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summary
Introduction. neoplastic diseases are the leading cause of death in hungary nowadays. the number of oncological patients 
have been increasing for the last decades. in spite of that, the organization of oncological care is still a difficult subject.
Aim. the primary aim of our innovative study was to explore the scope of knowledge of oncological patients and their families 
about patients’ rights and health care organization. additionally, our goal was to assess patient’s behaviors and attitudes to-
wards the studied subjects.
Material and methods. 271 patients and family members from two big, outpatient oncology departments (one in Budapest, and 
another one in the town in the countryside) were enrolled in our study. the participants took part in verbal interview that was 
based on a pre-set questionnaire. the statistical analysis was conducted with spss statistica 23 software.
Results. patients with higher level of education tended to know more details concerning their disease and treatment, as well as 
their rights as patients. in general, the knowledge of health care organization of the participants was poor. Only 39.7% of the 
respondents indicated that pathologist played an important role in the diagnosis of type of cancer, whereas the same answer 
was chosen in 89.3% of cases in question inquiring about the role of the oncologist. these results were not influenced by the 
level of education of the participants. 44.2% of the participants thought that pathologists perform exclusively the postmortem 
examinations, while 16.8% of the participants could not indicate at all what role pathologists had in diagnosing a neoplasm.
Conclusions. although all our respondents had active neoplastic disease or their family member was diagnosed with cancer, 
it has been revealed that: (1) a high percentage of them are not aware of patients’ rights, (2) they are not familiar with the 
oncological health care organization, which is independent of their level of education. depending on the level of education, 
there is a group that does not want to learn patients’ rights at all. in our opinion, better education of patients in these fields 
would contribute to higher quality of oncological care, and consequently, to better quality of life and health status of oncologi-
cal patients.
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INTrODUCTION

According to the statistics by Eurostat from April 
2015, the mortality of all malignant tumor reached 
361,1 per 100 000 inhabitants in Hungary and 266,9 per 
100 000 inhabitants in European Union (1). 28% of 
deaths in Hungary are caused by malignant tumors, and 
28.3% of persons will be diagnosed with neoplasm by 
the age of 75 (2, 3). Hungary has relatively high morbid-
ity and mortality of malignant tumors when compared 
with other EU countries (4).

Thanks to the development of new diagnostic and 
therapeutic tools, it has become possible for the patients 
to receive personalized oncological therapy. Patholo-
gists are able to give a more detailed diagnosis, which 
is essential for the choice of an appropriate therapy (5). 
While the specialization in pathology is, thus, gaining 

more and more importance, the number of these spe-
cialists remains low, resulting in growing workload for 
the pathologists already working. This results in higher 
risk of incorrect diagnosis and longer waiting periods for 
the pathological results. This, in turn, can cause lower 
satisfaction level of the patients, which in turn can re-
sult in legal consequences for health care providers and 
health workers.

The patient’s rights in Hungary are regulated by the 
Act CLIV of 1997 on health. The institution advocating 
patients’ rights was officially launched in Hungary in July 
2000 in Hungary, with 54 lawyers employed. Attorneys 
that defend patients’ laws play an important role in the 
processing of the complaints. Their role is to assist the 
patients and their families in formulating the complaints 
and in further legal proceedings. According to the re-
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software was used. In addition to using distribution 
tests, the Pearson’s chi-squared test (χ2) was applied 
to measure bivariate relationships between categorical 
variables (with alpha < 0.05).

rESULTS

Sociodemographic data

39.5% of the participants were male (N = 107), 
and 60.5% were female (N = 164). The mean age was 
55.9 (SD = 14.1), with the youngest interviewee being 
17 years old and the oldest one being 87 years old. 
The majority of the participants (73.8%) lived in urban 
areas (22.5% lived in Budapest; N = 61), 26.2% of the 
participants (N = 71) lived in a town or village. 34.3 of 
the participants had secondary education (N = 93), 
29.2% graduated from vocational schools (N = 79), 
23.6% had higher education (N = 64), and 12.9% had 
primary or incomplete primary education (N = 35). Sur-
prisingly, the level of education did not correlate with 
the age of the participants (p = 0.290). Statistically, 
more persons with higher education lived in bigger cit-
ies (p < 0.001). 64.2% of all the responders (N = 170) 
had already had previous oncological patient experi-
ences, 14.7% of the patients (N = 39) declared this 
was their first time as an oncological patient. Addition-
ally, there were some relatives who had already visited 
the oncology department as a patient before (31.5% of 
all relatives, N = 28).

Attitudes towards health care and patients’ rights

84.9% of the responders (N = 225) usually obtained 
information about their current state of health from 
their therapists, and most of them thought it was the 
most reliable source of information (83.3%; N = 215). 
The second most used information source was the 
internet (53.4%; N = 141), despite the fact that only 
1.9% of the responders (N = 5) declared they believed 
that the information they could find on the internet 
was reliable. 37.5% of the responders (N = 99) said 
that they usually got information about their oncologi-
cal from physicians other than oncologist, as well as 
from their oncologist. Higher education and lower age 
correlated with using the internet as an information 
source (p < 0.001). 67.2% of persons with higher edu-
cation (N = 43) and 17.6% of the participants (N = 6) 
who had primary or incomplete primary education de-
clared to use the internet.

26.1% of the interviewees (N = 70) do not usually 
get more information about their potential illness nei-
ther before nor after the diagnosis. Statistically, higher 
education level predisposed to getting more informa-
tion about illness (p < 0.001). A strong correlation was 
discovered between higher age of the respondent and 
lower amount of information they get about their health 
status (p = 0.002; fig. 1).

port issued by patients’ advocates, the number of the 
patient’s complaints have been growing significantly 
from that time (6). In 2012, National Centre for Patients’ 
rights and Documentation (OBDK) was created. Their 
annual report of 2015 revealed that 14 080 requests 
to the patient’s rights advocates arrived, 36% of which 
were complaints (7). Exact dates are not possible to ob-
tain, because the central register is not able to detect all 
the violations of the patients’ rights.

After analyzing the patients’ advocates annual report, 
we conclude that the excessive workload of the health 
workers contributes to the number of complaints (6). 
It must be underlined that workload in oncology is un-
usually high, because of high number of patients (1-4).

AIM

The aim of our study was to explore the scope of 
knowledge of the patients’ rights (especially right to 
healthcare, right to refuse healthcare, right to be in-
formed and right to access medical documentation) 
and health care organization. Additionally, our goal 
was to assess patient’s behavior and attitudes towards 
the studied subjects, as well as their past experiences. 
We analyzed the results to assess the correlation be-
tween knowledge of health care and sociodemographic 
status of the participants.

MATErIAL AND METHODS

271 patients and family members from two big, out-
patient oncology departments (one in Budapest, and 
another town in the countryside) were enrolled in our 
study. The participants took part in verbal interview that 
was based on a pre-set questionnaire. The authors of 
the study were the interviewers. Before the beginning 
of the study, we obtained adequate permissions for the 
study of the hospitals’ ethical committee. Our research 
project was conducted in accordance with research 
ethics. The participants answered the questions volun-
tarily and their personal data was not recorded. Due to 
the need of standardization and comparison, as well 
as due to the fact that our study was a pilot study, we 
chose to use a structured interview. Our questionnaire 
contained 66 questions, most of them being close-end-
ed questions, with six open-ended questions. Most of 
the interviews lasted 20-30 minutes. Most of the partici-
pants asked to take part in our study agreed to do so. 
Women tended to be more open in answering our ques-
tions. 271 interviews were performed in total, 121 of 
which in Budapest (44.6%) and 150 (55.4%) in another 
town – Miskolc. 66.4% of the participants visited the 
hospital as outpatients, and 33.6% as accompanying 
persons. Most of the patients were either in the hos-
pital to get a treatment (41.9%) or on control (32.4%). 
The majority of the patients (59.4%) visited the hospi-
tal at least once a month at the time of the survey. To 
analyze obtained comparable data, SPSS 22 Statistica 
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tion given to them and 57.1% (N = 153) were satis-
fied with how fast the therapy was started and with the 
choice of the therapy itself (in the light of the results). 
Women were generally more satisfied with their health 
care (p = 0.036) and institutional information given to 
them (p = 0.039). The patients’ reason for discontent 
was mostly long waiting period (49.4%; N = 133). Pa-
tients from Budapest were more likely to be satisfied with 
the waiting period – 45.3% of them (N = 54) were satis-
fied with it, while only 17.3% of the respondents (N = 26) 
from Miskolc were (p < 0.001).

75.0% of the respondents (N = 195) felt they had 
received adequate information about their health status 
from their physician. 17.3% of the respondents (N = 45) 
did not pose their physicians any questions and only 
5% of the participants (N = 13) declared they had had 
no opportunity to do so. While not statistically signifi-
cant (p = 0.052), a correlation between the answers for 
this questions and age of the patients was found – young 
adults were more likely to ask questions, as well as to 
receive answers. The likelihood of asking questions or 
receive answers was not influenced by respondents’ 
gender, level of education or being a patient or patient’s 
relative.

65.4% of the respondents (N = 174) declared they 
wanted to learn about their treatment process, whereas 
26.7% of the respondents (N = 71) were not interest-
ed in it. respondents from Budapest and with higher 
education were more likely to be eager to know more 
about their treatment process (p < 0.001). The age of 
the participants did not correlate with the answer to 
this question, however, the respondents aged between 
26 and 45 years wanted to have more information more 
often.

Only 5.2% of the participants (N = 14) requested 
a second opinion on their histopathological exami-
nation. 46.5% of the interviewees (N = 125) were not 
aware that they could ask for a second opinion. We have 
examined, why many interviewees have never asked the 
second opinion. Our hypothesis was that the majority 
of respondents do not know that it is possible. A clear 
correlation was found (p = 0.003) between the two vari-
ables. Only 25.6% of the respondents (N = 65), who 
have never asked for a secondary medical diagnosis 
replied that, they think it is possible to request a second 
opinion.

Most of the respondents were not familiar with the 
term ”targeted therapy”. 33.8% of them (N = 90) did 
not know what it meant, 18.4% (N = 49) believed that 
it was another name for cancer treatment, such as ra-
diotherapy or chemotherapy. All in all, more than half 
of the interviewees did not have adequate knowledge 
in this area. The answers were influenced by the level 
of education (p = 0.027), those who answered cor-
rectly tended to have higher level of education. The 
answers were not influenced by the gender, age, pre-

The majority of the responders do not use their right 
to access medical records, as only 9.0% (N = 19) had 
asked to see the documentation about any of their pre-
vious medical treatment and 1.2% (N = 3) had had it 
copied for them. 34.7% of the responders (N = 86) were 
not aware of the fact that they could ask for a copy of 
their medical records and 18.4% of them did not know 
that they could access their medical records.

The majority of the interviewees (62.1%; N = 167) 
never asked for a second opinion on the diagnosis 
or treatment option. There was a statistically signifi-
cant correlation between the education and asking for 
a second opinion (p = 0.004). 20.3% of the participants 
with higher education (N = 13) always or often asked 
for a second opinion, while the same was true for only 
8.6% of the interviewees with primary or incomplete pri-
mary education (N = 3).

93.2% of the participants (N = 248) had never refused 
any treatment suggested to them, 17 people (6.4%) 
refused treatment once, and only one person refused 
pursuing suggested treatment more than once. The 
gender of the respondents, as well as their previous ex-
periences with the oncology department, did not corre-
late with the answer to this question. However, persons 
between 46 and 65 years of age had refused suggested 
treatment more often than other patients (p = 0.005). 
It is also interesting to note that persons with primary 
or incomplete primary education tended to refuse 
suggested treatment more often (14.7%; N = 5), al-
though the correlation was not statistically significant.  
The same was true for only 2.2% of the partici-
pants (N = 1) with secondary education and 4.7% of the 
participants with higher education (N = 3).

Patients’ medical knowledge, desire for information 
and knowledge on health care organization

64.7% of the participants (N = 174) were satisfied 
with the length and frequency of the medical informa-

Fig. 1. Percentage of patients that refuse to have more informa-
tion on their disease by patients’ age (N = 268)
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made by a pathologist (fig. 2). The answers depended 
on the age of the interviewees (p = 0.005). Middle-
aged interviewees (36-55 years old) tended to answer 
the question more correctly than younger (35 years old 
and youngers) and older participants (56 years old or 
older). The answer to this question was not influenced 
by the level of education or previous oncological ex-
perience.

Our last question concerned the willingness of 
the patient to cooperate (tab. 1). 64.8% of the partici-
pants (N = 116) declared they always cooperate with 
their physician in all the aspects of the treatment. Wom-
en were more likely to cooperate than men (p = 0.001), 
but were also more open to alternative therapies.

CONCLUSIONS

Our most important conclusion is that many patients 
do not exercise their patient’s right provided by the 
Hungarian Act on Health, despite the fact that the pa-
tients’ rights regulation is well known to the Hungarian 
patients (8, 9).

According to our analysis, most of the patients do not 
pose questions concerning their condition or try to look 
for information about it on their own, as they prefer to 
rely on their physician instead. They tend not to ask for 
a second opinion on the diagnosis, are not familiar with 
the targeted therapy, as well as with the process of on-
cological diagnosis itself. According to another research 
conducted in Hungary (8), one third of patients feel that 
they have been adequately informed, and one quarter of 
the respondents could not name a single patient’s right. 
From our study, it can be concluded that the lack of 
knowledge (e.g. a significant number of our participants 
were not aware that they could access their medical do-
cumentation) is only part of the problem, as patients are 
also not interested in exercising their rights (e.g. signi-
ficant number of our participants did not want to learn 
more about their treatment process).

Most of the results described above correlate with 
patients’ level of education. It can be concluded that 
participants with higher education were more aware of 

vious oncological experience or being patient or pa-
tient’s relative.

The whole process of cancer treatment depends on 
the correct diagnosis, therefore, many of our questions 
focused on this field of oncological care. Most of our 
interviewees (60.3%; N = 158) thought that pathologist 
did not participate in the oncological diagnostic pro-
cess, and 89.3% (N = 234) indicated the oncologist 
as the physician who made the diagnosis. Answers to 
other questions seem to confirm this lack of knowledge 
about pathologist’s responsibilities. When asked about 
a specialization that is most important in the diagnos-
tic process, 57.5% of the participants (N = 150) indi-
cated the oncologist, 18.4% – other specialists (N = 
48), and only 16.5% (N = 43) – the pathologist. In both 
of the questions discussed above, the answers were 
not influenced by gender, level of education, previous 
oncological experience or being a patient or patient’s 
relative.

More than four out of five interviewees (84.3%; 
N = 226) were not able to or only partly able to de-
scribe the scope of pathologists’ responsibilities. Only 
15.7% (N = 42) could give an accurate answer, which 
consisted of two elements: disease diagnosis, histo-
pathological diagnosis and performing post-mortem 
examination. Less than half of the respondents (41.0%; 
N = 110) knew that histopathological diagnosis was 

Fig. 2. responsibilities of the pathologist, answers given by the 
participants (%) (N=268)

Tab. 1. Patients  compliance with physician’s recommendations (N = 179)

Statement Answers
Results

Total Male Female

I comply with 
physician’s sugges-
tions concerning 
lifestyle, diet, medi-
cation, etc.

Yes, in all cases 64.8% 55.7% 70.7%

Usually 24.6% 35.7% 17.4%

Yes, but sometimes I prefer alternative therapies 8.3% 2.9% 11.9%

Not really 1.7% 4.3% 0.0%

No, I do not want to make changes  
in my life because of my illness  

0.6% 1.4% 0.0%
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care, and consequently, to better quality of life and health 
status of oncological patients. After this pilot study, fur-
ther studies in related subjects are planned.
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their rights. Several papers examined the relationship 
between low social status and less favorable health 
status (10, 11). The results of our study show that lack 
of knowledge on patients’ right granted by the Act on 
Health can make establishing the diagnosis difficult. 
Lower social status and lack of knowledge put many 
patients at a particular disadvantage in the field of 
health care.

Despite the fact that all of the respondents had been 
directly exposed to neoplastic disease, either as a pa-
tient or as a relative, there is clear evidence that many 
of them do not exercise patients’ rights, and, regard-
less of their education, they are not familiar with the 
organization of oncological health care. Depending 
on their education, some of the participants did not 
want to learn about it at all. Only a small percentage 
of respondents requested second opinion on their his-
topathological examination despite the importance of 
second opinion in preventing diagnostical errors. Most 
of the interviewees thought the pathologist had no 
role in establishing the cancer diagnosis. Although the 
educational level was a predictive factor in most ques-
tions (second opinion, getting information, etc.), it was 
not the case for questions concerning the responsibili-
ties of the pathologist.

In our opinion, better education of patients in these 
fields would contribute to higher quality of oncological 
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