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ABSTRACT

Introduction: Well-balanced communication between healthcare professionals and oncology patients is the first step
toward goals of caring for patients.

Aims: In constant aim to improve patient outcomes, we aspired to uncover shortcomings in communication between
healthcare professionals and patients suffering from lung cancer. An online survey of a non-probabilistic sample of
cancer patients from twelve countries of Central and Eastern Europe designed and implemented by the Croatian
Coalition of Associations in Healthcare.

Methods: 472 lung cancer subjects were selected from the sample of results from 2,460 Croatian participants in the study
from Oct. 2018. to Feb. 2019. Participants” sociodemographic and clinical characteristics, experience and communication
with healthcare professionals, key areas of inefficiency, psychological and social support were assessed. The analysis
included descriptive statistics and chi square to assess demographic differences.

Results: The study revealed four main results: (i) only a minority of the participants were satisfied with the
communication process, (ii) majority were not told that they could bring family member during delivering bad news, (iii)
there was a clear unmet need to have a discussion on the impact of cancer on day to day activities (iv) participants’
preferences indicate that the greatest improvement would be to perform all services at one place.

Conclusions: This study revealed that one of the leading problems in oncology care according to patients is the lack of
education and effective communication. Based on the obtained data, we conclude that there is a large space for
improvement in patient experience and communication.
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INTRODUCTION

The global cancer mortality rate has been steadily
declining from 1991. to 2017., resulting in an overall
decline of 29%, resulting in an estimated 2.9 million
fewer cancer deaths. Long-term reductions in mortality
rates are for the four leading cancers (lung, colorectal,
breast, prostate). Declines accelerated for lung cancer,
yet lung cancer still is expected to be most diagnosed in
men and women and it caused more deaths in 2017. than
breast, prostate, colorectal, and brain cancers combined.
The 5-year survival rate for lung cancer still remains in
the lowest range (19%). Low lung cancer survival rates
reflect the large proportion of patients (57%) diagnosed
with metastatic disease, for which the 5-year relative
survival rate is 5%. However, the 5-year survival rate for
localized stage disease is 57% (1).

Aside from the obvious clinical symptoms, patients
with lung cancer can suffer significant psychological
impacts (2), experiencing a greater level of distress than
that associated with other prevalent cancers, possibly
because of the poor prognosis of lung cancer (3). Well-
balanced = communication  between  healthcare
professionals (HCPs) and oncology patients is the first
step toward goals of caring for patients and increasing
daily efficiency as well as overcoming obstacles in
upcoming treatment and care. Effective communication
is linked to patient experience and it is the key
component which impacts patient satisfaction, safety,
pain control, adherence and clinical health outcomes (4).
During the past it was assumed that well-balanced
communication was an inborn quality of HCPs and that
there is no need for a formal education; now formal
curriculum for HCPs is focused more on quality, safety,
and patient experiences of care (5). Ineffective
communication still often goes undetected in many
healthcare settings, causing serious effects on health and
safety of patients. Data suggests that patients want more
involvement in their care, there is a clear need for active
involvement of patients in the decision-making process
(6). Transition from a paternalistic model to a model
based on informed shared decision-making (SDM) is
enabling implementation of integrative health care
delivery in the ethical way, preserving patient autonomy,
considering patient values and preferences and directing
toward improved health outcomes (7). SDM has been
proven to have beneficial effects on patient outcomes
such as patient satisfaction, well-being, and quality of life

(8).

Effective communication skills interfere with the
creation of patient-centred care, and there is a clear need

for HCPs communication skills training programs with
focus on psychosocial issues, especially for HCPs which
works with oncological patients (9). Both American and
European clinical guidelines (ASCO and ESMO)
recommend communication skills training for oncologists
and presents best practices for core communication skills
when clinicians are communicating with patients and their
loved ones about goals of care, prognosis, treatment
options, and end-of-life care (10, 11).

For every skill to be trained there is a need to find out
what are the needs and perspectives from the patients and
the lack of the specific skill in the healthcare system. In the
period from October 2018. to February 2019. Croatian
Coalition of Associations in Healthcare, designed and
implemented an international online survey on patient
experience during oncology treatment from twelve
countries of Central and Eastern Europe (CEE). An
interactive internet-based tool was used to gather free-text
and multiple-choice responses illustrating the views and
experiences of cancer patients. The study aimed to identify
the needs and perspectives of oncological patients during
the cancer treatment. In this paper we have focused on a
subpopulation of Croatian lung cancer patients. Aiming for
the best possible patient outcomes, we aspired to uncover
shortcomings in communication between HCPs and
patients suffering from lung cancer in order to provide
proposals for improvement in communication and lay
ground for improving patient experience.

METHODS

Study design, data collection and analysis, participants
From the initial questionnaire composed of 69 questions,
developed by the Croatian Coalition of Associations in
Healthcare, we have selected questions that we grouped to
reflect dimensions of patient experience, communication,
self-management and identification of area of
improvements. The dimensions of patient experience and
communication include experiences while receiving cancer
diagnosis, perceptions and the perceived impact of cancer
on their life including perceived support from HCPs,
family and colleagues from work, including thoughts and
feelings regarding dying and death. Series of questions
related to self-management included the care and impact of
cancer on their everyday life. Selected questions included
sociodemographic data (sex, age, place of residence,
working status), data on diagnosis, patient experience
(How did you feel when you got your diagnosis? Did the
staff discuss your diagnosis as if you were not there? Were
you told to bring a family member or a friend to a doctor
appointment? etc.) and communication (How many
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conversations did you have since the start of your
therapy? Was the plan of treatment explained to you?
Did you get the information on impact on your daily
activities? etc.). Also, open ended questions allowed for
suggestions on inefficiency of communication and
recommendations for improvement of patient care. Data
gathered were in the form of both open ended free text
responses to enable eliciting key experiences, thoughts
and feelings as well as fixed choices from a selection of
on-screen options. Apart from descriptive statistics,
more detailed insight was enabled using chi square test
where all of the differences of given values were analysed
on the level of 5% significance.

The initial online survey recruited 16,458 participants
from twelve countries of CEE via national patient
(oncology) associations. A total of 2,460 Croatian cancer
patients participated in the online survey, whereas in this
paper, we used the data based on the responses of 472
subjects with lung cancer. Recruitment of participants
was provided by patient associations who enrolled
participants over the phone or by providing links via
official web pages and national patient oncology

Table 1. Respondents demographics (N=472)

Demographics

Total respondents
Male

Female
Employment status
Fully employed
Part time employed
Unemployed

Sick leave

Retired

Other

Total

Patient experience

Sixty-five percent (n = 305/472) of respondents
had claimed that they had not been told they
could bring a family member or a friend with
them, and only part of them (24%) were told to
bring. Further, over half of the respondents
(54%) experienced that the way they were told
that they had cancer was

associations’ social media (Facebook). Inclusion criteria for
patients included confirmed cancer diagnosis and the
ability to access the internet.

RESULTS

Survey data was obtained from 472 espondents from
Croatia. Table 1. provides an overview of demographic of
study population, out of which there were 44% males and
56% females with average age of 61.55+7.18 years. The
youngest respondent was 43 years and the oldest one 82
years. Out of 472 respondents 42% respondents were
treated in only one city and most of them were treated in

the capitol Zagreb (32%).

N %
4n 100.0
206 44
266 56
121 5.6

6 13
n 153
89 18.9
165 35.0

19 4.0
4n 100.0

done sensitively and 25% experienced that it should
have done a lot more sensitively. In addition, there
were respondents saying that it could have been done
a bit more sensitively (21%). Experience of being
disconnected from decision making was expressed in
majority of respondents (65%) as it is presented in
Table 2.
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Table 2. Experience of being disconnected

Did groups of doctors and nurses talk in front of you as if you weren’t there? N %
Yes, often 28 59
Yes, sometimes 114 22
No 308 65.3
Don’t know / can’ remember 2 47
Total 472 100.0

There was a statistically significant difference (x (3) = 8.857, p = .031) among men and women, where women

experienced more disconnect than men.

Communication

When having communicated the treatment
options, majority of patients claimed that they
had had their treatment options explained to
some extent (40%), completely explained (29%)
and without any explanation at all (18%). For
this variable, we have found a statistically
significant difference in female respondents (X
(4) = 15.208, p = .004) and part of it might be
attributed to the assumption that these
respondents were more willing to communicate
per se.

In Croatia communication around the cancer
treatment plan should be a regular practice
which was claimed by 49% of patients, whereas
38% of patients were not communicated the
cancer plan. As part of the patients said they did
not understand what the cancer treatment plan
was at all (13%) we

could not have concluded whether it was
communicated to them or not. A very important part of
the treatment plan is communication about the side
effects which should be provided. The majority of
patients remember they were explained in a way they
could understand (27% were sure of it and 41% claimed
that it was explained to some extent and still part of the
patients claimed that no side effects were explained at

all (28%).

Communicating about impact of cancer on day to day
activities

Series of questions related to self-management included

the care and impact of cancer on their everyday life.

There was a clear unmet need to have a discussion on

the impact of cancer on day to day activities (see Table

3.).

Table 3. Communicating about impact of cancer on day to day activities

Did hospital staff discuss with you or give you information about the impact cancer could have on your day to day

activities
Yes
No, but I would have liked a discussion or information

It was not necessary / relevant to me
Don’t know / can’t remember
Total

N %
131 218
251 54.4
16 16.1
8 17
4n 100.0
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Nonclinical care and support given during

treatment
Part of the nonclinical care and support given
during treatment was covered asking the

respondents whether they were worried about
their condition or treatment after discharge and
most of them (64%) were not given any contact
unlike 32% who stated they were given the contact
if worried. When asked whether they found
someone among the hospital staff to talk to about
their worries and fears, the respondents’ answers

were split in half; half of them did not find (51%)
and the other part did find (48%). From this
question it is not clear how these results correlate
to the actual fact that they did search for someone
to talk to. As for the information on the support
from health or social services (district nurses,
home helps, psychological support) again over half
of them (57%) responded that there was not
enough care or support and only small part of
respondents (6%) had been given the care or at
least to some extent (17%) (see Table 4.).

Table 4. Nonclinical care and support given during treatment

During your cancer treatment, and once your cancer treatment finished, were you given enough care and support from
health or social services (for example, district nurses, home helps, psychological support)?

Yes, definitely

Yes, to some extent

No

I did not need help from health or social services

Total

Patients' views on oncology treatment and
health care

To be able to identify key points where the care
and treatment may improve, the respondents
were asked where they had felt the highest rate
of inefficiency. They were offered 10 options
and they could select all that applied to them.

N %
28 59
80 16.9
2 574
83 17.6
462 919

Largest share of respondents felt that highest
inefficiency was in communication among different
HCPs involved in their cancer care (46.2%). As a
confirmation that communication is the issue that
should be pinpointed, the smallest share of
respondents felt there was an issue with their
treatment (see Table 5.).
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Table 5. Inefficiencies in care and treatment

During the whole of your cancer care and treatment, where do you feel there was most inefficiency?

My initial cancer diagnosis

Getting the right treatment for my cancer
Dealing with ongoing side effects

Dealing with the financial implications
Dealing with the psychological impacts

Access to patient support groups

The opportunity to take part in clinical trials

Supportive therapy

Palliative care
Communications between different people involved in your cancer care

When asked to express how the decision
making related to their diagnosis could be
improved there was an option to select three
out of four options. Most of the respondents
felt that the greatest improvement would be to

Table 6. Improvement proposals

By doing everything in one healthcare institution
By multidisciplinary team coordinated by one person
Shorter period of waiting for the results

The way my diagnosis is communicated

14

83
m

16

19

10

12

10

2

%
305

17.6
36.2

341

40.7

25

269

AR

127
46.2

perform all services at one place well as to have
a multidisciplinary team. In this question it seems that

patient’s value more the

of their diagnosis (see Table 6.).

organization
management of care rather than the communication

288
267
222

85

61.0
56.6
410
18.0

and
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DISCUSSION

Patients experience in delivering bad news reflects how
will they adjust to diagnosis and treatment. An
inappropriate way of communicating with the patient
can have a huge impact on the way they perceive their
disease, it can also influence whether they quit or
continue the medical treatment (12). Patients differ in
what information they want and how they want to
receive it. Many oncological patients reported differences
in receiving information between requested and
realization. In one study 42.3% of the patients stated that
it is not possible to make important decisions during the
first bad-news discussion and 50.2% wished to have a
second talk, preferably accompanied by a relative or
loved one, there was lower patient satisfaction in the way
bad news were communicated, only 46.1% were satisfied
with disclosure process of their cancer diagnosis. Only 46
percent of patients were satisfied with the
communication regarding addressing emotions and in
only 41 percent of cases were given a clear explanation of
the diagnosis from their provider (13). In our study, 65%
of respondents reported they didn’t know that they could
bring a relative or loved one during the first bad-news
discussion. Experience of being disconnected from
decision making was expressed in majority of
respondents (65%), there was a statistically significant
difference among men and women, where women
experienced more disconnect than men.

Shared decision-making (SDM )is a strategy to facilitate
patient-centered care and is increasingly important in
oncology, where patients are faced with complicated
treatment decisions that require them to weigh efficacy
and safety, quality of life, and cost (14). In one study,
patients with early stage non-small cell lung cancer
reported a lack of knowledge about the advantages and
disadvantages of treatment options, however, 74% still
felt they were sufficiently involved in decision-making
(15). Majority of our patients had their treatment
options explained to some extent (40%), completely
explained (29%) and without any explanation at all
(18%); (38%) of patients were without any explanation at
all about their cancer treatment plan and (28%) did not
have any of therapy side effects explained at all. With
advances in treatments among patients with lung cancer,
it is increasingly important to understand patients’
values and preferences to facilitate shared decision
making (16). In one a systematic literature review of
patient perspective of SDM in oncology care, three
consistent themes of barriers to SDM emerged across the
studies, including uncertainty or lack of consensus in the

treatment decision, patient concern regarding adverse
effects, and poor physician communication (14).
Ineffective communication can increase patients' level of
anxiety and displeasure with care; lack of therapy
compliance and poorer quality of life (17). In a study of
1,193 patients with metastatic lung and colorectal cancer,
69 percent of those with lung cancer did not report
understanding that chemotherapy was not at all likely to
cure their cancer (18). Communication between healthcare
professional and patients’ needs to be focused on providing
information’s about prognosis prior to commending to
treatment, check patients understanding, provide an
opportunity to ask questions and explaining medical terms.
Self-management (SM) defined as a person's ability to
manage the symptoms and the consequences of living with
a chronic condition, including treatment, physical, social
and lifestyle changes. SM as a model of cancer care that
involves providers forming partnerships with patients and
families. These partnerships enable and empower patients
and families to achieve their own goals of care at all phases
along the cancer-care continuum (19).The role of nurses in
delivering SM interventions with positive outcomes has
been confirmed in one study were standard nursing
intervention protocol has been delivered by advanced
practice oncology nurses on older post-surgical cancer
patients’ physical, functional, emotional, and psychological
recovery in the home setting. SM interventions
significantly reduced uncertainty in the intervention group;
the intervention sub-group that received additional
psychological support showed significant improvement in
mental and physical QOL, less uncertainty, and less
symptom distress (20). Oncology patients report negative
feelings and experiences associated with certain clinician
behaviours such as giving inadequate information, rushing
the patient for a treatment decision, and not addressing
patients’ feelings about the news (21). In our study, most of
the patients didn’t receive adequate information were and
whom to address when they feel worried or in fear; (64%)
were not given any information to whom to address and
only 32% stated they receive adequate information. Only
(51%) respondents found someone among the hospital
staff to talk to about their worries and fears. Patient
satisfaction with provided services was low, only (57%)
responded stated that there was not enough care or support
from HCPs (see Table 4.). There was a clear unmet need to
have a discussion on the impact of cancer on daily lives
(54.4% had no discussion). Studies shown when clinicians
express concern about patient feelings at the time
delivering bad news, perception about their disease,
problems and impact of illness on daily lives there were
significantly less level of anxiety, greater satisfaction and
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treatment compliance (22).

Oncology patients want emotional support from
physicians (23), their caregivers involved in their care
(24), accessible information sharing, and to participate in
the decision-making during their cancer treatment (9).
Patient well-being is higher when teamwork is improved
between nurses and physicians (6). Healthcare
professional empathic communication is associated with
higher rates of patients’ satisfaction and lower levels of
psychological distress (25). Largest share of respondents
in our study felt the highest inefficiency was in
communication among HCPs involved in their cancer
care (46.2%), dealing with the psychological impacts
(40.7%) and with ongoing side effects (36.2%). Patients
propose improvements by doing everything in one
healthcare institution (61%), multidisciplinary team
coordinated by one person (56.6%), shorter period of
waiting for the results (47%) and the way diagnosis is
communicated with them (18%). It seems that patient’s
value more the organization and management of care
rather than the communication of their diagnosis (see
Table 6.).

CONCLUSIONS

In conclusion, this study adds to the current
understanding on the importance of patient experience
and effective bidirectional communication. Results from
this survey on lung cancer patient experience that there
is a large room for improvement in this area. Only a
minority of the asked cancer patients were satistied with
the communication process and the way the treatment
and side effects were communicated to them. Overall,
this study adds to current understanding, to build
therapeutic alliance between healthcare professionals
and patients it is necessary to achieve effective
communication. Oncology patients need
communication that allows them to feel guided, build
trust, and sustain hope. Effective communication skills
in healthcare sector are essential for patient experience
and essential for the overall quality and safety care.
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