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Delivering bad news in the perspective of patient rights
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ABSTRACT

Introduction: The necessity to deliver bad news to patients
is one of the classic challenges of medical communication. The
applicable patient rights oblige doctors to communicate full infor-
mation concerning adverse condition tactfully and cautiously.

The purpose of the study was to determine the level of knowl-
edge of the rights and responsibilities of the patient in people
who had received bad news, to identify the fields in which knowl-
edge is lacking and to check if the level of knowledge affected
the patient’s behaviour.

Materials and methods: The study was conducted with 314 peo-
ple who had been given bad news. An original Computer-Assisted
Web Interview (CAWI) online survey questionnaire was used.
Reaching the respondents was possible thanks to our coopera-
tion with national patient organisations and electronic media.

INTRODUCTION

The degree to which the rights of the those being contacted
when medical services are provided is one of the key indica-
tors of a health care system’s sensitivity. There are those who
perform or supervise providing medical services, and those
receiving the services, both healthy and sick [1]. The situation
when a doctor gives a patient bad news is a unique ground for
a meeting of these 2 perspectives. Article 17 of the Polish Medi-
cal Code of Ethics obliges the doctor to give the information
to the patient “tactfully and carefully”. At the same time, it
indicates that such a notification can be abandoned in a situ-
ation where the doctor is deeply convinced that this kind of
information would be harmful to the patient (it would cause
suffering and have adverse consequences on the patient health).
However, at the patient’s explicit request, the doctor should
provide him or her with full information.

Our previous research has revealed that there were sub-
stantial problems connected with the interpretation and imple-
mentation of patient rights by doctors in the situation when
bad medical news has to be communicated to a patient [2, 3].
As we intended to deepen the research perspective, we sought
patients who had received bad news from their doctors, ask-
ing them to share their opinions and experiences connected
with this situation. We assumed that by bad news we would
understand the diagnosis of an illness which is permanently
or relatively permanently connected with abnormalities in the
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Results: One in 5 respondents (21%) was characterised by lit-
tle knowledge concerning patient rights and responsibilities;
67% had a moderate level of knowledge or were almost fully
aware of their rights. A vast majority of the respondents knew
that they were entitled to full information about their condi-
tion, prognosis and treatment, as well as an inspection of their
medical documentation.

Conclusions: The knowledge of patient rights seems to be at
an unsatisfactory level. Respondents with a higher education
and those suffering from cancer had more knowledge. Patients
with little or a moderate level of knowledge of patient rights
and responsibilities were more likely to change their attending
physicians or discontinue their treatments.

Keywords: patient rights; doctor-patient relationship; truth
disclosure.

body which require constant and/or long term treatment or
regular application of measures aimed at pain management.
In such a perspective, the term ‘bad news’ refers to lifestyle
diseases (e.g. diabetes, coronary disease, serious allergies, can-
cer, etc.), as well as mental or genetic illnesses and incurable
terminal diseases.

A part of the study was an attempt to answer the ques-
tion whether patients who were in the situation of being diag-
nosed with a serious disease were familiar with their rights
and responsibilities. This problem seemed significant to us
primarily because there are not enough studies which would at
the same time concern the analysis of familiarity with patient
rights and responsibilities, patients who use different insti-
tutional forms of health care (without reducing the research
perspective to a single medical facility or hospital ward), and
people who have a relatively permanent (non-accidental or not
several days long) patient status.

MATERIALS AND METHODS

We conducted the study between February and October 2017.
Data was obtained by Computer-Assisted Web Interview
(CAWI). The self-prepared e-survey questionnaire was used
as aresearch tool. The study group (n = 314) was of a com-
pletely inclusive character and was selected randomly (Tab. 1).
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TABLE 1. Characteristics of the respondents

arespondent could get a max. of 9 points and a min. of 0 - in
a situation when he did not give any correct answer.

SPSS v.26.0 software was used for the statistical analysis.
The opinions and scores of the respondents were juxtaposed
with sociodemographic variables (age, gender, marital status,
education and residence), health variables (type of disease)
and medical variables (specialization of the doctor who deliv-
ers the news, the place where the patient was in contact with
the doctor as well as the visit’s payer). Pearson’s x2 test was
used for analysing the correlations between discontinuous
variables and the statistic heterogeneity of the groups. The
difference was assumed as statistically significant at p < 0.05.

RESULTS

Gender n % Marital status n %
female 248 79 unmarried 111 355
male 66 21 married 167 53
Education widow/widower 17 55
primary 4 15 divorced 19 6
junior high school 4 15 Age

vocational

secondary 15 5 18-30-years-old 78 25
education

secondary school 105 33 3940 years-old 84 27
education

higher education 186 59 41-50-years-old 65 21
Place where

the news was 51-60-years-old 44 14
delivered

public clinic 47 15 Obvearsoldand 43 13

more

public polyclinic 45 145 Visit payer
national health fund 254 81

private polyclinic 20 6.5

Awareness of patient rights and responsibilities
The vast majority of the participants of the study were aware

private clinic 8 2.5 insurance company 5 15 of their rights concerning complete information about their
g%vca‘:e doctor’s 29 9 patient’s own funds 46 145 condition, prognosis and treatment (98%), and the right to view
i medical records (89%). Almost all the respondents (97%) real-
hospital 165 525 donotremember °o 3 ised that the doctor was obliged to remain tactful and care-
Kind of disease Doctor's ful when communicating an unfavourable diagnosis (Tab. 2).
specialization
cancer 119 38 neurologist 54 17 TABLE 2. Knowledge of patient rights
nervous System 61 19 haematologist 6 13 Correct Incorrect
Iseases Statements about patients’ rights answer  answer
H () L)
gf‘d%”:‘e gand 59 9 oncologist 37 12 (%) (%)
Isorders It is the doctor’s responsibility to present
blood and to the patient full information on the 978 22
cardiovascular 26 8 surgeon 29 9 diagnosis as well as the proposed and ’ ’
diseases possible diagnostic and treatment methods
musculoskeletal . Itis the doctor’s responsibility to inform the
diseases 18 6 gynaecologist 5 8 patient about an unfavourable prognosis in 96.8 3.2
; : a tactful and careful way
genitourinary 14 5 endocrinologist 21 7 - - -
diseases The doctor is not obliged to provide the 89.2 10.8
: patient’s medical records at his or her request ’ :
mental disorders 9 3 primarycare 21 7
physician The patient is obliged to inform the doctor
skin diseases 9 3 rheumatologist 10 and/or medlcalfaahty that hg is not coming 81.2 18.8
- - - to an appointment or that he is not able come
eye diseases 8 2.5 cardiologist 10 toit
other causes 21 g5 Other:psychiatrist, 66 21 The patient has no right to object to a medical g o 210
geneticist, etc. opinion - -
n=31 A patient who is undergoing treatment may
request for the doctor to call a medical case 68.5 315
Participation in the study was anonymous and voluntary. conferer\ce
Information about the study being conducted was delivered The patient may request for the doctor not 65.3 347
. . . . . . to inform him about his condition
to patients via national independent patient organisations and —
. 1 1 . di The doctor may not turn down the patient’s
assoclations as well as electronic media. request for him to call a medical case 32.2 67.8
To assess the patients’ knowledge of the rights and respon- conference
sibilities which apply to them, an original self-made test was The patient is obliged to familiarize him with 2.5 755
prepared. Primarily, it consisted of 10 statements - 5 true patient rights ' '
and 5 false. Ultimately, the answers to one of the statements n=314

were not included in the statistical analysis due to a change
in regulations which was introduced during the course of the
study. The respondents’ task was to state whether each state-
ment was “true” or “false”. Then, 1 point was assigned to each
correct answer and 0 points to every wrong one. Therefore,
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It is worth mentioning here that 33% of the respondents
believed that their doctor’s behaviour was in violation of this
responsibility. According to 47% of the patients, the doctor’s
behaviour at the moment of giving them bad news was tactful.
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Every 5th respondent (20%) was not able to assess this aspect
of the doctor’s behaviour.

Less than 1in 5 patients was not aware of the obligation
to inform the doctor or medical facility that he would not come
to his appointment or was not able to come. One in 3 patients
was not aware of his right to ask the doctor not to inform him
about his condition (35%) and to request the doctor to hold
a case management conference (31.5%). Two thirds of the
respondents (68%) mistakenly assumed that a doctor could
not refuse to hold a case management conference or to con-
sult another doctor. The largest number - as much as 3 of the
respondents (75.5%) erroneously thought that it was a patient’s
obligation to learn about patient rights.

Assessment of patients’ knowledge

When it comes to assessment of the patients’ knowledge of
their rights, it must be stated that the average score for all
respondents was 6.34 while the median was 6.00. The min.
score by the respondents was 3 points while the max. was 9
points (Tab. 3).

TABLE 3. Level of knowledge of patient rights

Knowledge n % Level of
test results ° knowledge
3 5 1.6
4 11 3.5 low
5 50 15.9
6 93 29.6
moderate
7 119 379
8 32 10.2 .
high
9 4 1.3
(n=31)

Every 5th respondent (21%) was characterised by a low
level of knowledge of patient rights, while more than a half
(67.5%) were characterised by a moderate knowledge. Only 1in
10 respondents (11.5%) was fully aware or almost fully aware of
their rights. It is worth mentioning again that the study group
consisted of people who had struggled with chronic and often
very serious diseases, so most of them had used the health care
services regularly. From this perspective, the knowledge of
patient rights seems lacking, especially when it comes to the
respondents with a min. of knowledge.

People with high knowledge of patient rights were less likely
to change the physician who conducted their therapy or ter-
minate treatment after receiving bad news, than those with
a moderate or low levels of knowledge, with 43% of people
with a high level of knowledge changing doctors compared
to 58% of the those with a moderate or low level of knowledge
of patient rights (x2 = 7.318; df = 1; p = 0.007).

Patients with cancer had more knowledge of their rights.
Over a half of oncological patients (57%) had a high level of
knowledge, and for other diseases, 44% had a high level of
knowledge (x2 = 4.845; df = 1; p = 0.028).

When the moderate result in the patient rights test was
compared to sociodemographic variables, the impact of the
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level of education on the knowledge of patient rights was vis-
ible. The Student’s t-test results showed that those with higher
education received a higher average score (6.45) compared
to those with up to secondary education (6.19) [t (312) = -1.980;
p < 0.05]. No other sociodemographic variables (gender, age,
marital status and medical variables, the visit’s payer, and the
place in which the visit was held) - had an effect on the level
of knowledge of the respondents.

DISCUSSION

There are many regulations concerning fields connected with
patient rights. The applicable provisions in the Constitution of
the Republic of Poland as well as the Acts and Regulations are
among the most important. Some other legal references which
constitute regulations in this field are: the Act of 30 August
1991 on health care institutions (Journal of Laws of 2007 No. 14,
item 89), the Act of 5 December 1996 on doctor’s and dentist’s
professions (Journal of Laws of 2005 No. 226, item 1943, with
amendments), the Act of 5 July 1996 on the nurse’s and mid-
wife’s professions (Journal of Laws of 2001 No. 57, item 602, with
amendments), the Act of 27 July 2001 on laboratory diagnostics
(Journal of Laws of 2004 No. 144, item 1529, with amendments),
the Act of 19 August 1994 on Psychiatric Healthcare (Journal
of Laws 0f 1994 No. 111, item 535), the Act of 6 November 2008
on Patient Rights and the Commissioner for Patient Rights
(Journal of Laws of 2009 No. 52, item 417), the Act of 6 November
2008 on accreditation in healthcare (Journal of Laws of 2009
No. 52, item 418), the Act of 6 November 2008 on consultants in
healthcare (Journal of Laws of 2009 No. 52, item 419), Minister
of Health Regulation of 9 November 2015 on the kinds, scope
and samples of medical records and the ways of processing
them (Journal of Laws of 2015, item 2069), The Medical Code of
Ethics passed by the National Congress of Doctors based on Art.
4 section 1 point 2 and Art. 33 point 1 of the Act of 17 May 1989
chambers of physicians (Journal of Laws 1989 No. 30, item 158).
All of these regulations define the scope of Polish patient rights.
It is worth emphasizing that they do not formally determine
the patients’ obligations. That was already noticed in studies
by Public Opinion Research Center in June 2001 concerning
analyses of the familiarity with patient rights, that such sets of
patient responsibilities often accompanied information about
patient rights, which was pointed out by 53% (n =1032) of those
respondents [4]. From the formal point of view, the internal
regulations of medical facilities can define patient responsi-
bilities, such as observing the principles of hygiene, sticking
to the daily routine, informing a doctor or nurse if they are leav-
ing the ward, obeying the facility’s regulations, etc. There are
no formally sanctioned responsibilities assigned to the status
of patient. In other words, the responsibilities which rest with
the patient are, sensu stricto, the responsibilities of every citi-
zen and result from other legislation or regulations than those
concerning patient rights, such as obeying the smoking ban
in health care facilities and in rooms of other facilities where
medical services are provided - Act of 8 April 2010 amending
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the Act on the protection of health against the consequences
of tobacco use, as well as the Act on the State Sanitary Inspec-
torate (Journal of Laws of 2010 No. 81, item 529).

Extensive legal regulations are, in a way, an expression of
the awareness which is emerging on the part of medical service
consumers [5]. On the other hand, there are many reports which
analyse the patients’ knowledge in this area. Representative
comparative studies by the Public Opinion Research Center
from 1996 and 2001 showed a growing patient awareness when
it comes to the declarative knowledge of their rights (from 11
to 19%) and a decreasing fraction (from 43 to 27%) of those
who have not heard of the regulations which would protect
them [4]. In 2003, when Wronski referred to the reports by the
Public Opinion Research Center, he pointed out progress (33%)
in the patients’ knowledge in this field. However, Wronski’s
study was not conducted on a representative group and was
limited to patients who had been hospitalised in an oncology
clinic, therefore comparisons of the results obtained in both
the investigated groups is problematic. Secondly, the variable
of the place where the research is conducted (focused on surgi-
cal oncological patients), as suggested by the results we have
obtained, may determine the results [6].

The actual execution of patient rights must also constitute
a significant element of the discussion. There is a serious defi-
ciency in references concerning this issue in literature. An
analysis of the complaints filed with the Patients’ Rights Office
shows that patients most frequently request intervention con-
cerning the long waiting time before they receive medical ser-
vices, problems with referrals to specialist treatment or diag-
nostics, and not receiving medical services in an emergency
mode [7]. From the formal perspective, the concerns reported
by Polish patients are common problems when it comes to the
organisation and completion of services in other healthcare
systems [8, 9].

The question of the quality of the patients’ knowledge is
a completely different issue. According to studies by the Pub-
lic Opinion Research Center, most patients fail to notice the
patient rights on notice boards in health care centres. Hajduk
et al. showed that 30% of patients (n = 200) gained their knowl-
edge concerning their rights from other hospitalised patients.
Less than half of the respondents indicated that this kind of
information had been given to them by medical staff, while
20.4% indicated their doctors as the source of information.
Every 5th respondent claimed that they had not been informed
about their rights at all [10]. The study by Gotlib et al. from
2014 showed that 19% of doctors (n =100) and 7% of nurses (n
=100) evaluated their knowledge of patient rights as good. The
authors emphasized the fact that the medical staff’s knowl-
edge of patient rights was lacking and that they had hardly
any role in providing this kind of information to patients [11].
This viewpoint seems to correlate with the results of studies
which assessed the training needs of young doctors (n = 1608)
where 77% revealed that they had only taken partin classes
concerning matters like medical law as well as the principles
of health system organization and functioning for no more
than 1 day and just once [12].
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The results of studies presented above must constitute
a background for the results we received in our analyses.
We have not encountered Polish reports which would focus
on the viewpoint of capturing the awareness of patient rights
in the situation of bad news being delivered to them. Most of
the presented studies refer to the knowledge of medical staff
concerning patient rights. If there are reports concerning the
patients’ awareness, they pertain to selected groups of patients
hospitalised in particular health care facilities [10, 11, 13].

In spite of some methodological differences which have
resulted from the adopted research perspective, certain simi-
larities and differences in the results may be identified. Reports,
including our results, show that there is a correlation between
the patients’ education and their awareness of their rights.
Patients with higher education demonstrated the greatest
degree of knowledge concerning their rights and responsi-
bilities [4, 10, 14]. When it comes to differences in compari-
son to other reports, our study did not confirm a correlation
between age and the level of knowledge of patient rights. Some
reports present such a correlation and show that an older age
correlates with a lower awareness of the rights they have [4].
The reason why such a correlation was not shown in our study
may be the non-representative nature of younger people, which
is typical of studies conducted with a CAWI technique.

Another important result of our research is the fact that
a correlation between the type of disease and the level of knowl-
edge of patient rights was shown. Those who suffered from
ontological diseases had the highest awareness of patient rights.

The final result which seems important to us is the corre-
lation between the fact that patients with a low awareness of
their rights are more likely to change their attending physicians
or terminate the treatment when a doctor gives them news
about an unfavourable diagnosis. This means that the knowl-
edge of patient rights may affect the patients’ engagement in
the therapeutic process or may be one of its expressions [15].

CONCLUSIONS

Based on the study which was conducted, it can be stated that:

¢ over /s of the patients had alow awareness of patient rights,

¢ most of the patients’ knowledge was at a moderate level,

¢ cancer patients have the highest level of knowledge concer-
ning their rights, compared to patients with other diseases,

e patients with higher education are more aware of their
rights,

¢ patients with a low level of awareness of patient rights are
more likely to change their attending physician or termi-
nate the treatment if they are given bad news by the doctor.
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