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Abstract

Purpose The aim of this study was to determine the prevalence of distress and unmet supportive care needs in post-treatment
colorectal cancer (CRC) survivors. Also, to explore the association between both variables and to identify potential associ-
ated sociodemographic and cancer-related risk factors.

Methods A cross-sectional study of 200 CRC survivors who at least 1 month before had completed the primary treatment
for CRC was conducted. The Brief Symptom Inventory-18 (BSI-18) and the Spanish version of Cancer Survivors’ Unmet
Needs (S-CaSUN) were used.

Results One in five CRC survivors showed clinical distress and 86% expressed at least one unmet need. Distress was posi-
tively associated with the prevalence of needs in all domains. All comprehensive care and information needs were expressed
by at least 20% of survivors and some by more than 50%. Other needs also mentioned by 20% of survivors were financial
support, ongoing case manager, and concerns about cancer recurrence. The risk factors associated were lower socioeconomic
status, younger age, and a primary treatment that includes more than surgery.

Conclusions The findings highlight the relevance of extending psychosocial care beyond the CRC primary medical treatment.
A person-centered approach that addresses informational, emotional, social, and physical needs can increase satisfaction
with care and also prevent psychological morbidity in CRC survivors.

Keywords CRC survivorship - Emotional distress - Supportive care needs - Cancer Survivors Unmet Needs measure -
Psycho-oncology

Introduction late physical effects, such as pain, cognitive impairment, and

fatigue [2, 3] in conjunction with psychological, social, and

The steady increase in cancer survival imposes a perspective
in which it is critical to determine how well people can be
expected to live from the diagnosis onward [1]. Frequently,
people who have survived cancer experience long-term and

P< Paula Martinez
paula.martinezl @campusviu.es

Department of Personality, Assessment and Psychological
Treatments, Universitat de Valéncia, Valencia, Spain

Area of Health Sciences, Valencian International University,
46002 Valencia, Spain

Asociacion Carena, Valencia, Spain

Medical Oncology Unit, Hospital Universitario Dr. Peset,
Valencia, Spain

Medical Oncology Department, Instituto de Investigacion
Sanitaria INCLIVA, University of Valencia, Valencia, Spain

financial difficulties: fear of recurrence; trouble in reassum-
ing family, work, and social roles, and issues surrounding
employment [4]. Because of these challenges, cancer survi-
vors are at high risk for distress or psychological morbidity
[5]. Thus, achieving a better understanding of the conse-
quences of cancer should be considered a priority in this
interdisciplinary field.

Psychosocial distress in cancer designates a multi-deter-
mined unpleasant emotional experience of a psychological,
social, spiritual, or physical nature that may interfere with
the ability to cope effectively with cancer, its physical symp-
toms, and its treatment. Distress extends along a continuum,
ranging from common normal feelings of vulnerability, sad-
ness, and fears, to problems that can become disabling, such
as depression, anxiety, panic, social isolation, and existential
and spiritual crisis [6]. Distress has been called the sixth
vital sign in cancer care [7]. Consequently, regular screening
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in the long-term follow-up care of people who have survived
cancer has been recommended [1, 6].

Although there is a lack of robust data on the prevalence
of clinical distress in post-treatment cancer survivorship,
some researches point out that a substantial minority of sur-
vivors experience an increase in distress [8]. In addition,
factors such as younger age, low socio-economic status and
being unmarried are risk factors for psychological distress
[9]. However, a recent systematic review concludes that
there is no consistent evidence that demographic, clinical,
or social variables are reliable risk factors for distress [10].

One of the largest cancer survivorship groups is colo-
rectal cancer (CRC) survivors [11]. However, far few stud-
ies focus on this group and, consequently, relatively little is
known about distress and associated risk factors in it [12,
13]. This limited information on CRC survival is accentu-
ated by the fact that there are considerable inconsistencies in
the timeframe and disease stage inclusion criteria of research
involving CRC survivors [14]. Studies to date are scarce
and show mixed data regarding the presence of distress and
associated predictors. Research indicates a prevalence range
of clinically significant distress from 7% at 12 months post-
diagnosis to around 40% at five years post-diagnosis, and
inconsistent associations with sociodemographic and medi-
cal variables [15, 16].

Supportive care encompasses a person-centered approach
that aims to provide those affected by cancer with services
necessary to meet their informational, emotional, social, and
physical needs throughout the cancer trajectory [17]. Unmet
supportive care needs are defined as concerns or needs that
cancer survivors report as not being adequately addressed or
met by the healthcare team [18]. Helping patients to address
these needs requires knowing its frequency and nature, in
order to enable healthcare systems to identify and implement
appropriate services [19].

In the last decade, researchers have assessed the unmet
needs and possible risk factors in adult cancer survivors,
including those of CRC survivors [20-23]. However, due to
limitations in the studies, it is difficult to compare and gen-
eralize the results obtained. It seems reasonable to think that
cancer survivors’ needs may differ according to the location
of the cancer, the stage of disease control, and even the time
elapsed since the end of treatment. In exploring unmet needs
in cancer survivors, studies often group survivors with dif-
ferent cancer types and at different stages of the disease. In
addition to the aforementioned limitations, inconsistency in
the measurement, classification, and report of unmet needs is
also to be found [24]. Consequently, a better understanding
of unmet needs, including prevalence, type, and risk fac-
tors, is necessary to design programs to serve CRC cancer
survivors better.

The cancer experience itself has distinct periods. These
include the acute phase, encompassing the active treatment
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period, and the post-treatment phase. While we refer to the
latter as the survivorship phase, we define a cancer survivor
as a person who is living at a given point in time with a his-
tory of cancer [11]. The lack of correspondence between
the terms survivor and survivorship represents a barrier to
communication in both the clinical and research settings and
hinders progress in understanding the post-treatment phase
of the cancer care experience.

Considering the mentioned above, in this study, we
focused on post-treatment CRC survivors and analyzed (i)
the prevalence of distress, and unmet needs (assessed using a
psychometrically validated instrument), and (ii) the potential
sociodemographic and cancer-related risk factors for distress
and unmet needs.

Method
Procedure and participants

A total of 235 colorectal cancer survivors were approached
in several medical institutions and cancer patient associa-
tions in Spain. The study was approved by the Ethics Com-
mittee of the different participating medical institutions and
cancer patient associations. Inclusion criteria were: mini-
mum age of 18 years, colorectal cancer diagnosis, currently
without any signs of recurrence, and primary treatment
completed at least 1 month before participation in the study.
Participants received information about the study, and 200
(85%) gave informed consent and completed the question-
naire package. The mean age was 68 years (SD=10.53).
Most participants were male (67%), lived with a partner
(73%), had completed primary studies (83%), and were
retired or on sick leave (68%). The most frequently received
primary treatment strategy was surgery and chemotherapy
(42%). All of them had completed their primary treatment
for cancer with an average of 53 months (SD=45.49): 33%
more than 5 years ago, 14% no more than 12 months ago,
and 54% had exceeded 12 months but had not yet reached
5 years (Table 1).

Instruments
Emotional distress

The Brief Symptom Inventory 18 (BSI-18) [25] is one of
the most common checklists used in oncology context,
not only to screen for psychological distress but also as a
criterion measure to validate other measures of distress.
It is comprising 18 items rated on a 5-point Likert scale
and respondents are asked to rate each item in terms of
how they have been feeling during the previous week. The
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Table 1 Sociodemographic and cancer-related characteristics of sample and association with distress (Ny,,,;=200; Ny, ,ciinicaiistress= 1633

NCliniz'ulI)istress = 34)

Total group Non-clinical distress Clinical distress® p
N (%) N (%) N (%)
Age (M=66.89; SD=10.53; Range =36-92) 141
<55 24 (12,4) 17 (10.6) 7 (20.6)
56-65 72 (36.1) 57 (35.4) 14 (41.2)
>66 102 (51.5) 87 (54.0) 13 (38.2)
Sex 265
Female 66 (33.2) 51 (31.3) 14 (41.2)
Male 133 (66.8) 112 (68.7) 20 (58.8)
Living situation .353
Married/lived with partner 144 (73.1) 120 (74.5) 22 (66.7)
Single/divorced/widowed 53 (26.9) 41 (25.5) 11 (33.3)
Education level (n=) 486
Without studies 32 (17.0) 24 (15.6) 7(21.9)
Primary studies 70 (37.2) 59 (38.3) 11 (34.4)
Secondary studies 41 (21.8) 32 (20.8) 9 (28.1)
Bachelor’s degree 45 (23.9) 39 (25.3) 5(15.6)
Employment status .022
Working outside home 32 (16.0) 28 (17.6) 4.(12.5)
Unemployed 10 (5.0) 5@3.1 5(15.6)
Retired/on sick leave 136 (68.0) 111 (69.8) 22 (68.8)
Homemaker 16 (8.0) 159.4) 1(3.1)
Medical primary treatments 822
Surgery (S) 67 (33.5) 55 (33.7) 11 (32.4)
S + Chemotherapy (CT) 84 (42.0) 68 (41.7) 14 (41.2)
S+ CT + Radiotherapy (RT) 38 (19.0) 30 (18.4) 8 (23.5)
Other ® 11(5.5) 10 (6.2) 1(2.9)
Time elapsed since the end of primary treatment 278
(M =53.08; SD=45.49; Range = 1-324)
<12 months (RE subgroup) 27 (13.5) 25 (15.3) 2(5.9)
> 12 months->5 years (ES subgroup) 107 (53.5) 86 (52.8) 18 (52.9)
> 5 years (LTS subgroup) 66 (33.0) 52 (31.9) 14 (41.2)

# Case criteria obtained based on T->63 in GSI or at least in two subscales, using published norms for community sample

b <«

surgery plus radiotherapy and chemotherapy plus radiotherapy

scale provides three symptom scores (anxiety, depression,
and somatization) and an overall score that is a measure of
psychological distress (Global Severity Index [GSI]) and
offers complete and specific information by indicating not
only an overall level of distress but also the symptoms that
burden most to it. Scores were transformed into T scores to
identify clinically significant distress using gender-specific
normative data (T > 63 on the GSI or at least on two sub-
scales are classified as caseness). The Spanish version of
the BSI-18 has shown adequate psychometric properties in
previous studies of cancer populations [26]. In the present
study, the GSI demonstrated satisfactory internal consist-
ency (Cronbach’s «=0.94).

other” category groups together other primary treatment strategies that were infrequent in the study participants: chemotherapy, radiotherapy,

Unmet supportive care needs

The Cancer Survivors’ Unmet Needs measure (CaSUN)
assesses cancer-related needs experienced within the pre-
ceding month with 35 items that respondents rate as follows:
not need/not applicable, met need, or unmet need as weak,
moderate, or strong [27]. The Spanish version of CaSUN
(CaSUN-S), which has shown satisfactory psychometric
properties [28], supports the use of a hierarchical model
composed of a total score and five domains: physical effects
(4 items), psychological effects (11 items), comprehensive
care and information (9 items), practical issues (6 items),
and interpersonal relationships (5 items). For this study,
responses were dichotomized in terms of met needs (not
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need/not applicable, met need, or weak unmet need) and
unmet needs (moderate or strong unmet need).

Statistical analyses

Descriptive statistics were calculated to summarize soci-
odemographic, cancer-related, and psychosocial data. Chi-
square tests were conducted to examine the association
between caseness of distress, supportive unmet needs and
sociodemographics (age, living situation, education level,
and employment status), and cancer-related data (primary
treatment and survival phase). The statistical significance
level for analyses was p <0.05. Statistical analysis was per-
formed using IBM SPSS Statistics, version 22.0.

Results

Prevalence, sociodemographic, and cancer-related
predictors of distress

The prevalence of distress among study survivors was 17%.
From the sociodemographic and cancer-related variables
explored, employment status was the only one that showed
a significant association with distress (Table 1).

Prevalence, sociodemographic, and cancer-related
predictors of unmet supportive care needs

Only 14% of participants said they had no unmet needs,
pertaining the most prevalent needs to the domain of com-
prehensive care and information (Table 2). If only the other
domains of needs are considered, the percentage of survivors
who indicated no unmet need increased from 19 to 46%.
Needs linked to practical issues and psychological effects
were reported by one in three of the survivors, while needs
associated with interpersonal relationships and physical
effects were mentioned by one in four survivors.

Attending to the most prevalent specific needs, two-
thirds of the survivors reported needing that any complaints
regarding their care were properly addressed. More than half
said they needed to feel like they managed their health with
the medical team, to know that doctors talk to each other to
coordinate their care, and to have access to a local health
care service available when they require it. In contrast, the
least prevalent needs were those related to fertility and spir-
itual beliefs (Table 2).

The younger survivors (especially those <55 years)
reported a higher prevalence of needs in all domains except
that of comprehensive care and information (Table 3).
Unemployed participants pointed out more psychological,
practical, and relational needs. Finally, survivors treated only
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with surgery indicated fewer needs related to the physical
effects than the other subgroups.

Association between distress and unmet supportive
care needs

The prevalence of the total needs, domains and specific
needs, were positively associated with the presence of dis-
tress (Table 2). All supportive care needs (except 3) showed
a higher prevalence in the distressed subgroup than in the
non-distressed subgroup. Comprehensive care and informa-
tion domain showed the lowest association with distress and
the highest average prevalence in both subgroups. When this
domain was excluded, the prevalence decreased consider-
ably in the non-distressed subgroup (47%), whereas in the
stressed subgroup, the greater presence of needs related to
other domains mitigated this decline (85%).

Discussion

Approximately one in five CRC survivors showed clinically
significant distress. This prevalence is midway between the
values found by other authors in CRC survivors [15, 16].
While previous findings are inconsistent regarding the asso-
ciation between distress and sociodemographic and medical
variables [12, 15, 16], our results showed a unique associa-
tion between distress and employment status. Unemployed
survivors were a risk subgroup for distress: representing 5%
of the participants, constituted 16% of the distressed survi-
vors. Also, distress was associated with all needs domain,
underscoring the importance of addressing CRC survivors’
different unmet needs.

With an average of over 4 years of time elapsed since the
end of the primary treatment, only 14% of participants said
they had no unmet needs. As reflected in the literature [13,
19, 20, 22, 29, 30], the high presence of supportive care
needs in CRC survivors was primarily associated with com-
prehensive care and information domain (with 82% of the
survivors expressing at least one unmet need in this domain).
The most prominent unmet needs from this domain were
addressing of complaints, managing health with the medical
team, effective communication between the medical staff,
and access to local health care service. Comprehensive care
and information needs were not related to any of the soci-
odemographic or cancer-related risk factors. Although these
needs increased in prevalence in the distressed subgroup
(94%), they remained highly prevalent in the non-distressed
subgroup (79%). The importance of effective symptom man-
agement in CRC survival was highlighted by the presence of
unmet physical effects needs (22% of prevalence). Besides,
these needs were higher in those who received other treat-
ments in addition to surgery. This association does suggest
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Table 2 Unmet supportive
care needs: prevalence

Total group  Non-clinical distress ~ Clinical distress*  p

.k . N (%) N (%) N (%)

and association with

distress (Np,,;=200; Comprehensive care information 164 (81.6) 129 (79.1) 32 (94.1) .040

%Z:Zii;’;‘;i’::gz)l 63; 1. Up to date information 45 (22.6) 29 (17.8) 16 (47.1) .001

] 2. Information for others 45 (22.6) 32 (19.6) 13 (38.2) .019

3. Understandable information 79 (39.7) 59 (36.2) 19 (55.9) .033

4. Best medical care 90 (45.2) 69 (42.3) 20 (58.8) .079

5. Local health care service 104 (52.5) 79 (48.8) 25 (73.5) .009

6. Manage health with team 116 (58.3) 91 (55.8) 25 (73.5) .056

7. Doctor talk to each other 115 (57.8) 87 (53.4) 28 (82.4) .002

8. Complaints addressed 134 (67.3) 107 (65.6) 27 (79.4) 117

9. Complimentary therapy 73 (36.7) 53 (32.5) 20 (58.8) .004

Physical effects 45 (22.4) 26 (16.0) 17 (50.0) .001

11. Manage side effects 24 (12.1) 11(6.7) 13 (38.2) .001

12. Changes to quality of life 26 (13.1) 13 (8.0) 13 (38.2) .001

13. Fertility 8 (4.0) 4(2.5) 4(11.8) .012

26. Changes to my body 20 (10.0) 7(4.3) 13 (38.2) .001

Psychological effects 69 (34.3) 41 (25.2) 26 (76.5) .001

10. Reduce stress in my life 30 (15.1) 13 (8.0) 17 (50.0) .001

19. Concerns about cancer coming back 39 (19.5) 22 (13.5) 17 (50.0) .001

20. Emotional support for me 31 (15.5) 13 (8.0) 18 (52.9) .001

24. Talk to others 29 (14.5) 19 (11.7) 10 (29.4) .008

29. Move on with my life 16 (8.0) 2(1.2) 14 (41.2) .001

30. Changes to beliefs 21 (10.5) 8(4.9) 13 (38.2) .001

31. Acknowledging the impact 15(7.5) 5@3.1) 10 (29.4) .001

32. Survivor expectations 14 (7.0) 6 (3.7) 8(23.5) .001

33. Decisions about my life 20 (10.0) 8(4.9) 12 (35.3) .001

34. Spiritual beliefs 9(4.5) 3(1.9) 6 (17.6) .001

35. Make my life count 16 (8.0) 4(2.5) 12 (35.3) .001

Practical issues 76 (37.8) 52 (31.9) 22 (64.7) .001

14. Employment 15 (7.6) 6 (3.7) 9(27.3) .001

15. Financial support 43 (21.7) 25 (15.4) 18 (52.9) .001

16. Life/travel insurance 19 (9.6) 11 (6.8) 8 (23.5) .003

17. Legal services 22 (11.1) 11 (6.8) 11 (32.4) .001

18. Accessible hospital parking 24 (12.1) 15(9.3) 9 (26.5) .005

28. Ongoing case manager 40 (20.0) 27 (16.6) 13 (38.2) .004

Relationships 47 (23.4) 25 (15.3) 20 (58.8) .001

21. Support partner/family 27 (13.5) 10 (6.1) 17 (50.0) .001

22. Impact on my relationship 19 (9.5) 6 (3.7) 13 (38.2) .001

23. New relationships 12 (6.0) 2(1.2) 10 (29.4) .001

25. Handle social/work situations 18 (9.0) 11 (6.7) 7 (20.6) 011

27. Problems with sex life 25 (12.6) 12 (7.4) 13 (38.2) .001

Total 172 (85.6) 136 (83.4) 33 (97.1) .039

4 Case criteria obtained based on T->63 in GSI or at least in two subscales, using published norms for

community sample

that the inclusion of radiotherapy or chemotherapy in pack-
age increases treatment-related adverse effects and, with
them, the likelihood of unmet needs in this domain. The
fragmentation of health care — interactions with multi-
ple health care providers — and less frequent contact with

health care professionals decreased the level of support in
the post-treatment period. In fact, receiving a longer after-
care period was a highly prevalent need among survivors
in the study of Den Bakker et al. [20]. In addition, there
is a substantial risk that surveillance for cancer recurrence
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Table 3 Sociodemographic and cancer-related predictors of unmet supportive care needs (N=200)

Comprehensive care  Physical effects Psychological ~ Practical issues Relationships
information P effects P P

p N (%) p N (%) N (%)

N (%) N (%)

Age .663 .001 .024 .001 .003
<55 21 (87.5) 12 (50.0) 14 (58.3) 16 (66.7) 11 (45.8)
55-65 57 (79.2) 20 (27.8) 23 (31.9) 30 (41.7) 19 (26.4)
>66 83 (81.4) 11 (10.8) 30 (29.4) 28 (27.5) 15 (14,7)

Sex 916 525 .066 .650 791
Female 54 (81.8) 16 (24.2) 28 (42.4) 26 (39.4) 16 (24.2)
Male 108 (81.2) 27 (20.3) 39 (29.3) 48 (36.1) 30 (22.6)

Living situation .695 .654 .662 195 .887
Married/lived with partner 116 (80.6) 31 (21.5) 51(35.4) 58 (40.3) 34 (23.6)
Single/divorced/widowed 44 (83.0) 13 (24.5) 17 (32.1) 16 (30.2) 12 (22.6)

Education level (n=) .194 287 799 130 943
Without studies 28 (87.5) 3094 12 (37.5) 11 (34.4) 8 (25.0)
Primary studies 51(72.9) 18 (25.7) 22 (31.4) 23 (32.9) 17 (24.3)
Secondary studies 35(85.4) 10 (24.4) 16 (39.0) 22 (53.7) 10 (24.4)
Bachelor’s degree 38 (84.4) 11 (24.4) 14 (31.1) 15(33.3) 9 (20.0)

Employment status .549 398 .007 .044 .041
Working outside home 26 (81.3) 6 (18.8) 10 (31.3) 11 (34.4) 6 (18.8)
Unemployed 9 (90.0) 4 (40.0) 8 (80.0) 8 (80.0) 6 (60.0)
Retired/on sick leave 111 (81.6) 31(22.8) 41 (30.1) 48 (35.3) 30 (22.1)
Homemaker 11 (68.8) 2 (12.5) 8 (50.0) 6 (37.5) 3 (18.8)

Medical primary treatments 243 .001 495 433 294
Surgery (S) 57 (85.1) 7(10.4) 19 (28.4) 21 (31.3) 14 (20.9)
S + Chemotherapy (CT) 65 (77.4) 19 (22.6) 30 (35.7) 34 (40.5) 16 (19.0)
S+ CT + Radiotherapy (RT) 30 (78.9) 18 (47.4) 16 (42.1) 17 (44.7) 13 (34.2)
Other * 11 (100.0) 0(0.0) 3(27.3) 3(27.3) 3(27.3)

Time since primary treatment 112 120 120 725 523
<12 months (RE subgroup) 25 (92,6) 10 (37.0) 11 (40.7) 12 (44.4) 7(25.9)
> 12 months->5 years (ES subgroup) 82 ((76,6) 22 (20.6) 41 (38.3) 39 (36.4) 27 (25.2)
> 5 years (LTS subgroup) 56 (84.8) 12 (18.2) 16 (24.2) 24 (36.4) 12 (18.2)

a <

surgery plus radiotherapy and chemotherapy plus radiotherapy

may be prioritized above the management of chronic effects
and provision of information and support to survivors [31],
resulting in inadequate support and symptom management.

Among the psychological needs (34% of prevalence),
study participants highlighted the need for emotional sup-
port to manage the concern about cancer recurrence. Fear
of recurrence has been reported as a major concern of
cancer survivors and persists over an extensive post-diag-
nosis period, adversely affecting their quality of life and
emotional well-being [22, 29]. Discussing symptoms and
concerns with health providers offers reassurance about
cancer recurrence and enables the transition to life beyond
cancer [32, 33]. This possibility of effective communica-
tion with health care providers can be particularly relevant
in the CRC, in which bowel dysfunction arising from its

@ Springer

other” category groups together other primary treatment strategies that were infrequent in the study participants: chemotherapy, radiotherapy,

treatment is a constant reminder of potential recurrence, as
symptoms resemble those experienced prior to diagnosis
[34]. Thus, the solution is not merely a reduction of uncer-
tainty, but it involves improving the survivor’s understand-
ing and management of the symptoms and bodily changes
experienced [33]. Practical needs were reported by 38%
of survivors, with the need for financial support and ongo-
ing case manager being the most important. Although it
is increasingly recognized that cancer can have a finan-
cial impact, relatively little is known about its prevalence
or predisposing factors [35]. In settings like Spain, with
a public healthcare system, responding to participants’
demand for a continuous case manager could be a first step
in the development of strategies to alleviate the economic
impact of the CRC.
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At the interpersonal relationships domain (23% of preva-
lence), the need for help to know how to support the partner/
family and to address problems with sex life were the most
prominent. In fact, family members getting more support
and guidance in the post-treatment period is a need fre-
quently expressed by CRC survivors [20, 22]. In this regard,
it should be remembered that cancer burdens not only the
patients but also the partner/family to a comparable extent.
Partners of patients with cancer are confronted with a vari-
ety of challenges and new, additional tasks regarding the
disease, resulting in a decrease in mental health. These bur-
dens are often overlooked, and psycho-oncological support
or specific interventions for partners are rare [36]. Sexual
complaints reported by CRC include physical concerns,
emotional or motivational changes, relational challenges,
and body image changes that can impact sexual relation-
ships [14]. Although sexual dysfunction is one of the most
common long-term effects of colorectal cancer treatment,
this issue is rarely discussed among patients and their pro-
viders [31, 37]. Research findings suggest the importance of
identifying and addressing sexual concerns and body image
distress early in care in order to limit the negative effects on
colorectal cancer patients’ intimate relationships and well-
being [38].

Previous studies indicate that younger age is linked to
higher unmet needs [22, 29, 39]. In this regard, it has been
argued that lower expectations about health services, greater
stoicism, or greater taboo regarding psychological or sexual
issues because of cohort attitudes may result in underreport-
ing of needs in older survivors [39]. Even if the reasons for
it are still unclear, what is evident is the need for additional
attention to be paid to younger survivors. Finally, the high-
est distress and the greater presence of unmet needs in all
domains among unemployed survivors (although the dif-
ferences were not always significant) make this subgroup
worthy of special attention. Although returning to work may
be beneficial for many colorectal cancer survivors as it can
help them to regain a sense of normalcy and routine [40],
they can face greater risks of unemployment than the gen-
eral population [41]. Future research should explore whether
coordinated care interventions and other efforts that reduce
financial or transportation burden can reduce disparities
related to socioeconomic status in adjustment to cancer.
In the meantime, greater recognition of cancer’s financial
impact on survivors and their families is necessary [35].

In short, we identified a high prevalence of unmet needs
across multiple domains, particularly in the domain of com-
prehensive care and information in CRC survivors. These
unmet needs persist years after treatment is complete. In
addition, clinical distress, present in one in five survivors,
was associated with a higher prevalence of unmet needs in
all domains. Younger age and being unemployed were soci-
odemographic factors that identify those CRC survivors in

most need of support. The diverse needs identified require
a multi-professional and multi-agency approach to ensure
that unmet needs are addressed or measures are offered [22].
The provision of specific budgetary and personnel resources
to health care services presents itself as the optimal option
to address psychosocial needs and manage the emotional
distress reported by cancer survivors. However, the cur-
rent economic and time constraints on service delivery and
the continuing increase in the number of survivors make
it difficult for health services to meet these needs [42], at
least from an exclusively conventional care format. In this
context, self-management programs may represent an effec-
tive strategy for bridging the gap between cancer survivors’
needs and the ability of health services to meet them. Here,
the survivor is expected to manage the physical and psy-
chosocial consequences of cancer and its treatment, seeking
support from the health care system when they feel it nec-
essary, and making lifestyle changes where appropriate to
improve health and well-being [43]. However, limitations in
the designs and research make it advisable further research
essential before recommending their integration into stand-
ard cancer care [44]. Given the increasing numbers of people
with and beyond cancer, this research is of timely impor-
tance because a more personalized approach to follow-up
care is needed [8, 43].

This study examined the prevalence, association, and
possible sociodemographic and cancer-related risk factors
of distress and supportive care needs in CRC, one of the
least explored groups of cancer survivors, in spite of its high
survival rate. We consider that another strength of the study
was the use of a standardized instrument for the assessment
of unmet care needs, which facilitates the comparison and
progress of the research results. Nevertheless, several limita-
tions should be noted. First, it is unclear whether the unem-
ployment status was due to cancer. Although we addressed
the distress profile and unmet needs of unemployed survi-
vors as if this was the case, this issue was not adequately
explored in our study. Second, the resulting small size in
some of the subgroups established according to sociodemo-
graphic and cancer-related variables may have conditioned
the finding of significant results. An additional limitation is
the cross-sectional design used, which provides only cor-
relational evidence. Further research with a larger sample
size and incorporating longitudinal designs is needed to
increase our knowledge about the survival phase in cancer,
differentiating particular profiles that according to differ-
ent sociodemographic and/or disease-associated variables
allow early identification of those survivors at higher risk
of impaired quality of life.

As future research is expected to shed more light on the
key aspects of comprehensive care for the CRC survivor,
our results suggest that communication channels should
be opened in order to gain insight into the CRC assistance
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needs. Knowledge about survivor’s fears, doubts, concerns,
discomfort and perceived gaps in the health care enables
the physician to provide support. The most prevalent need
among study participants was comprehensive care/informa-
tion. Thus, a change in the dynamics of physician-survi-
vor communication that broadens the focus of attention to
capture, in addition to the objective indicators of disease
management, also those of a subjective nature can favorably
affect both the quality of life and the survivor's self-manage-
ment of his or her disease. The use of Patient Reported Out-
come Measures (PROMS), such as CaSUN, can be useful
for this purpose. These tools provide a structured range of
issues to address, while encouraging dialogue about topics
in which the survivor requires assistance, including those
rarely discussed in routine health care. The improvement of
the communication between health care professionals and
survivors might also be facilitated with the implementation
of Information and Communications Technologies (ICTs), in
order to reach those patients with more difficulties to assist
to in-person meetings, and also in order to avoid the overload
of the sanitary system. Further research on this regard would
be advisable. These recommendations for comprehensive
person-centered care are of particular interest in the man-
agement of CRC survivors at higher risk, such as the unem-
ployed and younger. Furthermore, this risk profile may be
more present in the coming years by virtue of the economic
crisis resulting from the current pandemic situation, as well
as the increased incidence of CRC in individuals younger
than 55 years of age [45].
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