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Purpose. Treatment of late complications is not systematically provided in Denmark. We therefore established a clinic to treat
patients’ late complications. With this study, we wanted to explore patients” experiences with treatment and care in such a clinic,
including their recommendations for the future organization and structure of the clinic. Methods. We conducted a qualitative
semistructured interview study with 14 patients who had attended a late complication clinic after treatment for colorectal or anal
cancer. We used a descriptive approach to describe the patients’ experiences. Results. We found four major categories: (1)
benefitting from the late complication clinic, (2) confusion about which clinic they attended, (3) recommendations for the future
of the clinic, and (4) preparation and delivery of the consultations. Patients benefitted from attending the late complication clinic,
and some experienced complete relief from symptoms. Others did not, but they gained hope that they might be able to receive
treatment in the future. Patients wished for more information about late complications, preferring that the most common
symptoms were described along with patient-friendly treatment options. The patients were satisfied with telephone consultations,
as they were easy to fit into a daily schedule, and patients found it easy to express themselves openly. Conclusions. Patients were
satisfied with the late complication clinic as they felt it gave them a safety net. For the future, patients recommended provision of
more information about late complications and possible treatments.

1. Introduction

Colorectal cancer is one of the most common cancer types in
the world with 1.93 million new cases worldwide every year[1].
The survival rates are quite good; for colon cancer, the five-year
survival rate is 65-73%, and for rectum cancer, it is 73% [2, 3].
The worldwide incidence of anal cancer is much lower with
50,000 new cases every year, and the five-year survival rate is
66% [1]. During the last years, it has become common
knowledge to the clinical community that late complications
after treatment for colorectal and anal cancer are frequent
[2-8]. However, well-established clinics as well as treatment

options for late complications based on scientific evidence are
scarce [8, 9]. In our surgical department, at a tertiary university
hospital, we established a nurse-led clinic for handling late
complications after colorectal and anal cancer treatment. In the
clinic, we identify and treat late complications based on
treatment guidelines developed specifically for the most
common symptoms seen in the clinic.

To optimize the treatment of patients with late compli-
cations, this study aimed to explore patients’ experiences with
treatment and care for late complications in the clinic. We
also wanted to gain insight into patients’ recommendations
for the future organization and structure of the clinic.
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2. Methods

This study is reported according to the Consolidated Criteria
for Reporting Qualitative Research guidelines (COREQ)
[10], and to ensure credibility, transferability, dependability,
and confirmability [11], we have detailed the methodological
steps of the study, from the planning of the study to writing
up of findings.

2.1. Design. We performed a qualitative semistructured
interview study with a descriptive approach focusing on
patients’ perceptions and experiences related to the pro-
vision of treatment in the late complication clinic. The in-
terviews were guided by a semistructured interview guide
based on a thorough literature search and discussions among
clinicians involved in the development of the late compli-
cation clinic. It covered experiences in the clinic including
use of validated e-PROMS [12], treatment by the nurse or the
doctor, effect of attending the clinic, and patients’ recom-
mendations for improving the setup in such a clinic, in-
cluding suggestions for future development of the
organizational structure. The study was exploratory, guided
by focused questions, and respectful probing of answers
given by the participants, especially answers that we found
surprising. In consistency with an exploratory approach, the
interviews began with broad and open questions to allow
participants to become accustomed to the situation so they
would fully articulate their experiences [13]. Subsequently,
the semistructured interview guide with open-ended ques-
tions was applied to direct the dialogue [14, 15].

2.2. Participant Selection and Setting. All participants were
patients in an out-patient clinic for late complications after
treatment for colorectal or anal cancer. All patients in our
department undergoing surgery for colorectal and anal
cancer after October 2019 were invited to attend our late
complication clinic three months after surgery. The patients
were invited digitally through patients’ personal secure
electronic mailbox [16]. They were asked to fill out patient
reported outcome measures (PROMs) concerning various
symptoms of late complications, and if they wanted, they
could indicate whether they wished to be contacted by the
clinic by phone. Patients who had surgery before October
2019 or who only had oncological treatment could be re-
ferred to the late complication clinic by other clinicians.
These patients were also asked to fill out a PROM prior to
visiting our clinic. The inclusion of patients in the study was
based on principles of purposeful sampling [17], and pa-
tients were selected according to gender, symptoms, age, and
number of contacts with the clinic. Moreover, all patients
were over 18 years old, able to communicate sufficiently in
Danish, and willing to participate in an interview session
about their experiences in the late complication clinic. All
patients were recruited while in the late complication, clinic
attending a consultation. All patients were included after
informed consent. Information about the interview was
given either by telephone or by electronic communication to
the patient’s personal secure electronic mailbox [16]. All
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patients were informed about anonymity and confidenti-
ality, and it was underlined that participation was voluntary
and that they could withdraw from the study with no
consequence for their future treatment in the clinic. We
included 15 patients, but one patient withdrew consent
before the interview because he did not have the time to
participate leaving 14 patients for data analysis. All partic-
ipants were at home while the interviews were conducted.
The interviews were in Danish by telephone and recorded in
order to counter problems related to the COVID-19
pandemic.

2.3. Data Collection and Data Analysis. The interviews were
conducted by two interviewers MLH (RN) and TT (RN),
who did not have prior knowledge of the patients and had no
clinical connection to the late complication clinic. This was
done to avoid positive or negative feedback influencing the
interviewers and thereby outcome of the interviews. The
number of participants was guided by the principle of data
saturation, which in this study was assessed during the
conduct of interviews as well as during the analysis of data
[18]. As such, agreement on data saturation was reached
through a reflective process in the research group and was
obtained when all experienced data became redundant. All
interviews were performed from June 2021 to August 2021,
and the interviews had a median duration of 30 minutes
(range 18-49 minutes).

The interviews were transcribed in full by a secretary [19]
and analyzed using qualitative content analysis [20], and
there was no field notes conducted. The inductive analysis
was done in a parallel process by two researchers BTO (MD)
and MA (MD) with the final analysis using a joint document
in Word. Some categories were though predetermined from
the interview guide. The full text transcripts were read, and
notes and headings were written in the text while reading it
to systematically organize and compare the interpretation
from the two researchers. From these notes and headings,
initial categories were identified. We reduced the number of
categories by collapsing those that were similar into broader
higher-order categories, and in Table 1, we present an ex-
ample of the structural analysis. Both interviewers and re-
searchers met to discuss the major findings and agreed on
the final categories. There was no feedback from the par-
ticipants after interpretation of the interviews.

The study was approved by the Danish Data Protection
Agency (P-2021-31) and was exempt from approval from the
Committee of Health Research Ethics (Journal-no.: H-
21020718). The study was done in full accordance with the
Helsinki declaration [21].

3. Results

We included 15 patients, but one patient withdrew consent
before the interview because he did not have the time to
participate leaving 14 patients for data analysis. All in-
terviews were performed from June 2021 to August 2021,
and the interviews had a median duration of 30 minutes
(range 18-49 minutes). The patients represented different
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symptoms, age groups, and genders (Table 2). Four major
categories emerged as follows: (1) benefitting from the late
complication clinic, (2) confusion about which clinic they
attended, (3) recommendations for the future of the clinic,
and (4) preparation and delivery of the consultations.
Categories 1, 4, and partly 3 were predetermined from the
interview guide, and categories 2 and partly 3 emerged from
the inductive content analysis. (Figure 1). Participants’
quotes are presented in Table 3.

3.1. Benefitting from the Late Complication Clinic

3.1.1. Professional Staff. The patients experienced the staff as
professional and with excellent communication skills,
proficient dissemination of knowledge, good at asking
questions, and they welcomed all questions-even the
strangest ones as a participant formulated it. Patients were
able to prioritize their problems while in the clinic. The
patients described having different experiences with the one
surgeon and two specialized nurses dedicated to manning
the clinic. Some patients were very happy to talk with the
surgeon during the first consultation while others experi-
enced that the surgeon’s guidance did not work, and they
were happier with guidance from the nurses.

Some perceived they were discharged from late com-
plication clinic prematurely and felt rejected by the staff.
They wanted a future appointment in the clinic instead of
merely the possibility to contact the clinic by telephone if
they experienced symptom relapse or new symptoms.
Surprisingly, some patients expressed that they had not been
informed that they could always call the clinic if needed.

3.1.2. Symptoms Were Reduced for Most Patients after They
Had Attended the Late Complication Clinic. Most patients
felt benefit from attending the late complication clinic. They
primarily received help with stool problems, which eased
their everyday living. Common stool problems were di-
arrhea or fecal incontinence which was addressed by medical
advice and general advice about food intake and toilet habits.
The patients had two different observations regarding how
they were informed about treatment options. Some expe-
rienced they were informed precisely about dosage of
medications and provided with a detailed treatment guide.
They also learned that there were alternative options if the
first treatment did not work. Others felt they had to im-
provise and find the correct dosage of medicine through
a “trial and error” process. Thus, they wished for more
concrete advice.

Many patients were experienced in taking stool regu-
lation medicine prior to their contact with the late com-
plication clinic. Despite this, they described how they were
first able to identify the appropriate dose after being guided
and titrated by the staff in the clinic.

Patients who had no effect of treatment from the clinic
expressed that although they were not relieved of their stool
problems they were helped in other ways, which reduced
challenges in their daily life. Some expressed that they had
received dietary advice that although it did not help patients
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fully, it nevertheless contributed to some symptom relief.
Patients anticipated that, hopefully, at some point the advice
would help them, or a new effective treatment would emerge.

Some patients had the perception that the clinic only
took care of bowel symptoms, and they therefore refrained
from asking for help for other symptoms. However, other
patients described they were helped with other symptoms as
well, for example, erectile dysfunction.

3.1.3. Experiences with the Concept of a Late Complication
Clinic. The patients’ experiences with the late complication
clinic were diverse. Many patients were delighted with the
clinic since the majority had managed on their own for
a long period of time without knowing where they could get
help before they were referred to the late complication clinic.
Others had so many offers and appointments at the hospital
that it was difficult for them to discern if they were in the late
complication clinic or in the ordinary cancer control pro-
gram. Regardless of this, they declared they were satisfied
with either clinic they attended.

Generally, the patients expressed that they felt very se-
cure knowing they had the late complication clinic as
a backup. This sensation of feeling secure was expressed in
different ways: they were not forgotten, and they appreciated
that somebody would help them if needed. Moreover, pa-
tients were glad to be in any new project, and they were
willing to do something extra if they could contribute to
science. Additionally, they had a feeling of better in-
formation and getting better service with more consultations
when they were in a project.

3.2. Confusion about Which Clinic the Patient Attended

3.2.1. How the Patients Got in Contact with the Clinic.
Not all participants were aware that they attended a late
complication clinic, as it was difficult for some patients to
differentiate between the various out-patient clinics they
attended in the hospital care system. Some patients answered
that they did not know what the interviewer meant about
a late complication clinic. Other patients knew exactly what
the late complication clinic was and how they got help there.
There were diverse points of entry into the clinic and
subsequently quite different perceptions of how they came
into the clinic. Patients who were referred to the late
complication clinic by the oncologist knew when and how
they came into the clinic contrary to patients who were
referred immediately after surgery. The latter were invited
through ePROMs according to the current point of entry set
up for the clinic. Interestingly, one participant was con-
vinced that he or she had never been to the clinic. In general,
the patients found it difficult to find information about the
clinic on the hospital’s website.

3.3. Recommendations for the Future Clinic

3.3.1. General Recommendations. All patients expressed the
need to be referred to a late complication clinic after
treatment for colorectal and anal cancer. Either they wished
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TaBLE 2: Demographics.
X Number of
ID number Gender Age Cancer form Symptoms contacts™™
1 Male 59 Rectum cancer Stool 3
2 Male 65 Colon caner Stool 2
3 Male 58 Colon cancer Psycho-social 1
4 Female 75 Anal cancer Stool, urine 2
5 Female 73 Colon cancer Stool 1
6 Female 55 Colon cancer Urine, psycho-social 1
7 Male 59 Rectum cancer Stool 4
8 Male 74 Colon cancer Stool, psycho-social 3
9 Male 56 Anal cancer Stool, psycho-social 6
10 Male 76 Rectum cancer Stoll, urine, sexual, psycho-social 6
11 Male 52 Rectum cancer Stool, sexual 2
12 Female 60 Rectum cancer Stool 4
13 Male 70 Rectum cancer Stool 2
14 Female 42 Anal cancer Stool 3

Demographics of participants in the interview study. *Symptoms refer to which late complications the patient present in the clinic. Stool means stool
dysfunction, urine means urine dysfunction, sexual means sexual dysfunction, and psycho-social means psycho-social distress in a broad meaning. **Number
of contacts refers to how many consultations the patient had in the clinic on the time for the interview. ID number 3 dropped out before the interviews were
performed leaving 14 patients for data analysis.

(i) Professional staff

Benefitting from the

late complication
clinic

Confusion about

(ii) Symptoms were reduced for most patients after they had attended the late
complication clinic
(iii) Experiences with the concept of a late complication clinic

which clinic they (i) How the patients got in contact with the clinic

attended

Recommendations for (i) General recommendations

the future of the clinic (ii) Gender specific recommendations

Preparation and )
delivery of the
consultations

Consultations by telephone
(ii) Experiences with ePROMS

FIGURE 1: Main categories and subcategories for patients’ experiences with the late complication clinic.

to be connected immediately after initial treatment or
3-6 months after. If they were referred to the clinic right
after treatment, they would expect counseling from the
beginning about which complications and symptoms were
most common. They would feel very secure due to the
contact with the clinic. Notably, patients underlined the
importance of getting help at the outset of treatment in order
to avoid developing bad habits or inventing self-made
strategies to treat late complications. Others argued that if
they were seen before three months, they would not have late
complications yet. Some thought there were already too

many adjustments to deal with, in the patient’s life right after
treatment, and they would not be ready to attend a new clinic
at that point.

All patients were asked if they would attend an in-
formation session with other patients about late complica-
tions if that was possible. Most patients would like contact
with other patients, but the majority of the patients preferred
small groups with 2-3 participants who had undergone the
same kind of surgery and who had similar late complica-
tions. Yet, others had a good experience with the patient
education they had attended before surgery. This education
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normally entailed education of 10-15 patients about what to
expect at the time of admission and surgery. The patients
expressed they would like a similar set-up concerning late
complications and treatment options. Among the patients
who would opt to attend an information session, most said
they would not actively partake in an open discussion or
information session about taboo subjects such as stool
problems.

Several patients recommended more information ma-
terial to be available either as a brochure or on the hospital’s
website. They wished for information about the most
common late complications such as how long time the
symptoms would persist, dietary advice, and treatment
options that the patient could start up on their own. Patients
also wanted us to share general advice from other patients
even though they knew that such advice was not necessarily
evidence based.

3.3.2. Gender Specific Recommendations. Most of the men
pointed out that they thought they would benefit from offers
directed to the male gender. It was not specified what they
exactly wanted, but they mentioned more concrete advice
and information. They would prefer that more information
was separated by gender and more men than women were
willing to help other men through peer support in the future.
More men pointed out that they had some challenges with
expressing themselves about feelings and worries. Some
found that a problem and some did not. More men
expressed they felt afflicted on their pride or masculinity
because of the late complications they suffered from, and no
women expressed that.

3.4. Preparation and Delivery of the Consultations

3.4.1. Consultations by Telephone. Almost all consultations
in the late complication clinic were conducted by telephone.
Most patients appreciated this because it was practical when
they lived far away from the hospital, it eliminated time for
transport, and it was easier to fit into everyday life with a job
and other activities. Some patients preferred face-to-face
contact because they wanted to know the staft better and
because it was easier to bring a relative to a face-to-face
consultation. However, the patients who preferred physical
contact also accepted telephone consultations. Some patients
even announced that they favored telephone consultations
over video consultations. In general, patients found it easy to
express themselves over the telephone.

3.4.2. Experiences with ePROMS. All patients filled out
ePROMs before they came to the clinic, and they had no
problem in answering the questions. Almost all patients
mentioned that there were many questions. For the vast
majority, it was not a problem, and they understood that we
needed to ask many questions to cover the subject and to
contribute to research. Patients experienced a positive re-
flection of their situation with symptoms of late compli-
cations while answering the questions. A few well-educated

patients were worried that the questions were too many and
too difficult to answer for patients with lower educational
levels. Some patients missed more purposeful questions
about psychiatric reactions and lifestyles habits.

4. Discussion

Patients were very satisfied with the existence of a late
complication clinic. With this clinic, the patients had
a safety net, and they could always contact the clinic if they
were in doubt or insecure about symptoms or treatment.
Furthermore, they felt that the staff was professional.
When asking patients about possible future directions for
the clinic, they opted for much more information about
any aspect of survivorship after colorectal and anal cancer.
Furthermore, they wanted different and more in-
dividualized ways of communicating with the staff. Pa-
tients were positive about telephone consultations
because they were time saving and they felt they could
express themselves more freely. In addition, the patients
with late complications after colorectal and anal cancer
often have stool incontinence, and for them, it must be
easier to attend a consultation from home near to the
toilet instead of spending time on transport and waiting in
the outpatient clinic with the risk of stool accidents.

Both patients who had good effect of treatment but also
patients with some or no effect were satisfied with the clinic.
We find this interesting, and it suggests that patients who
have undergone cancer treatment accept that they may have
irreversible late complications. Possibly, patients feel they
have been threatened on their life owing to the cancer and
are therefore thankful that they survived and are thereby
willing to accept late complications. Others with the same
perception of survival could notoriously decide to have
a more positive view of life, as a reaction to getting a second
chance in life. Another aspect is that more patients had
symptoms for a longer period before they attended the late
complication clinic. Upon meeting healthcare professionals
who listened to their problems and helped them without
giving up on them, they became hopeful for the future, and
this itself could make them more satisfied even though they
still experienced symptoms.

All the patients who attended the late complication clinic
filled out an ePROM. In this interview study, patients un-
derstood and were willing to answer many questions to
contribute to research. The patients also experienced that the
questions enhanced their own understanding of symptoms
and helped them prepare for the consultation in the clinic.
As clinicians, we used the ePROMs actively in our con-
sultation, finding them very helpful for guiding the con-
sultation. Patients were prepared to prioritize problems, and
we found it much easier to talk about taboo subjects such as
stool incontinence and sexual dysfunction because both the
patient and clinician had been through the ePROM before
the consultation. These findings fit with another study in-
vestigating the benefits and barriers to the use of PROs [21].
Furthermore, this study focused on barriers and found it
time-consuming for the patients and healthcare providers to
use PROs.



Patients had different views on the optimal timing of
when to attend the late complication clinic. This is not
surprising, as patients may have different perceptions of
what have happened during treatment, and they may have
different late complications despite having had the same
disease and initial treatment. Furthermore, it seems that
some complications after treatment for cancer may regress
during the first 3-6 months, e.g., acute cutaneous reactions
after radiation therapy [22] and neuropathy after chemo-
therapy [23]. Other complications are advantageously
treated from the beginning to get the best results, e.g.,
erectile dysfunction [24]. Other symptoms are not yet fully
investigated, e.g., bowel symptoms, but it seems that stool
problems do not regress without intervention, at least after
right-sided colon resection [5]. The optimal time for initi-
ation of intervention for late complications is therefore not
clear but should be something between 14days and
6 months after surgery.

Several patients had difficulty distinguishing between
the late complication clinic and the ordinary out-patient
clinic for follow-up after cancer. Patients who came to the
clinic months or years after cancer treatment were very
much aware of what the late complication clinic was.
However, patients who were automatically enrolled in the
clinic close to their cancer treatment were less aware of
which clinic they attended. Cancer treatment is complex,
and so is the follow-up. Therefore, it is understandable
that patients become confused about different clinics and
different offers [25].

Strengths of this qualitative study were that we aimed at
a high degree of quality and to ensure credibility we involved
the staff in the late complication clinic to confirm the in-
terview guide was in accordance with the daily work in the
clinic. All participants were informed that the interviews were
anonymous, and they could withdraw consent at any point.
Furthermore, the participants were informed that the in-
terviewer did not work in the late complication clinic, and
they could talk freely of any experiences they had had. The
results are likely transferable to other clinics and patients since
patients are treated similarly for colorectal and anal cancer
with surgery and or chemo-radiation therapy in most parts of
the world. We collected data using telephone interviews, and
this has been described as an advantageous method within
qualitative research due to the ease of access to the patients
and thereby possibility to prevent dropouts [26], and it might
even facilitate disclosure of sensitive information [27].
Moreover, we used recognized methods in the study design.
Furthermore, we included patients according to different
ages, gender, symptoms, and number of contacts to the clinic.
This contributed to a broad representation of the patients in
the late complication clinic (Table 1).

Limitations of this qualitative study include lack of
a more explorative interview for certain subjects, for ex-
ample, why patients would not actively partake in an open
discussion during an information session and what it would
take to partake in an open discussion. It would also be
interesting to further explore gender differences, e.g., what
men lacked in the late complication clinic and what they
would recommend for the future clinic. Unfortunately, this
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was not clear to the study group before completion of the
analyses and writing of the final results.

In this study, we only used telephone interview. We had
considered using focus group interviews, which could have
contributed to other aspects of the topic, because the in-
teraction in a group can open up discussions and make
participants see issues from other angles. Unfortunately, the
interviews were conducted during the COVID-19 pandemic,
and focus group interviews were not an option.

Patients were confused about which clinic they attended
and what help they could get, and they also lacked in-
formation about late complications either from brochures or
websites. In our clinic, we want to unfold these aspects. One
way to achieve this could be better decision-making tools to
help the patients prioritize problems and options according
to what they experience and feel and not according to what
they think a specific clinic can or cannot offer. Additionally,
the patients need information, and it is important to direct
this to the platforms patients use.

5. Conclusion

Patients treated for colorectal and anal cancer can get
symptom relief of late complications when they attend
a clinic with focus on other things than only recurrence of
cancer. Patients who only are followed up in a traditionally
way with focus on recurrence are in risk of having late
complications that are not addressed and thereby not treated
by healthcare professionals.
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