHO analgesia diagram. 

More than half of the patients indicated psychological problems. Here 

too a sizable difference existed between patients in urban and rural areas (71% 

in urban areas and 25% in rural ones). This finding might be explained by the 

great trust in family support mechanisms and related strong support for patients 

in rural areas and/or by lack of knowledge about diagnosis and prognosis in 

such areas. 

To evaluate the effects of the interventions by the palliative care team, 

the number of symptoms and the intensity of pain were used as dependent 

variables. In Chapter 5, the changes in symptoms, intensity of pain and other 

medical data – including nausea, fatigue, loss of appetite and psychological 

characteristics – as well as the interventions by the palliative care team are 

described. For the sake of homogeneity, the analysis deals with the cancer 

patients enrolled in palliative care. The changes in symptoms for 102 patients, 

based on the first consultation (enrollment) and the last consultation before 

death, are analyzed and related to the type and number of interventions. 

After enrollment in palliative care, patients showed a strong reduction 

in number of symptoms and intensity of pain. The average number of symptoms 

decreased by 8 (from 13.4 to 5.4 per patient). High intensity of pain was 
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reported by 42 patients at enrollment and by 7 patients at the last consultation 

before death. Fatigue, loss of appetite and nausea also declined significantly 

between the first and last consultation. 

Interventions by the members of the palliative care team were numerous 

and varied. Medication was changed for three quarters of the patients. 

Consultation was the intervention most frequently mentioned, followed by 

interventions directed at relief. Doctors’ interventions included small surgery 

interventions, perfusions and venous punctures. Nurses’ interventions included 

oral medication, artificial alimentation, injections and functional exercises. 

Most patients (90%) received five interventions or more. 

Over half of the patients stated that the teams’ interventions provided 

good results for all their problems, and one third stated that the number and/or 

intensity of the problems were reduced. 

Interventions by team members actually showed a borderline effect with 

regard to the reduction of all symptoms and a significant effect on reduction of 

intensity of pain. In the latter, interventions for relief were the most effective. 

Reduction of symptoms was stronger for patients in urban areas compared to 

those in rural ones and also stronger for poor patients compared to more affluent 

ones. These findings might be explained by the poor infrastructure and scarcity 

of medical personnel in rural areas and by the high need poor patient 

experienced (lack of alternatives and less family support). Reduction of 

intensity of pain was also related to social support, i.e. those patients who 

experienced strong social support showed a higher reduction in pain intensity. 

The delivery of palliative care might put a burden on the professionals 

involved. In Chapter 6, the views of the professionals involved are analyzed 

after the death of the patient. During the first 18 months, 103 patients with 

cancer received palliative care. In that period, 80 patients died. In the second 

month after death, each member of the palliative care team involved received a 

questionnaire with questions about: satisfaction and problems with the role as 
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team member, emotional burden and coping, necessary knowledge, activities of 

the team, communication with the patient and his/her family and within the 

team, and a general evaluation of the care provided in this specific case. The 

answers were recorded and related to background characteristics of the care 

process and the professionals such as: duration of care, reported complications, 

the team and the discipline of the team member, e.g. GP, oncologist, medical 

nurse. This is the first study of this kind ever carried out in Romania, and 

generally speaking, the specialized literature does not abound in this type of 

evaluation. 

The majority of team members gave a positive evaluation of their 

activities within the team, the services provided to the patient, and their 

knowledge of palliative medicine. The GPs and the nurses were more modest 

about their knowledge and admitted they had to improve their knowledge, 

especially in the case of complications. Relatively more problems were reported 

for patients living in rural areas due to poor infrastructure, limited availability of 

medical services and difficulties in communication. 

Almost one quarter of respondents reported for communication 

problems with the patient, which was explained by the unwillingness of family 

members to inform the patient about diagnosis and/or prognosis. This made 

communication for team members more difficult. Communication with family 

members and communication within the team were given a positive evaluation; 

this was disturbed only in those cases where the patient did not know his/her 

diagnosis. 

Over one third of the professionals reported an emotional burden and 

discomfort caused by the patients’ suffering, but most did not consider this an 

unreasonable burden. GPs and nurses reported an emotional burden more 

frequently as compared to oncologists. 

Generally, only a few team members (GPs) stated that they would 

behave differently if confronted with the same case again, adopting a different 
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approach to both communication and treatment. GPs most frequently mentioned 

(38%) that they had experienced a lack of knowledge, followed by nurses (29%) 

and oncologists (14%). This was mostly related to cases with unexpected 

development and complications. 

The quality of palliative services provided to the patients can also be 

measured by asking the family members involved about their satisfaction and 

opinion regarding the service. The results of such an analysis are reported in 

Chapter 7, based on data of family members of patients treated by four teams. 

For organizational reasons the data of the fifth team could not be collected. 

Family members of the deceased patients (involving 89 patients treated 

by four teams) were asked to allow a visit by a social worker for an interview 

and to fill out a short questionnaire. Most of these family members were 

approached six weeks after the patient’s death. Seventy four family members 

agreed to take part in this study. 

The questionnaire involved issues like communication, the patient’s and 

the family’s expectations about the care provided, accessibility to services, 

possible conflicts, and overall satisfaction. When necessary, the family 

members could expand on their answers. 

Family members expressed satisfaction with the care provided to the 

patient. This was especially true for family members who played a role as 

central caregivers. The information received was qualified as (very) good by 

most family members and the communication with the team members was 

judged as good. 

  The care provided did not generate family conflicts or conflicts with 

team members. On the contrary, family members reported that such care 

reduced the risk of family conflicts. 

The accessibility to the team members was seen as important and 

evaluated positively. All teams were judged as very accessible regardless of the 

differences in infrastructure between the regions. 
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Generally, the family’s expectations were fulfilled, but there were cases 

where the family had higher expectations from the team. This occurred when 

family members asked for help in obtaining the drugs needed. As mentioned 

previously, drugs are still difficult to obtain in Romania because of prescription 

procedures (for opioids) or for financial reasons (too expensive). 

Altogether, 84% of the patients’ families receiving at-home palliative 

care services were satisfied or very satisfied with the services received. Overall 

satisfaction was related to communication, information given by the team 

members, family members’ expectations and the absence of conflicts. 

Most of the families would recommend this type of service to other 

terminal patients or to their families. 

The last chapter, Chapter 8, presents an overview of the answers to the 

research questions, discusses the outcomes, and makes recommendations for 

practice, research and policy. This study answered some very important 

questions about the feasibility and effectiveness of palliative care at home. The 

answers are considered important for the future evolution of palliative care as 

well. The study also provides information about the need for palliative care and 

evaluates this new service from various perspectives. Such an approach is new 

for Romania. Data dealing with a systematic evaluation of the quality of such 

services have until now been non-existent in Romania. 

The development of palliative care has started recently in Romania and 

strongly supported by foreigh expertise and grants. The need of palliative care is 

clearly recognised by Romanian GPs. They showed limited experience in this 

field and needed more kenowledge and skills. 

Patients, enrolling in the new palliative care at home, presented many 

symptoms. Their needs were high. The evaluation has demonstrated positive 

effects of palliative care on patients’ quality of life, has shown (high) 

satisfaction among family members involved, and has shown that the 
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professionals involved were able to deal with the new service effectively. It has 

also demonstrated the great need for this type of service, especially in 

disadvantaged areas. 

  The issues discussed include: the need for additional services and for 

adapting regulations; methodological problems obstructing such studies in 

Romania, including a lack of registration data and lack of experience with 

evaluative research among citizens and policy makers; whether carrying out this 

type of evaluative research among this type of vulnerable population (patients 

and family members) puts restrictions on methodology and perhaps the 

reliability of the findings. 

In the last chapter also the development of more training centers for 

palliative care as well as regional expertise (consulting) centers are discussed 

and recommended. 

It is clear that the Ministry of Health needs to become directly involved 

in organizing this type of service, whereby the professionals involved could be 

compensated via the health insurance system. This might provide all terminal 

patients with access to specialized services, which could improve their quality 

of life and alleviate their suffering. 

The further development of palliative care in Romania is a necessity 

from both the patient’s and the health professional’s point of view. Success will 

depend on cooperative efforts by the Ministry of Health and non-governmental 

organizations acquainted with this field. It will also require a significant 

material, legislative and human investment. 
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SAMENVATTING 

 

Deze thesis beschrijft de ontwikkeling van palliatieve zorg in Roemenië 

en evalueert een nieuwe dienstverlening, i.c. palliatieve zorg thuis door een 

multidisciplinair team. Deze studie is gebaseerd op de resultaten van een 

Roemeens Nederlands Matra programma, PACARO (PAlliative Care for 

ROmania) genaamd, dat gesubsidieerd werd door het Nederlandse Ministerie 

van Buitenlandse Zaken. Vijf multidisciplinaire teams werden getraind in 

palliatieve zorg en deze teams leverden in 24 maanden palliatieve zorg thuis aan 

129 patiënten, die aan ongeneeslijke ziekten in verschillende terminale stadia 

leden, in stedelijke en landelijke gebieden. 

Hoofdstuk 1 geeft een korte beschrijving van het gezondheidzorg 

systeem en van gezondheidszorgfaciliteiten in Roemenië. Voor de revolutie van 

1989 werd het Roemeense gezondheidssysteem gekenmerkt door ziekenhuis 

gebaseerde medische dienstverlening. De modernisering van het systeem startte 

voornamelijk met de hervorming van de eerste lijnsgezondheidszorg en de 

introductie van een sociale gezondheidsverzekering in 1999. Gedurende het 

laatste decennium is het aantal ziekenhuisbedden afgenomen, maar de 

mortaliteit neemt toe. De incidentie van kanker is hoog en het is een van de 

belangrijkste doodsoorzaken. Grote verschillen bestaan er tussen stad en 

platteland in de beschikbaarheid en toegankelijkheid van medische diensten. 

Er is een grote behoefte aan palliatieve zorg en deze dienstverlening is 

nog altijd relatief zeldzaam. De ontwikkeling van de palliatieve zorg in het 

laatste decennium volgde de aanbevelingen van de 

Wereldgezondheidsorganisatie. Palliatieve zorg beoogt de kwaliteit van leven 

van de patiënt te verbeteren door gespecialiseerde medische diensten. De 

volgende onderzoeksvragen worden gepresenteerd in hoofdstuk 1: 

1. Hoe heeft de palliatieve zorg in Roemenië zich ontwikkeld over de tijd? 
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2. Wat zijn de ervaringen en meningen van huisartsen betreffende 

palliatieve zorg in Roemenië? 

3. Welke patiënten stromen in het nieuwe palliatieve zorg programma in? 

4. Is de palliatieve zorg thuis effectief zowel vanuit het perspectief van de 

betrokken professionele zorgverleners en de betrokken familieleden als 

vanuit de diensten, die de teams hebben aangeboden? 

  De vraag over de instroom van de patiënten betreft alle 129 patiënten, 

die in 24 maanden instroomden. De effectiviteit van de diensten van de 

palliatieve zorg teams is na 24 maanden geanalyseerd op de tot dan toe 

overleden patiënten met kanker (n=102). 

Het onderzoek naar de effectiviteit vanuit het perspectief van de 

betrokken zorgverleners is uitgevoerd na 18 maanden en richt zich op de tot dan 

toe 80 overleden patiënten. Het perspectief van de betrokken familieleden is na 

24 maanden onderzocht voor vier van de vijf teams en richt zich op de tot dan 

toe 89 overleden patiënten. 

Hoofdstuk 2 beschrijft de ontwikkeling van palliatieve zorg in 

Roemenië. Eerst wordt een historisch overzicht gegeven met speciale aandacht 

voor internationale ontwikkelingen gedurende de laatste dertig jaar. In 

Roemenië werd palliatieve zorg/geneeskunde in 1999 en in 2003 door met 

Ministerie van Volksgezondheid erkend als een ‘speciale competentie’. In 2003 

honoreerde de Wet Patiëntenrechten het recht op zorg voor terminale patiënten 

en de Wet Ziekenhuizen introduceerde die dienstverlening als onderdeel van 

andere ziekenhuisdiensten. Palliatieve zorg echter heeft zich hoofdzakelijk 

ontwikkeld binnen niet overheidsdiensten en werd opgericht en gefinancierd 

door buitenlandse organisaties. Een van de gevolgen is, dat vandaag de dag 

slechts een klein deel van de bevolking profiteert van dit type dienstverlening. 

Specifieke professionele organisaties op het terrein van palliatieve zorg 

zijn verschenen evenals diverse faciliteiten zoals hospices, afdelingen in 

ziekenhuizen, dagcentra, multidisciplinaire mobiele teams etc. Hulpverleners 
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hebben in toenemende mate belangstelling getoond voor palliatieve zorg 

methoden en om deze belangstelling te ondersteunen zijn twee trainingscentra 

in Brasov en Boekarest opgericht. 

Het hoofdstuk concludeert, dat palliatieve zorg nog in ontwikkeling is 

in Roemenië, dat de behoefte aan palliatieve zorg hoog is en dat palliatieve zorg 

thuis de voorkeur verdient. 

De ervaringen en meningen van Roemeense huisartsen aangaande 

palliatieve zorg worden gepresenteerd in hoofdstuk 3. In het hoofdstuk worden 

de antwoorden van 914 huisartsen geanalyseerd, die naar hun ervaring en kennis 

op het terrein van palliatieve zorg, naar de mogelijkheden om palliatieve zorg te 

geven in Roemenië en naar de behoefte en methoden om deze zorg te 

organiseren werden gevraagd. 

Hoewel meer dan 98% van de huisartsen zorg aan ongeneeslijke of 

terminale patiënten had gegeven, stelde de meerderheid, dat zij beperkte 

ervaring en kennis hadden aangaande palliatieve zorg. Ervaring en kennis 

hingen positief samen met leeftijd, geslacht en werkzaam zijn in een 

landelijke/stedelijke omgeving. Oudere personen, mannen en dokters, die in 

plattelandsgebieden werkten, rapporteerden meer ervaring en kennis. 

Verondersteld wordt, dat huisartsen die op het platteland werken geen 

alternatieve zorgmogelijkheden hebben en deze zorg zelf moeten leveren. 

De meeste huisartsen menen, dat de ontwikkeling van palliatieve 

zorgverlening thuis noodzakelijk was gezien de traditie in Roemenië om thuis te 

sterven en niet in een instelling. De meesten van hen zagen de huisarts als 

coördinator van het palliatieve zorg team. Zij gaven aan training in palliatieve 

zorgonderwerpen zoals pijnbehandeling, communicatie, speciale technieken e.d. 

wenselijk te vinden. 

Hoofdstuk 4 behandelt de kenmerken van de patiënten, die in de nieuwe 

palliatieve dienstverlening thuis, die door PACARO is ontwikkeld, werden 

opgenomen. In totaal zijn 129 patiënten in het nieuwe programma ingestroomd: 
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119 kankerpatiënten en 10 patiënten met andere aandoeningen zoals dementie 

of HIV. 

De sociaaldemografische gegevens, de functionele status, de 

psychologische toestand en de medische gegevens, verkregen tijdens het eerste 

onderzoek, het verdere beloop ervan en de interventies door de leden van het 

palliatieve zorg team werden vastgelegd op een standaard registratie formulier, 

dat werd ingevuld door de teamcoördinator en de verpleegkundige. 

Vergeleken met buitenlandse studies hadden de patiënten, die in deze 

nieuwe palliatieve zorg dienstverlening instroomden, een groot aantal 

symptomen: gemiddeld 12,8 symptomen per patiënt. Er was een significant 

verschil tussen stedelijke en plattelandsgebieden: gemiddeld 14,3 symptomen 

per patiënt in stedelijke gebieden vergeleken met gemiddeld 10,4 symptomen 

op het platteland. Eenzelfde patroon werd voor het aantal metastasen in 

stedelijke en plattelandsgebieden gevonden. Deze verschillen kunnen worden 

verklaard door de slechte toegankelijkheid van patiënten op het platteland tot 

gespecialiseerde medische diensten en door een gebrek aan informatie/kennis 

over de ziekte, dat ertoe kan leiden, dat sommige metastasen niet 

gediagnosticeerd zijn en bepaalde behandelingen niet worden overwogen. 

Het meest frequent gerapporteerde symptoom was pijn, gerapporteerd 

door 90% van de patiënten. Dit gegeven is hoger dan gegevens uit West Europa. 

Dit verschil kan deels gerelateerd zijn aan het gebruik van opioide middelen, dat 

problematisch is in Roemenië vanwege de oude wetgeving en vanwege 

problemen om de behandeling te verlenen conform het analgetica diagram van 

de Wereldgezondheidsorganisatie. 

Meer dan de helft van de patiënten gaven psychologische problemen 

aan. Ook hier bestond een significant verschil tussen patiënten in stedelijke en 

plattelandsgebieden (71% in stedelijke gebieden en 25% op het platteland). Het 

verschil kan worden verklaard door het grote vertrouwen in mechanismen van 

familie steun en de daaraan gerelateerde sterke steun voor patiënten op het 
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platteland en/of door het gebrek aan kennis over diagnose en prognose op het 

platteland. 

Om de effecten van de interventies door het palliatieve zorg team te 

evalueren werden het aantal symptomen en de intensiteit van de pijn als 

afhankelijke variabelen gebruikt. In hoofdstuk 5 worden de veranderingen in 

symptomen, intensiteit van pijn en andere medische gegevens beschreven 

evenals de interventies door het palliatieve zorg team. Om te zorgen voor een 

homogene groep gaat deze analyse alleen over de kankerpatiënten, die in de 

palliatieve zorg instroomden. De veranderingen in symptomen, gemeten bij de 

eerste consultatie (instroom) en de laatste consultatie voor overlijden, zijn voor 

102 patiënten geanalyseerd en in verband gebracht met het type en het aantal 

interventies. 

Patiënten vertoonden een sterke afname in het aantal symptomen en in 

de intensiteit van pijn na instroom in de palliatieve zorg. Het gemiddelde aantal 

symptomen nam af met acht (van 13,4 naar 5,4 per patiënt). Bij de instroom 

rapporteerden 42 patiënten hoge intensiteit van pijn en bij de laatste consultatie 

voor overlijden deden 7 patiënten dit. Vermoeidheid, verlies van eetlust en 

misselijkheid namen ook significant af tussen de eerste en laatste consultatie. 

Interventies door de leden van het palliatieve care team waren talrijk en 

gevarieerd. De medicatie werd bij driekwart van de patiënten gewijzigd. De 

meest genoemde interventie was consultatie, gevolgd door interventies gericht 

op verlichting van pijn en ongemak. De interventies van de artsen hielden onder 

meer in: kleine chirurgische ingreep, perfusies en veneus puncties. De 

interventies van de verpleegkundige betroffen onder meer: orale medicatie, 

kunstmatige voeding, injecties en functieoefeningen. De meeste patiënten (90%) 

ontvingen vijf interventies of meer. 

Meer dan de helft van de patiënten stelde, dat de interventies van de 

teams tot goede resultaten leidden voor al hun problemen en eenderde stelde, 

dat het aantal en/of de intensiteit van de problemen werden gereduceerd. 
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De interventies door de teamleden toonden een significant effect wat 

betreft de afname van intensiteit van pijn. De relatie tussen interventies en de 

afname van de symptomen was (net) niet significant. Voor de afname van de 

intensiteit van pijn waren interventies gericht op verlichting het meest effectief. 

De afname van symptomen was groter bij patiënten uit stedelijke gebieden 

vergeleken met die van het platteland en ook groter bij arme patiënten 

vergeleken met meer welvarende patiënten. Deze bevindingen kunnen worden 

verklaard door de slechte infrastructuur en tekort aan medisch personeel op het 

platteland en door de grote behoefte, die arme patiënten ervoeren (gebrek aan 

alternatieven en minder familie steun). Afname van de intensiteit van pijn was 

ook gerelateerd aan sociale steun, dit wil zeggen dat de patiënten, die een sterke 

sociale steun ervoeren, een grotere afname in de intensiteit van pijn toonden. 

De levering van palliatieve zorg kan een belasting zijn voor de 

professionele zorgverleners, die bij die zorg betrokken zijn. In hoofdstuk 6 zijn 

de inzichten van de betrokken zorgverleners (huisartsen, verpleegkundigen en 

oncologen) na de dood van de patiënt geanalyseerd. Gedurende de eerste 18 

maanden ontvingen 103 patiënten met kanker palliatieve zorg. In die periode 

stierven 80 patiënten. In de tweede maand na de dood van de patiënt ontving 

ieder lid van het palliatieve zorg team, dat betrokken was bij de zorg voor die 

patiënt, een vragenlijst met vragen over: tevredenheid en problemen met de rol 

als team lid, emotionele belasting en hoe daarmee werd omgegaan, 

noodzakelijke kennis, activiteiten van het team, communicatie met patiënt en/of 

familie en binnen het team en een algemene evaluatie van de verleende zorg bij 

deze patiënt. De antwoorden zijn verwerkt en gerelateerd aan 

achtergrondkenmerken van het zorg proces en van de hulpverlener zoals: duur 

van de ziekte, gerapporteerde complicaties, het team en de discipline van het 

betreffende team lid, dus huisarts, oncoloog of verpleegkundige. Dit is de eerste 

studie met een dergelijke benadering ooit in Roemenië uitgevoerd en er is in het 

algemeen binnen dit gebied niet veel literatuur over dit type evaluatie. 



Samenvatting 
 
 

 161 

 

De meerderheid van de teamleden gaf een positieve evaluatie van hun 

activiteiten binnen het team, van de geboden zorg aan de patiënt en van hun 

kennis van palliatieve zorg.  Relatief meer problemen werden gerapporteerd bij 

patiënten, die op het platteland leefden. Dit is toe te schrijven aan de slechte 

infrastructuur, beperkte beschikbaarheid van medische diensten en 

moeilijkheden met communicatie. 

Bijna een kwart van de respondenten rapporteerde 

communicatieproblemen met de patiënt. Dat kan verklaard werd door de onwil 

van familieleden om de patiënt te informeren over de diagnose en/of prognose. 

Dit maakte de communicatie voor de teamleden moeilijker. Communicatie met 

familieleden en binnen het team werd positief geëvalueerd, maar het positieve 

beeld werd verstoord in die gevallen, waarin de patiënt zijn diagnose niet wist. 

Meer dan eenderde van de professionele zorgverleners rapporteerde een 

emotionele belasting en ongemak vanwege het lijden van de patiënt, maar de 

meeste zorgverleners beschouwden het niet als een te zware belasting. 

Huisartsen en verpleegkundigen rapporteerden vaker emotionele belasting dan 

oncologen. 

In het algemeen stelden slechts een paar team leden (huisartsen) dat zij 

anders zouden handelen wanneer zij weer met dezelfde case te maken zouden 

krijgen. Daarbij gaven zij aan dat zij een andere benadering zouden kiezen 

zowel in de communicatie als in de behandeling. Huisartsen (38%) gaven het 

vaakst aan, dat zij een gebrek aan kennis hadden ervaren, gevolgd door de 

verpleegkundigen (29%) en oncologen (14%). Dit was meestal gekoppeld aan 

die gevallen, waarbij onverwachte ontwikkelingen en complicaties 

voorkwamen. 

 

De kwaliteit van palliatieve diensten, geleverd aan de patiënt, kan ook 

worden gemeten door betrokken familieleden te vragen naar hun tevredenheid 
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en mening over de diensten. De resultaten van een dergelijke analyse worden 

gepresenteerd in hoofdstuk 7 gebaseerd op gegevens van familieleden van 

patiënten, die door vier teams zijn behandeld. Vanwege organisatorische 

redenen konden de gegevens van het vijfde team niet worden verzameld. 

Familieleden van de na 24 maanden overleden patiënten (89 patiënten) 

werden gevraagd in te stemmen met een bezoek door een maatschappelijk 

werkende voor een interview en om een korte vragenlijst in te vullen. De meeste 

familieleden werden zes weken na de dood van de patiënt benaderd. Vieren 

zeventig familieleden stemden in met deelname aan de studie. 

De vragenlijst bevatte onderwerpen als communicatie, de 

verwachtingen van patiënt en familie over de zorg, toegankelijkheid van de 

diensten, mogelijke conflicten en algemene tevredenheid. Indien nodig konden 

de familieleden uitweiden over hun antwoorden. 

In het algemeen gaven de familieleden uitdrukking aan hun 

tevredenheid met de zorg die aan de patiënt was geleverd. Dat was vooral het 

geval voor familieleden die een rol speelden als centrale mantelzorgers. De 

informatie, die was ontvangen, werd door de meeste familieleden als (erg) goed 

gekwalificeerd en de communicatie met de teamleden werd als goed 

beoordeeld. 

De verleende zorg leidde niet tot familieconflicten of conflicten met 

teamleden. Integendeel familieleden rapporteerden, dat deze zorg het risico van 

familie conflicten reduceerde. 

De toegankelijkheid van de teamleden werd als belangrijk gezien en 

werd positief geëvalueerd. Alle teams werden als erg toegankelijk beoordeeld 

ondanks de verschillen in infrastructuur tussen de regio’s. 

In het algemeen werden de verwachtingen van de familie vervuld, maar 

er waren gevallen waarbij de familie hogere verwachtingen had van het team. 

Dit gebeurde wanneer de familie- leden om hulp vroegen om de nodige 

medicijnen te krijgen. Zoals eerder vermeld zijn medicijnen nog moeilijk te 
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verkrijgen in Roemenië vanwege voorschrijfprocedures (voor opioides) en 

vanwege financiële redenen (te duur). 

Op de vraag of de familie in het geheel genomen tevreden was met de 

geleverde zorg antwoordde 84% van de familieleden, dat zij (erg) tevreden 

waren met de ontvangen zorg. Deze algemene tevredenheid hing samen met 

communicatie, informatie gegeven door de teamleden, de verwachtingen van de 

familieleden en de afwezigheid van conflicten. 

De meeste familieleden zouden dit type dienstverlening aan andere 

terminale patiënten of aan hun families aanbevelen. 

Het laatste hoofdstuk, hoofdstuk 8, presenteert een overzicht van de antwoorden 

op de onderzoeksvragen, bediscussieert de uitkomsten en doet aanbevelingen 

voor praktijk, onderzoek en beleid. Deze studie beantwoordt enkele zeer 

belangrijke vragen over de haalbaarheid en effectiviteit van palliatieve zorg 

thuis. De antwoorden worden ook als belangrijk beschouwd voor de 

toekomstige ontwikkeling van de palliatieve zorg. De studie verschaft ook 

informatie over de behoefte aan palliatieve zorg en evalueert deze nieuwe 

dienstverlening vanuit diverse perspectieven. Deze benadering is nieuw voor 

Roemenië. Tot nu toe bestaan geen gegevens, die de kwaliteit van 

gezondheidsdiensten systematisch evalueren, in Roemenië. 

  De ontwikkeling van palliatieve zorg is in Roemenië laat op gang 

gekomen en is vooral ontwikkeld met steun van buitenlandse expertise en 

middelen. De behoefte aan palliatieve zorg wordt duidelijk onderkend door de 

Roemeense huisartsen. Zij hebben relatief weinig ervaring op dit terrein en 

behoefte aan meer kennis en vaardigheden. 

Patiënten, die instroomden in de nieuwe palliatieve thuiszorg, hadden 

veel symptomen. Hun behoefte aan zorg was groot. De evaluatie heeft positieve 

effecten van de palliatieve zorg op de kwaliteit van leven van de patiënt 

aangetoond, heeft (grote) tevredenheid onder betrokken familieleden laten zien 

en heeft getoond, dat de betrokken professionele zorgverleners in staat waren 
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met de nieuwe dienstverlening effectief om te gaan. De studie heeft ook de 

grote behoefte aan dit type van dienstverlening, vooral in achtergebleven 

gebieden, gedemonstreerd. 

De bediscussieerde onderwerpen betreffen onder meer: de behoefte aan 

aanvullende diensten en aan aangepaste reguleringen, methodologische 

problemen voor soortgelijke studies in Roemenië inclusief het gebrek aan 

registers en aan ervaring met evaluatie onderzoek bij burgers en beleidsmakers, 

methodologische problemen voor de uitvoering van dit soort onderzoek bij 

kwetsbare groepen (patiënten en familieleden), die mogelijk problemen voor de 

betrouwbaarheid van bevindingen opleveren. 

In het laatste hoofdstuk wordt ook de ontwikkeling van meer 

trainingscentra voor palliatieve zorg en van regionale expertise (en consultatie) 

centra bediscussieerd en worden deze ontwikkelingen aanbevolen. Het is 

duidelijk dat het ministerie van Volksgezondheid direct bij de organisatie van 

dit type dienstverlening betrokken dient te zijn, terwijl betrokken hulpverleners 

gecompenseerd dienen te worden voor de dienstverlening via het 

gezondheidsverzekeringsysteem. Dit kan voor alle terminale patiënten 

betekenen, dat zij toegang krijgen tot gespecialiseerde diensten, die hun 

kwaliteit van leven kan verbeteren en hun lijden kan verlichten. 

De verdere ontwikkeling van palliatieve zorg in Roemenië is een 

noodzaak zowel vanuit het perspectief van patiënten en familie als van 

hulpverleners in de gezondheidszorg. Succes zal afhangen van het ministerie 

van Volksgezondheid en van niet gouvernementele organisaties die bekend zijn 

met dit terrein. Het zal ook een aanzienlijke materiële, wettelijke en menselijke 

investering vragen. 
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