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Acta Oncologica was once again main sponsor for the
European Cancer Rehabilitation and Survivorship Symposium
(ECRS) in Copenhagen September 2016. The three preceding
symposia were held in 2010, 2012 and 2014 [see 1–11]. In
2016, some 350 clinicians, scientists and people working in
the area provided knowledge about the growing field of can-
cer survivorship. We also organized workshops with more
than 100 participants and used this forum for exchange of
clinical practice and development of the scientific methods
we apply when studying cancer survivors.

Developments in demography and medical advancement
challenge our health care models.

Health care systems are constantly challenged by patient
demands, budget restrictions, implementation of new equip-
ment and overall demographic changes with an aging popu-
lation. This contributes to a continuous integrative maneuver
to establish a well-functioning everyday work place and not
the least – institutions that address the needs of the patients
with high-quality care. In the horizon, we realize the chang-
ing demographic landscape with more patients having more
than one disease over a life span. The number of diseases on
the death certificate will probably increase by one or two per
generation, expecting a person born in this decade to die
with 4–6 chronic disorders. Chronicity becomes an everyday
phenomenon, which disputes the whole concept of cancer as
a single disease.

Cancer patients are no longer only cancer patients; they
have become diseased citizens and cancer is only one out of
several biological realities, which affect the physiology, the
social life, and psychology. Cardiovascular diseases, endocrine
disorders, musculoskeletal or neurodegenerative diseases
become concurrent conditions competing between each
other when deciding, which therapy the patient has to com-
ply with. This calls for development of new algorithms, with
personalized medicine targeting the cancer as well as the
concurrent diseases.

Do we expect cancer patients to be in gene-specific treat-
ment for their cancer and do we then imagine that these
patients also are in gene-specific treatment for their specific
genetic variant of, e.g., hypertension? This situation is close,
but yet far away, and points to the need for integrated treat-
ment plans and integration of specialties that the medical
profession has used decades to establish as independent
entities. Now it is time to reunite the medical specialties for

the sake of integrated treatment. We have reached a point
where our old ideas about division of knowledge between
specialties simply does not work. Our current model applies
to cancer as a single disease. The new model has to apply to
the citizens taking into account the entire list of diseases and
drugs or other modalities used for the treatment of these
diseases.

Our sequential model of cancer care is also challenged.
We have developed and refined a diagnostic system includ-
ing decision on treatment options followed by a treatment
period and later rehabilitation. Often the treatment results in
late effects, which in time also require treatment. It is a
model, which assigns responsibility between authorities and
balances between public or private institutions depending on
the organization of the health care system in each country.
Still, everywhere we look, the model is sequential.

This approach needs rethinking. Why not prevent acute
symptoms and perhaps even the late effects or at least
reduce their severity? Why not initiate rehabilitation at date
of diagnosis as this, in principle may relieve the total symp-
tom burden in the patients with cancer? Small, however,
extremely interesting and promising randomized trials have
shown that the cancer patients undergoing surgery may
benefit in terms of their postoperative physiological and psy-
chological outcome if a certain time period is spend to pre-
pare and optimize the health of the patient. If the physical
condition is optimized it may facilitate that the surgery is not
followed by unwanted physical side effects related to the
surgery. Alongside, it may also have a psychological effect,
which the patient may benefit from in coping with the can-
cer diagnosis and its treatment. The psychological effect may
go through the potential empowerment of the patient.
Instead of sitting at home, ruminating over the diagnosis and
the changed perspectives of life, waiting for the surgery, we
actually hand back some options for patients to influence
the cancer trajectory. In popular terms, we are promoting
that the patient may become ‘an editor of his own life’. The
loss of control, the distress, anxiety and depression, which
often follows a cancer diagnosis, may then be tackled. Not
completely, but partly by assigning some tasks to the patient
in the time between diagnosis and first treatment. We may
even argue that this time-period should be prolonged, at
least for some cancers, such as breast cancers, prostate and
colorectal cancers. By rethinking the model, we may take on
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a new perspective that adds meaningful activities for patients
and their families. Increasing physical activity, quitting smok-
ing, improving the diet, and reducing the alcohol intake in
order to have a better outcome of the treatment [12,13]. The
optimization may not only be relevant for improving out-
comes after surgery, but also after chemotherapy or radiation
– or whatever treatment modalities we suggest the patient
to undergo.

One of the main areas of research presented and dis-
cussed at our fourth ECRS symposium was indeed pre-habili-
tation in cancer patients. We present both a review and
reanalysis of prior studies suggesting that a short and intense
training and protein substitution program in preparation for
surgery for colorectal cancer may improve recovery and
patient functional capacity [14,15] in a patient group where
there is clear potential for addressing modifiable risk factors
before undergoing major surgery [16]. Developing and test-
ing interventions for patients before and during treatment
can be difficult as patients are undergoing intensive diagnos-
tic work-up, may experience distress due to uncertainty and
anxiety for the outcome, and if in treatment, also dealing
with acute side effects of this. This can make the decision to
take part in new research seem overwhelming and thus care-
ful piloting of interventions, evaluation of acceptance and
adherence are of paramount importance. Several interesting
studies are underway of pre-habilitation prior to and during
adjuvant treatment, i.e., a pilot study of a progressive resist-
ance training program to prevent development of lymphe-
dema among breast cancer patients [17] and a feasibility
evaluation of a swallowing intervention among head and
neck cancer patients [18].

Several papers address organization of follow-up care. A
review of survivorship care plans (SCPs) concludes that there
is not enough evidence to implement these on a large scale
or to abandon them [19]. Most patients would prefer to have
their SCP explained in detail at the end of the treatment,
indicating substantial cost in implementing SCPs for patients
and thus a need for sound evidence of benefit from SCPs
[20]. The organization of programs of follow-up care of can-
cer patients, have been challenged in later years. So who
should be in charge of the follow-up care, i.e., detection of
recurrence or late effects – the cancer specialist, the general
practitioner or the patient? Prostate and melanoma cancer
survivors had different preferences regarding cancer specialist
or general practitioner for follow-up care based on age, edu-
cation level, gender and satisfaction with the general practi-
tioner [21]. A retrospective cohort of early-stage endometrial
cancer survivors indicated that symptom-based and thus
patient-initiated follow-up would be superior to regular fol-
low-up visits as most recurrences are symptomatic, but also
point to a challenge because there is social inequality in abil-
ity to perceive and react to symptoms without preplanned
visits [22]. Along the same lines, a randomized controlled trial
(RCT) testing if patient education and subsequent patient-led
follow-up care of rectal cancer patients may improve well-
being of survivors is under development [23]. The concept of
patient empowerment in cancer follow-up may be concep-
tualized as mastery, skills and knowledge, and to be able to
have one’s concerns and issues addressed by the health care

system [24]. It is, however, important to – when developing
interventions based on patient involvement that the inter-
ventions are not only efficient, but also feasible for all
patients – not just the resourceful, well-educated survivors
with strong social networks. In handing back the responsibil-
ity of individualized care to the patient and his family, the
health system must make sure that it supports all patients to
enable them to be in charge of their own care. One possible
way to support vulnerable patients through care trajectories
is patient navigation – with promising results shown for both
health staff and peer navigator [25]. However, in a pilot study
of navigator support among newly diagnosed lung cancer
patients, the patient, staff and organizational barriers were
present [26].

Patient reported outcomes (PROs) are increasingly seen as
important in the development of ongoing patient cancer
care; as a tool useful during interventions but also in the
development of patient initiated follow-up. Commonly used,
validated PRO instruments to assess quality of life, symptoms,
and unmet needs during survivorship are reviewed [27] and
further, a systematic review of relevant scales and question-
naires that measure patient empowerment points to the
need for development of questionnaires based on theory,
developed for a specific target group to ensure sensitivity
and relevance [28].

We present a number of studies on late effects and QoL.
A review of reviews and meta-analyses summarizes the high
prevalence of depression among cancer survivors, its risk fac-
tors but also the evidence of suboptimal detection and man-
agement of depression despite of the knowledge [29]. In line
with this, a German study showed that, compared to popula-
tion norms, detriments in HRQoL among long-term cancer
survivors persist over more than a decade and affect pre-
dominantly younger patients [30]. Studies of specific factors
associated with QoL among cancer survivors document that
both patient related factors as comorbidity and social factors
and late effects like fatigue among adolescent and young
adult survivors of lymphoma were associated with HRQoL
[31]; that any level of dysphagia were associated with clinic-
ally relevant decreases in HRQoL and functioning among
head and neck cancer survivors [32]; that pain was associated
with poorer self-reported health and QoL in CRC survivors
[33]; while conversely low education was associated with
lower physical functioning and increased pain among a
mixed group of survivors [34]. Studies of rare cancers under-
line the issue of small samples, but also descriptively illus-
trate important HRQoL issues in both patients with
cholangiocarcinoma [35] and sarcoma [36].

Specific interventions addressing important symptoms and
late effects after cancer treatment may improve the conse-
quences that patients perceive and examples of this include
that specific reconstructions in breast cancer patients lead to
higher esthetic satisfaction and higher QoL [37]. Further,
patients with chronic fatigue express need for more complex
rehabilitation encompassing several components [38] and
similarly patients who suffer clinical levels of fear of recur-
rence experience unmet needs years after end of treatment
[39]. Return to work is an important measure of rehabilitation
but is also complex; a Dutch study shows that even after
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return to work, survivors with low self-perceived work ability
have an increased risk to discontinue their work [40].
Secondary results from an intervention in irradiated prostate
cancer survivors show that more appropriate coping styles
can be supported [41] whereas explorative analyses of a
mindfulness trial in breast cancer survivors show that attach-
ment avoidance, and potentially radiotherapy, may be clinic-
ally relevant factors for identifying the patients who may
benefit most from mindfulness as a pain management
strategy [42].

Most people do not experience cancer alone and partners
or significant others provide emotional support and care
while cancer takes a heavy toll on them and their relation-
ship with the patient [43]. In order to help couples through
the experience, we need to develop a more nuanced view of
communication in couples – and to acknowledge that preex-
isting communication patterns exist that may influence effi-
cacy of any couples intervention. In a cohort of couples
dealing with breast cancer, it was evident that satisfaction
with sex life in sexually active couples needs to be addressed
as a couple (not individual) issue [44]. An intervention study
that indeed includes the couple as the unit for intervention
among prostate cancer patients to reduce sexual and uro-
logical dysfunction showed that both couple counseling and
pelvic floor muscle training were well accepted and achiev-
able for participants [45]. Another intervention targets fami-
lies of childhood cancer survivors in order to promote
healthy coping strategies show a high recruitment and reten-
tion rates and high acceptance indicating relevance to the
families [46].

We continue to discuss how to provide the evidence
needed for preventing, early detecting and treating the late
effects that cancer survivors experience [47–49]. New initia-
tives are underway covered by the ideas for the establish-
ment of clinics directed at creating services for patients
having the most severe late effect problems and concurrently
establish scientific data which can support the evidence
needed to move forward. Research and clinic hand in hand is
probably the best way to move forward. We look forward
to the next ECRS symposium in September 2018 in
Copenhagen.
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