Check for
updates

Goals of Survivorship Care

Francesco De Lorenzo, Kathi Apostolidis, Adela Maghear,
Stefano Guzzinati, Luigino Dal Maso, Enkeleint A. Mechili,
and Nikolaos Mitsimponas

Cancer Survivorship Care

Cancer survivor is defined as anyone with a diagnosis of cancer and who is still alive
[1]. In recent years cancer survivorship has increased significantly and around 25%
of people surviving after a cancer diagnosis have the same life expectancy as the
general population. In Europe and in the United States, the number of individuals
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living after a cancer diagnosis (i.e., cancer prevalence) is growing by approximately
3% annually. They currently represent more than 5% of the overall population in
high-income countries (i.e., at least 20 million in Europe and 17 million in the
USA) [2-4].

A recent study has estimated population-based indicators of cancer cure in
Europe by type, sex, age, and period [5]. The study used information from the
EUROCARE-5 dataset, including 7.2 million cancer patients (42 population-based
cancer registries in 17 European countries) diagnosed at ages 15-74 years in
1990-2007 and at least 18 years of follow-up. Cure fraction was defined as the pro-
portion of cancer patients having the same mortality rates as those observed in the
general population of the same sex and age.

The cure fraction of European cancer patients increased in the 10 years exam-
ined, in both sexes (Fig. 2.1) reaching 39% among men and 51% among women, for
all cancer types combined, diagnosed in 2000 at all ages (15-74 years). The cure
fraction was 94% in men, when the diagnosis was testicular cancer, 76% in men and
86% in women with skin melanoma, 70% in men and 87% in women with thyroid
cancer, 67% in men and 75% in women with Hodgkin lymphomas. Cure fraction
was also 76% for patients with cancers of corpus uteri, 66% for those with cancer of
the breast, 64% for those with cancers of the cervix uteri, and 63% for those with
cancers of the prostate. On the other hand, the proportion of cure was very low
(below 15%) when the diagnosis was a cancer of the pancreas, liver, esophagus,
lung, brain, chronic leukemia, and myelomas.

Notably, two-thirds of cancer patients, diagnosed at age 15-44 years (65% in
men and 69% in women), were expected to be cured, while the proportion was
approximately one-third for patients aged 65-74 years (33% in men and 38%
in women).

Further studies explored other indicators of cancer cure [6, 7]. In particular, an
Italian study [7] reported that, up to 2010, 27% of all prevalent cases (20% in men
and 33% in women) could be considered as “already cured cancer patients” since
their life expectancy (mortality rates) had become indistinguishable from that of the
general population of the same age and sex. Assuming similar proportions for the
European population, people living after a cancer diagnosis in 2020 who can be
considered as already cured are at least five million, 1% of the overall population.

These results confirm the need to reconsider the current paradigm of survivor-
ship as a never-ending experience. To recognize the increasing number of patients
who will reach or have already reached a life expectancy similar to that of the gen-
eral population provides an opportunity to improve quality of life by changing the
way “former” patients view themselves, and it allows patients to return to their regu-
lar lives. The European Commission has recently acknowledged this need through
the “Mission on Cancer” and “European Cancer Plan,” currently under approval.
Currently, it is more important than ever to develop a concrete plan for the support
of cancer patients after treatment. At the moment they will be considered free of
disease (i.e., cured), we need to have a roadmap for future follow-up, if needed, and
rehabilitation.



25

2 Goals of Survivorship Care

([¢] wouy pardepe) sisouSelp jo Ieok pue adA) 19oued 0] SuIp1odoe ‘ddoInyg ur SISOUFRIP JOJULD B I9}Je UONORIy aIn) |°¢ *Bi4

(2%) uonoesy aingy

(118
Ll
€l
€l
Sl
Sl
[44 :
€Cm
€ec
0€
9€
ot
87
1o
8P :
LS
(4]
[4:]
2S
4]
[4°]
4]
V9
99
S
L
98 . . :
uawIoM

sealoued
JBAIT

Bun

ewoAw ajdynpy

Jeppe|q|ien
snbeydoseQ
170118

ureig

Selwayna
YoRWO}S

xuhse

THN

AKrenQ

0d7d “THN
Asupry

"yd pue Ajaeo [eiQ
Jeppe|g
SAJALTIV

aNssl} 9AIOBUUOY
|e1081u0|0D

Je|najjo} “THN
uojo)

wnjoay
eulbep

181N XIneD
jsealg

“** upjBpoH

uein sndion
BWOUBDW UBS
ploJAy L

001

(%) uonoesy ainn

08 09 ov 0z
000¢ = .
0661 = 6

1] 8
1]
cl
Vi
144
Vx4
9e
6¢
ot
b}
Ly
8
6V
61
|G — _
€S :
€9
19
0L
:JA
16
uapy

sealoued
JEN|
Bun
110/17S
snbeydoseO
ewojeAw ajdynpy
ureig
Jeppe|qiien
sejwana
yoewols
THN
"yd pue Aneo 10
xuhse
SAJALTIV
0d7d “THN
Koupiy
wnyoay
Jappelg
[€}021U0|0D
uojon
Je|ndljo} “THN
ANSsli dAOBUU0Y
a)elsoid
rwoydwA| ubpoH
proJAyL
BWOUROW UNS
snso



26 F. De Lorenzo et al.

Domains of Cancer Survivorship Care

According to the National Academy of Medicine report, titled “From Cancer Patient
to Cancer Survivor: Lost in Translation” a cancer survivor’s experience entails the
entire range of the cancer pathway, i.e., diagnosis, treatment, remission, surveil-
lance, after-cancer care, and end of life. As a definition and provision of care, survi-
vorship pertains to the problems that are related to the capacity of a patient to obtain
healthcare and follow-up treatment, late effects of treatment, second cancers, and
quality of life. In the same report, it is highlighted that the essential goal of survivor-
ship care is to shift cancer care from a model of illness to one of wellness.

For the delivery of survivorship care, the National Academy of Medicine defines
four different components of healthcare provision to cancer survivors:

* Cancer surveillance and screening: In this level, surveillance is performed in
order to identify possible recurrence of the primary malignancy and evaluate the
likelihood of any second cancer.

e Late effects and side effects management: Regarding the late effects’ manage-
ment, there is ongoing research both for childhood and adult patient’s types of
cancer. The main aim of this research is to identify the potential late effects of
cancer treatment and provide clinicians and caregivers with the tools to identify
them promptly, and support more efficiently cancer survivors. The relevant body
of research monitors the level of health maintenance and vital organs function
that may be related to each treatment received.

» Risk reduction and cancer prevention: Regarding the risk reduction and preven-
tion of future cancer occurrence, various behavioral interventions are suggested,
in order to promote lifestyle changes, that have the possibility to reduce cancer
incidence, but also several other illnesses, such as smoking cessation, healthy
living, energy balance, and dietary changes.

* Psychosocial functioning: The psychosocial and economic consequences of sur-
viving cancer treatments are equally important with the aforementioned, physi-
cal late effects. Cancer survivors and their families have to address many
challenges, including economic burden, loss or interruption of social relation-
ships, as well as emotional suffering that can last for a long time after a therapy
is completed [8].

As someone can understand from the components, the healthcare support that is
needed for cancer survivors requires the involvement of many different disciplines.
Even more, depending on the age, cancer survivors may need support from even a
more complex web of different healthcare services and practicians. Among elderly
people, we can have the existence and interaction between multiple chronic condi-
tions and different medications, occasionally the absence of social support, as well
as particular goals of therapy (e.g., aggressive—and many times more effective—
types of therapies are not suitable for this cohort of cancer survivors). Survivorship
care needs to be a healthcare service that will continuously evolve to adapt to older
adults’ health needs.
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According to the summary of evidence by Halpern et al., there are various mod-
els describing the delivery of such survivorship care [9]. These different models of
survivorship care can be disease-specific or general, dependent on different types of
cancer care professionals, as well as focusing on the care provided in separate sur-
vivorship clinics where cancer treatment was received or focusing on integrating
survivorship care into a broader oncology practice.

Depending on whom among the clinicians (e.g., oncologists, primary care pro-
viders (PCP), or a combination of both) is managing survivorship care, a cancer
survivor may get different types and intensity of care. Primary care providers and
cancer specialists may have different priorities and scope on how they deliver can-
cer survivorship care; they may also have differing knowledge and clinical skills. In
a similar fashion, cancer survivors may have different views about the importance
of their various healthcare providers. In this manner, the models of survivorship that
have been proposed were primary care-based (e.g., a primary care provider manages
the survivorship care), specialty care-based (e.g., an oncologist takes ownership of
survivorship care), and shared care models (e.g., joint management and responsibil-
ity of survivorship care).

Among these, the shared care model has been suggested to be the best way to
optimize care for cancer survivors and guarantee high-quality care. Shared care
allows for flexibility in providers’ roles and responsibilities over time. It can also be
flexible and efficient to the different needs of cancer survivors, which are dependent
on time since diagnosis and completion of treatment, as well as recurrence status,
and presence of other chronic conditions. It is noteworthy to mention, that a suc-
cessful shared care model needs a tailored integration of primary care and specialty
multidisciplinary healthcare providers with expertise in oncology, as well as in geri-
atric care for older cancer patients. The follow-up of cured and disease-free cancer
patients will be at best delivered within cancer centers or oncological hospitals but
separately from the oncology department to avoid that the specialized human
resources are diverted from treating cancer patients in the acute phase of treatment.
A crucial element of the shared care model is the need to have an established, inter-
active communication channel (e.g., with the use of well-designed e-health inter-
ventions) between primary care and specialty care providers. Many diseases such as
nutritional and metabolic problems are common for cancer patients. Many oncolo-
gists seem to focus just on the disease (cancer) treatment while neglecting other
health issues [10].

Finally, another model of cancer survivorship care delivery is risk-stratified care.
In this model, the frequency of encounters with cancer specialists is directly related
to patients’ clinical needs, including the risk of recurrence and their late effects. For
example, an older woman diagnosed with early-stage breast cancer treated with
excision alone might not need to see a medical oncologist for ongoing care. Instead,
she could transition to being managed exclusively by her PCP unless she experi-
ences a recurrence for which she will receive specialty care. Integration of both
psychosocial and somatic rehabilitation for cancer survivorship is clearly proposed
under the fourth pillar of the Europe Beating Cancer Plan. Provision of patient-
centered services from a multidisciplinary team and focusing on education, increase
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of patient involvement in research, and dissemination of information should be at
the core of survivorship care strategy. The active involvement of patients in their
care is critical to better understand their needs, wishes, and preferences.

Cancer Survivorship Care Plan and Rehabilitation Targets
Cancer Survivorship Care Plan

In Recommendation 7, the Mission on Cancer calls for an “EU-wide research pro-
gramme and policy support to improve the quality of life of cancer patients and
survivors, family members and careers, and all persons with an increased risk of
cancer” [11].

Such a program should aim to:

— develop a methodology to assess the health-related quality of life;

— develop tools to enable patient involvement in decision making;

— establish comprehensive programs at the international level based on patient-
reported outcomes to monitor the physical and psychosocial needs of cancer
survivors (e.g., return to work, fertility, sexuality, reconstruction surgery, dental
health, cognitive functioning, fear of recurrence, etc.);

— support research to close the knowledge gaps regarding the negative consequence
that a cancer diagnosis or treatment has on a patient’s physical, mental, and
social health, both in the short and long term;

— develop long-term follow-up programs to better understand the needs and chal-
lenges of pediatric and young cancer patients;

— initiate research to assess the discrepancies and discrimination that cancer survi-
vors face in different countries, including their access to legal and financial ser-
vices (e.g., loans, mortgages, life insurance);

— support research into prediction models for the side effects of cancer therapies;

— assess the efficacy of the survivorship care programs initiated by different heath
systems;

— develop research to assess both the direct and indirect economic consequences
that cancer survivors and their relatives have to cope with [12].

Cancer survivors are a vulnerable population that requires medical and nonmedi-
cal interventions and is particularly at risk not only of having a low quality of life
due to the long-term side effects of treatment with consequences for patients’ physi-
cal, mental, and social health but also, as the majority of cancer survivors are above
65 years of age, they are at risk of developing another cancer. Other factors that
influence the quality of life of cancer survivors are the cancer-related comorbidities,
reaction to stress, stigmatization, the survivor’s socioeconomic status, and access to
quality healthcare and rehabilitation services [13].

For many people it is very difficult to remember all the details of cancer treat-
ment, to record the needs that are rising during the treatment, and afterward to have
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steadily on mind the plan of the follow-up care [14]. This need of survivorship care
can be fulfilled with the existence of a structured and detailed survivorship care
plan. Keeping a personal healthcare record can be useful and facilitate all the
process.

Using this tool in survivorship care can facilitate the everyday life of cancer sur-
vivors and can reduce the pressure and the amount of work from the healthcare
professionals.

Survivorship care plan should be individualized to the needs of each patient. The
survivorship care plan should be customized to the needs of each cancer survivor,
and should include basic information about the cancer type, the type of therapy
received (biologic therapy, chemotherapy, surgery, radiotherapy, etc.), the possible
side effects experienced from the therapy/ies and the other needs that possibly can
arise during the period of therapy and afterward.

Furthermore, the essential role of survivorship care plan can be highlighted
through the fact that survivorship care plan can be a useful tool for the oncology
team of each cancer survivor as for the other healthcare professionals that are related
with the cancer survivors. Healthcare professionals can use the survivorship care
plan in order to carry out a structured and detailed follow-up [14].

Summary of cancer treatment consists of details about the personal medical his-
tory of the patient, the family medical history and a possible genetic counseling,
information about the time of diagnosis, and the kind and sequence of treatment/s.
The main contributors to the cancer treatment are basically the oncology team
(medical oncologist, radiation oncologist, surgeon, nurses).

The after-treatment care plan includes the follow-up care plan (when should
patient perform the suitable follow-up exams like computer tomography or labora-
tory exams, or other tests) and taking advice from your care team about tasks of the
everyday life like sleep, exercise, sunscreen, immunizations, healthy weight pro-
grams, and helping to quit with smoking. Moreover, in the after-care plan are
included other issues like providing psychosocial support to those who need it,
financial planning, money and job problems, and problems in the relationship with
friends and family. All the abovementioned parts of survivorship care plan are
aspects of everyday life, that strongly concern most of the cancer survivors and that
probably seek to be resolved [14-22].

Rehabilitation Targets

Cancer and its treatment produce a multidimensional impact on patients’ lives,
affecting the physical, sensorial, cognitive, psychological, family, social, and spiri-
tual functional level of each individual cancer survivor. The problems that can arise
through this situation can affect the daily activities or the procedure of returning
back to work or even have a long-lasting effect on the health of cancer survivors.
Cancer rehabilitation is one of the most important milestones in cancer survivorship
care. It can help cancer survivors cope in a comfortable way with the problems that
can arise during and after the cancer treatment or problems that can arise through
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the disease itself and it can help cancer survivors in optimizing the quality of life
and recovering the normalcy of their lives.

Rehabilitation programs can be organized as separate outpatient programs deliv-
ered by a multidisciplinary team of healthcare professionals within cancer centers
or oncological hospitals or can be delivered by specialized clinics. The goal of such
rehabilitation programs is mainly to help as many people as possible to recover from
the physical or psychological problems, that can be caused during the cancer trajec-
tory and through the phase of the main treatment and support patients to become as
productive and independent as possible.

Rehabilitation is useful not only for the patient’s life but also for their families.
Provision of psychological support for the entire family and the patient is a crucial
aspect in survivorship. Such support can contribute to better management of differ-
ent emotions and can improve quality of life. To achieve this, accredited infrastruc-
tures should be built, with geographical distribution, such as the Comprehensive
Cancer Centers (CCCs) [1]. The 34 CCCs that currently are in operation in Europe
cannot cope with the present demand for cancer care, and, therefore, measures
should be taken to ensure that such centers will be established in all countries, while
in bigger countries there should be one CCC per five million inhabitants. Structuring
the collaboration between accredited CCCs will support innovation and cover the
entire cancer research continuum for both cancer care and early detection methods.
This impacts early translational research, clinical trials, outcomes research, and
health economics [1].

e As amilestone of cancer survivorship care cancer rehabilitation has multidimen-
sional targets, which consist of many aspects of the everyday life of cancer sur-
vivors such as:

e Overcoming as soon as possible the side effects that can be caused through the
cancer treatment or learning to manage possible side effects and coping
with them.

e Improving physical and psychological conditions in order to offset any limita-
tions caused through the cancer trajectory.

* Getting back a good physical condition in order to return to everyday life.

e Improving or even regaining self-confidence and self-awareness.

¢ Learning to manage and whenever it is possible to overcome mobility problems
(getting out of a chair, walking, getting dressed, etc.) or cognitive problems (dif-
ficulty thinking clearly, memory problems, etc.).

e Becoming more independent and less reliant on physicians and reducing the
number of hospitalizations.

e Learning how to adopt healthy everyday habits like exercise, balanced and
healthy diet, and preserving or achieving a healthy weight.

e Getting advices and ideas on how to cope with problems like family issues, prob-
lems in the relationship with friends, partner, or kids.

The goal of cancer rehabilitation at the end of the day is to help cancer survivors
stay as active as possible in order to go back to work and to regain the most if not
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every aspect of the everyday life before cancer, to improve the quality of life, to
reduce the possible side effects and symptoms of cancer or its treatment, and to help
the cancer survivors to be more independent and confident. Toward this direction
establishment of survivorship cancer clinics could help significantly. These clinics
should include a multidisciplinary staff that can provide person-centered services.
This is of paramount significance because patients after the acute care are usually
left. These centers except those that can be used for further survivorship research
can also help in provision of psychosocial interventions and rehabilitation.
Additionally, patient empowerment can take place in these comprehensive clin-
ics [13].

Despite the high number of cancer patients who survive, most of the EU coun-
tries have a lack of integrated rehabilitation policies. On the one hand, we have the
lack of knowledge and experiences of healthcare personnel on cancer patient reha-
bilitation while on the other hand research data lacks on late effects of cancer and
its treatment [14-23].

The Different Needs for Survivorship Care

Cancer survivors range from cured people, free of disease 5 or 10 years after com-
pletion of treatment, to people who continue to receive treatment to reduce the risk
of recurrence, and people with well-controlled disease and few symptoms, who
receive treatment to manage cancer as a chronic disease. Cancer survivors can be
people from all age groups including kids, adolescents and young adults, adult, and
elderly people.

Survivorship care covers issues related to follow-up care, to the management of
late side effects of treatment, to the improvement of quality of life, psychological,
and emotional health. Survivorship care includes also future anticancer treatment
where applicable. Family members, friends, and caregivers should also be consid-
ered as part of the survivorship experience.

Following the policy recommendations on cancer survivorship of the EU Joint
Action on Cancer Control [20, 23], the European Cancer Patient Coalition-ECPC
has collaborated with the European Society of Medical Oncology-ESMO in devel-
oping the Patient Guide on Survivorship. The Guide offers to patients and their
familys information in coping with the new reality of survivorship, on preventive
health, follow-up care and most importantly, it includes the Survivorship checklist,
care plan, and treatment summary that each oncology specialty clinician should fill
in at the completion of each acute treatment modality for cancer patients free of
disease (Fig. 2.2).

The collaboration of ECPC with ESMO was also extended to the clinical guide-
lines thus new and revised guidelines include also survivorship information that
helps oncologists understand that cancer care after acute treatment enters a new
phase: survivorship with its own requirements for care and follow-up.

Different key factors can explain the heterogeneity of needs among cancer survi-
vors. The time of the survivorship caregiving, the type and stage of cancer, and the
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status of treatment and in many cases the different age between cancer survivors are
some of these factors. Furthermore, in the needs of survivorship care should be
included the needs of family caregivers.

The role of a supportive network around the cancer patient cannot be emphasized
enough: family, friends, colleagues, and community can play a significant role in
managing emotional problems and assist patients to return to normal life. Some
patients find it easier to discuss their concerns with people who experienced same
cancer. A critical issue for this is patient empowerment which should be a role of
healthcare professionals.

The type and stage of cancer and the consequent therapeutic procedures can
significantly affect the type of needs, that a cancer survivor can have. Patients at the
end of acute care treatment worry about the possible current or future side effects of
their treatments. Furthermore, they possibly worry about the return to their normal
habits and normal life.

People who completed their treatment and are considered cured after 5 or 10
years from the end of their treatment have different concerns and needs, like main-
taining a healthy lifestyle, making their regular annual screening, returning to work,
assuring their financial sustainability, regaining control of their life. People, who
cope with cancer as a chronic disease, have different worries and different priorities
focused on keeping the disease under control, maintaining the quality of life, and
assuring the possibility to work [14].

Among cancer survivors, there are different views concerning essential needs of
survivorship care. Some consider physical rehabilitation and regaining of the physi-
cal strength that they may have had before the cancer diagnosis, as the goals of the
survivorship care. Others consider essential the psychological aspects of their lives
that were affected by cancer and seek solutions through survivorship care. Others
may have employment or financial issues as their main priority and as a result, their
needs in the survivorship period will be heavily affected.

Cancer incidence is higher in the population around +65 years; however, cancer
affects also children, adolescents, and young adults. Cancer is experienced differ-
ently by patients in different age groups which, consequently, have different needs
during cancer survivorship.

Children and their parents may have worries about how cancer can affect their
relationship with brothers, sisters, and friends. Young adults most often may have
concerns about sexual life, relationship status, their education and job finding, as
well as fear of recurrence.

Family caregivers are also a crucial part of the cancer pathway and of the survi-
vorship experience and their needs are most often overlooked. Caregivers’ needs
differ depending on their age, employment status, their own health condition, and
depending on whether the patient is in the acute phase of treatment or in survivor-
ship status. Former caregivers (caregivers of patients who are in remission) could
have different needs from current caregivers or bereaved caregivers. Former care-
givers’ basic needs consist of issues like managing interpersonal relationships or
reintegration to family and social life and work. Current caregivers could have as
main concerns issues like meeting patients’ complex demands, maintaining
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intimacy with partners, balancing own and patient’s needs, and making decisions in
the context of uncertainty. On the other hand, bereaved family caregivers have dif-
ferent needs like managing psychological distress and managing the loss of the
patient, often struggling with financial issues that the disease has generated.
Research into survivorship issues that will examine the variety of needs that can
arise during the survivorship period will contribute to improving survivorship care
[1,24-29].

The Impact of National Disparities on Survivorship Care

Disparities in access to survivorship care are evident and are based on gender, age,
ethnicity, geographical location, health status, etc. [30-32]. Different strategies
exist for merging these disparities and they have been presented in official docu-
ments [33, 34]. Among European countries, different inequalities (between and
within countries) exist in early detection, diagnosis, management, treatment, reha-
bilitation, adequate information, and bureaucratic issues that cancer patients have to
deal with [34]. These inequalities are reflected in cancer outcomes, with the under-
privileged having worse health outcomes due to worse access to healthcare services
during and after the disease.

During the last decades, significant improvements have been achieved in health
technology, which have impacted significantly in health outcomes. However, the
rate of cancer incidence increases annually. Around 20% and 16.7% of male and
female world population respectively will develop cancer in their lifespan and
12.5% and 9% of them will die of cancer [35].

Cancer inequalities, as highlighted in “Challenging the Europe of Disparities in
Cancer-A Framework for Improved Survival and Better Quality of Life for European
Cancer Patients” [35, 36] divide Europe from East to West and from North to South.
Such disparities must be addressed to ensure that the provisions of the EU Beating
Cancer Plan can be met and that they can benefit all European citizens.

Western and Northern countries are doing much better than the Southern and
Eastern countries [37]. The Western and Northern European countries have better
healthcare systems and provide better access to early detection programs and ser-
vices and try to decrease the financial impact of the disease [38]. In Bulgaria for
instance, only 6% of cancer diagnosis was the result of screening programs while
the 94% was the result of a medical appointment for another health problem [39].
These disparities exist not only at the screening or diagnosis level but also with
cancer treatment. After being disease-free, patients lack sufficient rehabilitation,
psychosocial support services, and continuity of care. Cancer survivors report lower
health status than before cancer experience, less health information, as well as that
their family members do not look for information on cancer and that their income is
low [40]. Inequalities in cancer are also illustrated by the fact that survival rates are
also much lower in the Southern and Eastern European countries compared to the
Northern and Western ones.
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Survivorship research is of paramount importance to address the gaps and
inequalities in survivorship care. As A. Berns et al. (2020) mention, we need first of
all the appropriate infrastructure to translate research into actions. Many times,
research just remains in published papers and is not implemented to respond to the
needs of people. Involvement of different actors (stakeholders, policymakers,
patient coalitions, etc.) in research is a key component of implementation.
Implementation of clinical and prevention trials that would include also health eco-
nomics, therapeutic interventions, and tertiary prevention measures should be a high
priority of both researchers and policymakers.

In order to eliminate inequalities, different actions have been undertaken by
CDC [41], while the EU Joint Action on Cancer Control (CanCon) has made clear
recommendations in this area [42]. Some of the key recommendations proposed by
the Joint Action on Cancer Control (CanCon)are [42]:

1. Embed equity within the cancer prevention and control policies in all European
Union Member States.

2. Align cancer prevention and control policies with a Health in all Policies
approach.

3. Adopt a Health Equity Impact Assessment framework.

4. Engage and empower communities and patients in cancer prevention and con-
trol activities.

5. Support the development of European research programs that help deliver
equity in cancer prevention and control in all European Union Member States.

6. Improve equitable access and compliance with cancer screening programs.

7. Ensure equitable access to timely, high-quality, and multidisciplinary can-
cer care.

8. Ensure equitable access to high-quality surgical care in all European Union
Member States.

9. Ensure that all patients have timely access to appropriate systemic therapy.

10. Develop national cancer rehabilitation and survivorship policies, underpinned

by an equity perspective.

The Cancer Stigma and Cancer Advocacy

Despite the improvements in diagnosis, treatment, technology, and life expectancy,
cancer continues to be seen as a stigmatizing disease. Stigma relates to cancer as a
life-threatening condition [43—45]. Thinking about the disease can remind patients
about their feelings at the time of diagnosis and treatment, such as fear, stress,
depression, awkwardness, self-criticism, shame, guilt, and low self-esteem. [46,
47]. These feelings emerge because of still prevailing beliefs that a cancer diagnosis
is a death sentence [48]. However, stigma does not affect only cancer patients them-
selves, but it also permeates into and impacts society.

The Joint Action on Cancer Control (CanCon) has paved the way toward reduc-
ing the cancer burden within the European Union by proposing policy
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recommendations aimed at improving the delivery of cancer care and the quality of
life of cancer patients and survivors. The policy recommendations coupled with the
policy papers that accompany the main deliverable can support EU member states
to prioritize cancer on their health agendas and to plan and implement high-quality
rehabilitation and survivorship care for their citizens [49].

The focus points proposed by the Joint Action on Cancer Control cover the fol-
lowing aspects:

1. The need for a personalized follow-up program for each cancer survivor that
includes the management of late effects and foresees the patient’s needs for ter-
tiary prevention; such programs should be implemented with the active involve-
ment of survivors and their relatives.

2. The need to rethink the early detection of patients’ needs and to improve their
access to rehabilitation, psychosocial, and palliative care services.

3. The need for an integrated and multidisciplinary care framework that would
enable the implementation of a survivorship care plan that can enhance patient
empowerment and quality of life.

4. The need to foresee and address the late effects of cancer and its associated treat-
ments pose to children, adolescents, and young adult survivors.

5. The need for enhanced research in survivorship in order to provide data on late
effects and to assess the impact and cost-effectiveness of supportive care, reha-
bilitation, palliative, and psychosocial care interventions [50].

On the other hand, survivorship features high on both current European
Commission emblematic initiatives: the European Cancer Plan and the Cancer
Mission in Horizon Europe. The EU Cancer Plan was published in February 2021
and aims to deal with the whole disease pathway. The policy document focuses on
four core areas, on which the European Commission will concentrate its efforts:
prevention, early detection, diagnosis, cancer treatment and quality of life. The EU
Cancer Plan aims to foster European collaboration and support EU member states
to strengthen their national cancer plans as well as to be better prepared for future
challenges. The EU Cancer Plan focuses more on new approaches to cancer with a
specific focus on new technologies, research, and innovation, in order to provide
better patient-centered services [51]. Patient-centeredness is also closely connected
with the “Cancer Mission”, the new research and innovation program in health,
included in Horizon Europe [52].

To impact society at large, the Mission on Cancer aims at bringing countries
together to achieve a significant reduction of the enormous EU cancer burden and
improve the quality of life of patients by promoting cost-effective, evidence-based
best practices in cancer prevention, treatment, and care [1]. The main goal for the
implementation of a mission-oriented approach to cancer in Horizon Europe was to
achieve a 10-year cancer-specific survival for three-quarters of the adult patients
diagnosed in the year 2030 in the Member States with a well-developed healthcare
system [1, 12]. However, achieving this goal poses significant medical, socioeco-
nomic, legal, and political challenges.
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Positioned as the last component of the cancer research continuum and an inte-
gral part of translational research, survivorship research can influence the assess-
ment of multiple patient outcomes, including the health-related quality of life and
the socioeconomic factors impacting survivorship. Any data collection from cancer
survivors may be useful to detect and reduce long-term side effects of treatment, as
well as to improve rehabilitation and psychosocial services [49].

The development of pertinent strategies, aiming to address the long-term effects
of cancer treatment and to improve the health-related quality of life of cancer
patients, should pay particular attention to the gaps between research and cancer
care and prevention that can be found in areas such as psychosocial oncology, sup-
portive care, rehabilitation, palliative care, and survivorship. Outcomes research is
key for both therapeutic interventions and the effectiveness of public health services
and interventions. A high-quality cancer care requires multidisciplinary expertise
and adequate resources, together with high-quality data. Furthermore, due to the
expansion of new evidence for diagnostics and therapy, innovation is essential and
should be tailored to the individual needs of patients. Integrating cancer care and
prevention with research and education will boost innovation and deliver a compre-
hensive multidisciplinary cancer care framework [1, 11, 12, 35, 36, 46-55].

Concluding Remarks

Europe counts currently 20 million cancer survivors and cured patients who, in most
EU member states, do not receive any rehabilitation and survivorship care. The EU
Cancer Plan sets an ambitious goal to be reached by 2030: a 10-year survival of
75% for cancer patients and living well after cancer.

Improvement of research and decrease of health inequalities in cancer care by
improving cancer screening, early detection, equal access to treatment, and follow-
up care are key strategies for European countries to reach the above goal. Provision
of patient-centered services that focus on research, empowerment, education, and
multidisciplinary care delivery should be the standard cancer care approach.
Synergies among patients, researchers, civil society, stakeholders, and policymak-
ers can help in establishing the patient-centric approach in the years to come, which
is our key recommendation, which is also the core of the EU Cancer Plan.

Despite the high incidence of cancer, and abundant literature on health-related
quality of life, patient-centricity, patient involvement in their care, there is a lack of
concrete policies to ensure rehabilitation and lifelong survivorship care.
Establishment of survivorship clinics in cancer centers, where multidisciplinary
teams provide services can help in better rehabilitation and reintegration in social
life and work. The multidisciplinary teams of these clinics can empower patients
and provide tertiary prevention. Adaptation of patients to a healthier lifestyle can
improve survivorship and health-related quality of life. Provision of detailed infor-
mation and self-management education will decrease stress and make patients feel
more confident and relying more on information from their medical team rather
than from various Internet sources. The cancer survivorship care plan offering
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information about the patient’s diagnosis, treatment, and follow-up care [14] should
become integrated into the discharge instructions of cancer patients across Europe.
It will help any healthcare provider whom the cancer survivor will consult to have a
clear picture of the patient’s prior cancer experience, adverse events, and follow-up
care. Digital health can play an important role, particularly in cancer supportive care
settings, aiming to offer to cancer patients and survivors tools and assistance to cope
with cancer care issues, and at the same time, improving the efficiency of the health-
care system and liberating health professionals time for taking care of patients in the
acute phase [1, 2, 7]. Survivorship research and care will become increasingly
important in the following years, as a result of the increasing numbers of “cured”
patients and cancer survivors.
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