
 

 

 University of Groningen

Palliative care in Romania
Dumitrescu, Luminita

IMPORTANT NOTE: You are advised to consult the publisher's version (publisher's PDF) if you wish to cite from
it. Please check the document version below.

Document Version
Publisher's PDF, also known as Version of record

Publication date:
2006

Link to publication in University of Groningen/UMCG research database

Citation for published version (APA):
Dumitrescu, L. (2006). Palliative care in Romania. s.n.

Copyright
Other than for strictly personal use, it is not permitted to download or to forward/distribute the text or part of it without the consent of the
author(s) and/or copyright holder(s), unless the work is under an open content license (like Creative Commons).

The publication may also be distributed here under the terms of Article 25fa of the Dutch Copyright Act, indicated by the “Taverne” license.
More information can be found on the University of Groningen website: https://www.rug.nl/library/open-access/self-archiving-pure/taverne-
amendment.

Take-down policy
If you believe that this document breaches copyright please contact us providing details, and we will remove access to the work immediately
and investigate your claim.

Downloaded from the University of Groningen/UMCG research database (Pure): http://www.rug.nl/research/portal. For technical reasons the
number of authors shown on this cover page is limited to 10 maximum.

Download date: 24-05-2023

https://research.rug.nl/en/publications/2a9af14b-3def-4de5-aabc-8fe757ab04d8


 

 111 

CHAPTER 7 
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PERSPECTIVE 
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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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