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Patients with rectal cancer are satisfied with in-hospital communication
despite insufficient information regarding treatment alternatives and
potential side-effects
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ABSTRACT
Aim: Patients with rectal cancer may undergo treatment such as surgery and (chemo)radiotherapy.
Before treatment, patients are informed of different options and possible side-effects. The aim of the
study was to evaluate the patients’ experience of communication with healthcare personnel at time of
diagnosis and after one year.
Method: A total of 1085 patients from Denmark and Sweden were included. They answered a detailed
questionnaire at diagnosis and at the one year follow-up. Clinical data were retrieved from national
quality registries.
Results: Response rates were 87% at baseline and 74% at one year. Overall the patients were very sat-
isfied with the communication with healthcare personnel. However, some patients reported insufficient
information regarding treatment options and possible side-effects. Only 32% (335/1050) and 24% (248/
1053), respectively, stated that they were informed about possible sexual and urinary dysfunction
before treatment.
Conclusions: Even though patients felt that they received insufficient information regarding side-
effects on sexual and urinary function, they were generally satisfied with the communication with the
healthcare personnel. Since overall satisfaction with the level of information was very high, it is unlikely
that further information to patients with rectal cancer in the surgical and oncological settings will
improve satisfaction with communication.
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Introduction

The current treatment for rectal cancer may include radio-
therapy, surgery and chemotherapy [1]. Which treatment that
will be offered to the patient is related to the tumour stage
and is often decided in a multidisciplinary conference involv-
ing surgeons, oncologists, pathologists and radiologists. In
the last decades, the patients have also been more actively
involved in the decision-making process [2].

The decision-making process consists of several items and
is an important part in the patient-centred communication
[3–6]. One important aspect is to exchange information with
the patient to facilitate shared decision-making. It has previ-
ously been shown that several anticipated benefits and
harms related to the planned treatment should be addressed
with patients newly diagnosed with rectal cancer [7,8]. Long-
term altered defecation patterns, long-term faecal incontin-
ence, erectile dysfunction, ejaculation disorder, vaginal dry-
ness, pain during intercourse and infertility were included
among the topics that both patients and clinicians agreed

upon should be addressed [9]. Most patients will experience
some of these significant side-effects of the treatment and it
may have an impact on the patients’ quality of life [10–13].
Other important side-effects are cognitive dysfunction after
chemotherapy [14] and after anaesthesia and surgery [15],
and peripheral neuropathy [16].

The primary aim of this study was to describe the patient-
reported experience of communication with healthcare per-
sonnel at the surgical clinic during the first year after rectal
cancer diagnosis. In addition, we wanted to describe the
communication regarding treatment alternatives and poten-
tial side-effects of the planned treatment at baseline, at time
of diagnosis, and at the one year follow-up.

Methods

The QoLiRECT (Quality of Life in RECTal cancer) patient
cohort consists of patients with rectal cancer, prospectively
included at 16 colorectal units in Denmark and Sweden, from
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2012 to 2015. Patients younger than 18 years and patients
who could not read or understand Swedish or Danish were
excluded. Questionnaires were administered to the patient at
four time-points: first at inclusion, when the patient had
been informed of the diagnosis and planned treatment, and
then after one, two and five years. The present analyses are
based on data collected at baseline and at the one year fol-
low-up as well as on clinical data from the Danish and
Swedish national quality registries.

The questionnaires were developed according to a well-
established method [17]. The baseline questionnaire included
questions based on semi-structured interviews with patients
that recently had been diagnosed with rectal cancer, but
had not begun the treatment. The questionnaire at the one
year follow-up included questions based on semi-structured
interviews with patients one year after they received the

rectal cancer diagnosis. During the semi-structured interviews
patients were asked to speak freely regarding their experi-
ence of their diagnosis, treatment and the time up to one
year after treatment and were asked supporting questions to
ascertain that the patients did not omit relevant topics.
A content analysis of the interviews was performed to clarify
themes of interest which could be used to construct ques-
tions using a ‘one problem – one question’ approach. The
questions were then face-to-face validated. The final ques-
tionnaire include questions specific to rectal cancer and
pre-validated questions used in other studies as well as the
EQ-5D-3L [18], and the 29-item Sense of Coherence scale
(SOC-29) [19]. Further details of the protocol and the devel-
opment of the study specific questionnaires have been
described previously [20].

Outcome measures

The objective was to describe the patient-reported experi-
ence on communication with healthcare personnel at the
surgical clinic during the first year after diagnosis. Both the
general communication and the communication regarding
potential side-effects of the treatments were assessed by sev-
eral questions. For example, the patients’ experience of the
communication with the physician at the surgical clinic was
assessed using the question Was the communication with the
physicians at the surgical clinic good? where the response cat-
egories were No, Yes, quiet and Yes, very at baseline and Not
applicable, Yes, No, and Neither yes nor no at the one year fol-
low-up. Regarding potential side-effects of treatments the
question at baseline was Have you and your physician talked
about the possible effects of the proposed treatment on the
urinary tract? at baseline, with response categories Yes and
No. The palliative patients’ experience of the communication
with the healthcare personnel was also described. All ques-
tions used in the analyses are presented in Supplement 1.

Table 1. Demographics and clinical data for patients in the QoLiRECT patient
cohort at baseline, after diagnosis prior to treatment.

Baseline
n¼ Missing

Number of patients 1.085
Agea 68 0
Sex, M:F 693:392 0
Quality of life (lower)b 734 (68) 10
Global HRQoL (EQ-5D VAS) (median, Q1;Q3) 79 (60;90) 87
In a relationship 796 (74) 11
University education (yes) 191 (18) 45
Occupation 17
Working 311 (29)
Retired 692 (65)
Unemployed 14 (1)
Sick-leave 51 (5)

Comorbidity (yes) 661 (61) 9
Depression (no) 895 (83) 12
Sense of coherence, mean (SD; range)c 158 (20; 85–203) 29
Negative intrusive thoughts (yes) 885 (83) 16
Palliative intention of treatment 73 (7) 0

Values in parenthesis are percentages.
aYears in median (range).
bGlobal quality of life according to a seven-point Likert scale, lower indi-
cates 1–4.
c29-Item Sense of Coherence scale (SOC-29).

Figure 1. Flow chart of patients included in the analyses at baseline and at the one year follow-up. Please note that 33 patients answered the questionnaire at the one
year follow-up, but not at baseline. One centre was excluded due to poor inclusion.

�
Baseline questionnaires were distributed after diagnosis, prior to start of treatment.
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Statistical methods

Patients’ experiences were summarized by number and per cent
in the different response categories and presented graphically.
Eligible patients are those who visited the surgical or onco-
logical clinic. Patients who had not visited a surgical or onco-
logical clinic, thus responding ‘Not applicable’, were not
included in the evaluation of the one year follow-up data.

Analysis of missing data was performed. Data were analysed
using IBM SPSS Statistics version 25 (SPSS Inc., Chicago, IL, USA).

Ethical aspects

The QoLiRECT-study was registered with ClinicalTrials.gov
(NCT01477229). The Ethical Review Board of Gothenburg

Table 2. Description of all the patients (n¼ 198) and a subgroup analysis of the patients with palliative treatment (n¼ 37) that answered the baseline question-
naire but did not answer the questionnaire at the one year follow-up.

All patients included at baseline Subgroup analysis of patients with palliative intention of treatment

Baseline
cohort

Drop out
at the

one year
follow-up

All patients
with palliative
intention of
treatment,
at baseline

Included
at one year
follow-up

Drop out
at the

one year
follow-up

n¼ Missing n¼ Missing n¼ Missing n¼ Missing n¼ Missing

Number of patients 1.085 198 73 36 37
Agea 68 (25–100) 0 71 (35–93) 0 70 (35–95) 0 68 (43–95) 0 70 (35–93) 0
Deceased, at one year follow-up 49 20 0
Sex, M:F 693:392 0 138:60 0 56:17 0 30:6 0 26:11 0
ASA gradeb 133 56 26 30
1 235 (26) 30 (21) 52 4 (24) 2 (20) 2 (29)
2 564 (59) 85 (58) 5 (29) 3 (30) 2 (29)
3-4 153 (16) 31 (21) 133 8 (47) 5 (50) 3 (43)
Pathologic UICC stagec 140 41 23 10 13
0 18 (2) 3 (2) 0 0 0
I 278 (29) 33 (21) 0 0 0
II 224 (24) 37 (24) 1 (2) 1 (4) 0
III 296 (31) 50 (32) 1 (2) 1 (4) 0
IV 129 (14) 34 (22) 48 (96) 24 (92) 24 (100)

Values in parenthesis are percentages.
aYears in median (range).
bAmerican Society of Anaesthesiology classification.
cUnion for International Cancer Control.

Figure 2. Descriptive data of the patients’ experience of the overall communication at the surgical clinic over time, by repeated measures. Black indicates baseline
(n¼ 1085) and grey (n¼ 920) the one year follow-up. �‘Neither yes nor no’ and ‘Do not know’ where only used as an answer alternative in the one year follow-up
questionnaire.
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approved the study, registration number 595-11, and the study
was approved by the Danish Data Protection Agency (2007-58-
0015/HEH.750.89.21). Permissions to use the EQ-5D-3L and
Sense of Coherence Scale (SOC-29) were obtained.

Results

By assessing external validity we found that patients in the
study cohort were one year younger, with somewhat less

comorbidity and slightly lower tumour stage than non-
included patients at the participating departments (Table 1)
[21]. Response rates for the questionnaires at baseline and at
the one year follow-up were 87% and 74%, respectively
(Figure 1). At the one year follow-up, 49 of the 198 non-res-
ponders were deceased (Table 2). Patients who answered the
baseline questionnaire, but not the one year follow-up ques-
tionnaire, had more comorbidity (reflected by higher ASA,
American Society of Anaesthesiology classification, grade)
and more often had a more advanced tumour stage (higher

Figure 3. Descriptive data of patients’ (n¼ 920) assessments of sufficient information regarding the specified subjects at the one year follow-up.
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Union for International Cancer Control, UICC, grade) than
patients who answered both (Table 2).

The rates of satisfaction were overall high and comparable
between baseline and the one year follow-up (Figures 2 and 3).
A majority of the patients reported that they felt that they
had received adequate information about chemotherapy;
however, some patients reported that they lacked informa-
tion regarding general treatment alternatives and side-effects
(31% and 44%, respectively) (Figure 3).

Among patients receiving chemotherapy, the majority
were satisfied with the information. However, few patients
experienced that they had been informed about possible
cognitive side-effects and peripheral neuropathy after

chemotherapy (Figure 4). In general, patients remembered
being well-informed about the possible side-effects on bowel
function of the planned treatment (Table 3). Few patients
stated that they remembered that they had talked with their
physician about how the planned treatment might affect the
urinary tract and sexual function (Table 3).

In general, patients with palliative treatment experienced
the communication at the oncological clinic as good (Table 4).
None of the patients responded ‘No’ to the questions stated
in Table 4. Before start of treatment 73 patients scheduled
for treatment with palliative intent were included, at the one
year follow-up 20 were deceased and 17 had not returned
the questionnaire, leaving 36 patients to be included in the
one year follow-up analyses.

Discussion

The results of our analyses suggest that patients with rectal
cancer experienced the communication with the healthcare
personnel as very good. But they did not recollect having
received sufficient information, as reported by themselves,
regarding alternative treatment options and potential side-
effects of the treatments.

In general, patients were very satisfied with the communi-
cation both at diagnosis and at the one year follow-up. This

Figure 4. Descriptive data of the patients’ assessments of the received information regarding potential side-effects of chemotherapy. Data were collected from the
questionnaire distributed one year after diagnosis.

Table 3. Descriptive data of number of patients that stated they talked with
their physician about the planned treatment’s possible effects on anatomy
and functionality.

Talked with their physician
about the planned treatment’s
possible effects on

Frequencies

Yes Total Missinga

The urinary tract 335 (32) 1050 35
Their sex life 248 (24) 1.053 32
The bowel function 725 (70) 1.035 50

Values in parenthesis are percentages. Data collected from the questionnaire
distributed at baseline, before start of treatment.
a1085 patients were included in the analysis at baseline. The number indicates
the patients that did not answer the specific question.
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is in contrast to previous studies reporting much more dissat-
isfaction with information and the possibility to ask questions
[22]. It is difficult to explain this difference, it is possible that
the fact that the time period in the earlier study including
patients almost 15 years prior to our study has had an
impact on the results. In general, medical education has
focussed more on developing communication skills in the
last two or three decades, and perhaps this influence the
results? However, this is merely a speculation. Still, in daily
clinical practice, insufficient information to patients with can-
cer seems to be a common phenomenon [7, 23, 24]. There
are ongoing efforts to improve information for patients with
rectal cancer to aid them in the decision-making process [25,
26]. However, in our study patients reported very good com-
munication even though they reported insufficient informa-
tion regarding urinary and sexual functional outcome after
treatment. Of course, this may be due to recall bias, but it
still did not affect the patients’ own experience of the com-
munication. Nevertheless, as patients reported somewhat
insufficient information regarding potential side-effects of the
planned treatment, additional pre-treatment information may
be a goal for future quality interventions to improve shared
decision-making. Shared decision-making is slowly being a
prerequisite in healthcare [6] and will probably be a patient
demand in the future. However, not all studies can show that
patients want to participate, and perhaps this can explain
that patients still reported a very high satisfaction level des-
pite these gaps of knowledge.

Previous studies have found that patients in palliative care
settings use various coping strategies to increase quality of
life and decrease depression and hopelessness [27]. In our
subgroup analysis of patients in our study treated with pallia-
tive intent we found that they were, in general, satisfied with
the overall communication at the oncological clinic.

The patients in this study were accrued from 16 hospitals in
two countries and were included regardless of tumour stage
and treatment plan, which contributes to the high external val-
idity of our results. We also had very high response rates.

There may be a selection bias regarding the subgroup of
patients with palliative intention of treatment, as patients
with lower functioning level may not have been able to com-
plete the extensive questionnaire. However, we lack informa-
tion on WHO (World Health Organization) performance status
of the patients.

The results of the study are of importance for the future
development of communication with patients who receive
information about the disease, the treatment and possible
side-effects. In recent years the concept of shared decision-
making has gained interest. It has mostly been emphasized
in situations where neither research nor clinical experience
indicates which treatment alternatives best serve the patient.
We do not claim to study shared decision-making, but it is
apparent that patients need to be properly informed to
make an informed decision. However, satisfaction did not
seem to correlate with the level of information.

In conclusion, our study implies that patients with rectal
cancer generally experience the contact and communication
with the healthcare personnel as very good. This is in contrast
to the findings of less adequate information regarding alterna-
tive treatment options and potential side-effects of the planned
treatment. However, if the patients are satisfied this might be
the most important outcome of patient-centred communication
regardless of exactly what the communication included.
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Table 4. Descriptive data of the patients with palliative care (n¼ 42) experience of the overall communication at the oncological clinic.

Frequencies

Yes No
Neither

yes nor no
Not

applicablea Total Missingb

Have you been treated well at the oncological clinic? 33 (89) 0 0 4 (11) 37 5
Do you experience that your concerns have been taken seriously at the oncological clinic? 34 (92) 0 0 3 (8) 37 5
Do you feel that you are in safe hands at the oncological clinic? 33 (92) 0 0 3 (8) 36 6
Did you dare to ask the questions you wanted at the oncological clinic? 33 (92) 0 0 3 (8) 36 6
Have you had the opportunity to ask the questions you wanted at the oncological clinic? 32 (91) 0 3 (9) 2 (6) 35 7
Have you experienced that the communication with the physicians at the oncological clinic was good? 30 (86) 0 3 (9) 2 (6) 35 7
Have you experienced that communication with the nurses at the oncological clinic was good? 34 (92) 0 0 3 (8) 37 5
Do you feel well-informed about your cancer and the treatment?c 33 (85) 0 0 3 (8) 39 3

Values in parenthesis are percentages.
aData were collected from the questionnaire distributed one year after diagnosis and only patients receiving treatment with palliative intent are presented.
b42 Patients were included in the analyses. The number in the column ‘missing’ indicates the number of patients that did not answer the specific question.
cAnswering alternatives for the question concerning the last question, well-informed about cancer, were ‘Yes’, ‘No’, ‘Neither yes nor no’ and ‘Do not know’.
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