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Abstract

Purpose The increase in the prevalence "long-term cancer survivor” (LCS) patients is expected to increase the cost of LCS
care. The aim of this study was to obtain information that would allow to optimise the current model of health management
in Spain to adapt it to one of efficient LCS patient care.

Methods This qualitative study was carried out using Delphi methodology. An advisory committee defined the criteria for
participation, select the panel of experts, prepare the questionnaire, interpret the results and draft the final report.

Results 232 people took part in the study (48 oncologists). Absolute consensus was reached in three of the proposed sec-
tions: oncological epidemiology, training of health professionals and ICT functions.
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Conclusion The role of primary care in the clinical management of LCS patients needs to be upgraded, coordination with
the oncologist and hospital care is essential. The funding model needs to be adapted to determine the funding conditions for

new drugs and technologies.

Keywords Long cancer survivor - LCS patient care - Multidisciplinary cancer care

Introduction

Improvements in cancer screening, diagnosis, and treatments
[1] have resulted in an increase in the "long-term cancer sur-
vivor” (LCS) population [2, 3]. These patients have unique
needs and an increased risk of experiencing certain medical
and psychosocial problems in their lifetime [4], many of
which may appear at a later stage [5]. This, together with
the need for vigilance in the event of recurrences or new
malignancies [5], requires multidisciplinary care [2].

For the period 2010-2014, the CONCORD-3 report
described a clear increase in global survival for all cancers
[6]. In the US, where half of patients diagnosed with can-
cer survive at least 10 years [2], databases are available to
facilitate the study of LCS patients [7], as well as specific
programmes for their care and follow-up [8]. The EURO-
CARE-5 study, which analysed data from 107 European reg-
istries with over 10 million cancer patients, demonstrated
an increase in relative survival over 5 years in all countries
analysed [9]. In Italy, a 3% increase in the annual cancer
survival rate has recently been reported [10].

Data from the Spanish Network of Cancer Registries
(REDECAN) revealed the survival rate for men and women
diagnosed with cancer in the period 2008-2013 [11] to be
61.7 and 55.3%, respectively. Currently, assuming a broad
definition of LCS, it is estimated that there are 1.5 million
such patients in Spain [12, 13], with 100,000 new cases each
year [14]. The increase in the prevalence of these patients
is expected to increase the cost of LCS care, although there
are no estimates for this.

Against this background, the aim of this study was to
obtain information, through the Delphi methodology, that
would allow us to optimise the current model of health man-
agement in Spain to adapt it to one of efficient LCS patient
care.

Materials and methods
Objectives

The purpose of this study was to: (1) Identify the points
of agreement/disagreement regarding LCS care expecta-
tions and forecasts in Spain among the agents involved; (2)
Analyse the differences between the responses relating to
the "desired” and the "forecast (actual)" outcomes, and (3)

Provide healthcare professionals with information regard-
ing the expectations, forecasts and care challenges of LCS
patients in Spain.

Study design
Scientific committee and panel of experts

This project was carried out between June 2018 and March
2020, using Delphi methodology. In the early stages, the
advisory committee was set up to define the criteria for par-
ticipation, select the panel of experts, prepare the question-
naire, interpret the results and draft the final report.

The panel of experts consisted of specialists and affected
persons representing various groups involved in health care,
patient care, pharmaceutical care, care management and
political/administrative management.

Generation of statements

The advisory committee identified areas of uncertainty
regarding LCS care that should determine the structure of
the questionnaire. Twelve thematic sections were created:
(1) Oncological epidemiology; (2) Cancer care planning;
(3) Care and care coordination model; (4) Clinical and care
services; (5) Funding model; (6) Evaluation measures; (7)
Training of health professionals; (8) LCS patient involve-
ment; (9) Information and communications technology
(ICT) functions; (10) Clinical and translational research;
(11) Access to new therapies; and (12) Barriers to the trans-
formation process.

The timeframe for the consultation was 10 years. The
questions making up the questionnaire were divided into
closed multiple-choice options, with the possibility of add-
ing optional comments on each question. Questions were
designed to be answered as an either/or (yes/no) response or
by means of a Likert scale (5 and 4 levels of agreement in
the first and second Delphi rounds, respectively).

Definition of a long-term survivor
To standardise the individual evaluation criteria for the sur-
vey responses, the advisory committee considered it neces-

sary to include a definition of LCS that took into account
the characteristics of each type of cancer. Participants were
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therefore asked to respond taking the following definition
into account:

"Beyond the specific characteristics that might be
deemed necessary with regard to the original type
of cancer, once classified as long-term survivors, all
these patients share common care needs. Needs that
today could be similar to those of chronic patients.
Throughout this questionnaire, questions are asked that
will help to formulate a common cancer care model, at
the initial stage, and that will undoubtedly need to be
adapted according to the characteristics of each type
of cancer in later phases. For this reason, we ask you
to think of a general cancer patient who has increased
his or her expected survival either disease-free or pro-
gression-free."

Dynamics of the Delphi study

Panel members completed two Delphi rounds across a
platform. The end-of-consultation criterion for each ques-
tion was consensus, defined as a degree of convergence
of at least 80% of the individual estimates. After the first
round, those questions with differing criteria passed to a
second round, and were rewritten where wording warranted
improvement. For the second consultation round, the overall
results and the individual response that each participant had
given in the first round were incorporated into the platform.
In this way, each had the opportunity to reconsider their
responses in light of the overall position of the panel of
experts.

Section 1. Oncological epidemiology

Section 2. Cancer Care Planning 38%
Section 3. Care and care coordination model 11%
Section 4. Clinical and care services 9%

Section 5. Funding Model
Section 6. Assessment measures
Section 7. Training of health professionals
Section 8. LCS patient involvement 7%
Section 9. ICT Features
Section 10. Clinical and translational research
Section 11. Access to new therapies 10%
Section 12. Barriers to the transformation process
0% 20%

Unanimity Consensus

Fig. 1 Level of agreement reached for each section in the Delphi study
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Once analysis of the results was available, the advisory
committee met to formulate the study conclusions. It also
addressed prioritising and identifying the challenges with a
view to shaping the strategy for transformation of the LCS
care model.

The final report was reviewed by independent experts to
increase the validity of the Delphi study.

Analysis and interpretation of results

At the end of each consultation round, the responses to the
questionnaires were analysed overall and by subgroups, in
accordance with the following statistical parameters: num-
ber of responses (N) and percentage of total (%). The per-
centages of agreement were rounded up or down to whole
numbers.

For the purposes of interpretation and graphical represen-
tation of the results, the responses were grouped as follows:
(1) Unanimity: 100% agreement of the panel of experts with
the claim; (2) Consensus: 80-99% agreement of the panel of
experts; (3) Majority: 66-79% agreement; (4) Difference of
opinion: agreement of fewer than 66% of the panel members.

To reduce possible biases due to the over-representation
of some groups, differences of opinion of more than 20%
between specialties were analysed.

The results of this study do not reflect the impact of the
SARS CoV-2 (COVID 19) pandemic on the Spanish health
system, something that must be taken into account for read-
ing the results in their true context.

100%

50% 13%
61% 11% 17%
76% 6% 9%
85% 15%
80% 20%
100%
86% 7%
100%
75% 13% 13%
50% 10% 30%
70% 20% 10%
40% 60% 80% 100%

Majority Difference of opinion
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Table 1 Percentage of responses to Delphi survey items, together with the level of agreement reached

Item Result Level agreement

Section 1: oncological epidemiology

Factors that will have an impact on the increased prevalence of LCSs and on the Yes, it will have an impact on
Spanish National Health Service in the next 10 years

1. Medical-therapeutic and technological improvements 95% C

2. Changes in population lifestyles 96% C

3. Public access to health services 98% C

4. The coexistence of comorbidities will have an impact on the emergence of new  92% C
cancer subpopulations that will increase the complexity of care

Section 2: cancer care planning

Cancer care planning forecasts for the next 10 years Desired Actual

5. Oncology planning will address the need to correct territorial inequalities Yes (98%) No (71%) C/M
between communities through the appropriate allocation of the necessary
resources

6. Oncology planning will address access to more personalised therapies Yes (100%) Yes (91%) U/C

7. Oncology planning will be included in the care plans for LCSs and will take the Yes (100%) Yes (90%) U/C
increase in their prevalence into account

8. Oncology planning for LCS patient care will improve interaction between Yes (100%) Yes (87%) U/C
primary care and hospital care

Section 3. Care and care coordination model

Care and care coordination model forecasts for the next 10 years Desired Actual

9. The model must contemplate the creation of a hospital oncology care network  Yes (89%) Yes (57%) C/D
and concentrate diagnostic-therapeutic activities, as well as optimising care
resources

10. The model must promote the establishment of a nationwide population-based  Yes (96%) Yes (83%) C/C
cancer register

11. The role of nursing in the care of LCS patients will become more important Yes (99%) Yes (84%) C/C

12. The LCS patient care process will involve multidisciplinary care Yes (100%) Yes (87%) U/C

13. An EPI (extended programme on immunisation) covering all levels of care Yes (99%) Yes (77%) C/M
will be defined

14. The model should consider increased collaboration between medical oncology  Yes (100%) Yes (84%) U/C
and primary care

15. The clinical management of LCSs will have primary care as its focus Yes (88%) No (60%) C/D

16. All LCS patients will have a case manager who will coordinate the different Yes (94%) No (69%) C/M
concurrent services and act as an accessible point of reference

17. Single points will be set up for appointment scheduling and for the collection  Yes (95%) No (61%) C/D

of results in order to improve the interactive nature of care procedures
Section 4. Clinical and care services
Forecasts for the next 10 years with regard to the development of clinical care protocols and cancer treatment decisions

18. Protocols must be stratified according to LCS patient needs (chronicity, comor- Yes (96%) Yes (91%) C/C
bidity, fragility, etc.) and risks (survival, progression-free, quality of life, etc.)

19. The protocols must consider early detection and the addressing of common Yes (99%) Yes (95%) C/C
problems in LCS patients (asthenia, pain, depression, etc.)

20. The protocols must emphasise the early detection of relapses and second Yes (99%) Yes (87%) C/C
tumours

21. The protocols will include criteria for detecting the adverse effects of treat- Yes (100%) Yes (86%) U/C

ments, their possible sequelae and iatrogenesis in general

22. It is essential that the communication process between the patient, the acute Yes (100%) Yes (83%) U/C
centre, primary care and social and health centres will improve

23. Therapeutic decision making must consider the specific characteristics of each  Yes (100%) Yes (95%) U/C
patient, the risk of toxicity associated with each patient's systemic conditions at
all times and the patient's own expectations

24. Therapeutic decision-making support algorithms will be required based on the Yes (96%) Yes (94%) C/C
LCS patient's clinical presentation
25. National benchmarking for decision making will be improved Yes (97%) No (59%) C/D
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Table 1 (continued)

Item

Result

Level agreement

Oncology service portfolio and core common portfolio forecasts for the next 10 years

26. The clinical needs of LCSs will require redesigning the service portfolio for
oncology services

27. Care circuits in A&E will have to be set up to make it possible to consider
referring LCS patients to the oncology service based on the reason for consulta-
tion

28. Including social workers in oncology services is key to providing the LCS
patient with appropriate care

29. Including palliative care specialists in oncology services is key to providing
LCS patients with appropriate care

30. Psycho-oncology will play a decisive role in the perception of quality of life by
LCS patients and their relatives and/or the context in which they live

31. Cancer care will be increased for LCS patients

32. Comprehensive Geriatric Assessment will be a useful tool in the care of
elderly LCS patients

33. The development of care pathways between oncology and home care profes-
sionals will be a solution for alleviating congestion in hospitals and for improv-
ing cancer education for LCS patients and the context in which they live

34. The home pharmaceutical service will be made more general, with the dis-
pensing of drugs to the LCS patient's home (home delivery)

Section 5. Funding model

Forecasts for the next 10 years with regard to the availability of resources and the
funding of LCS care

35. Resource limitation will complicate the selection of therapeutic alternatives for
certain types of LCS patients

36. Cost—benefit analysis will be used for therapeutic decision making

37. Acute beds will need to be converted at medium/long-stay hospitals for opti-
mising LCS patient care resource management

38. Rural home care management will need to be optimised to enable efficient
home hospitalisation

39. For certain types of LCS patients, to define and enhance the areas of palliative
care that could be extended to primary care and that in some cases is currently
provided in hospital care

40. Given the epidemiological scenario and the envisaged increase in the preva-
lence of LCSs, new funding variables that respond to new care scenarios will be
considered

41. Clinical and care outcomes will influence funding for oncology services

42. The care centre funding model will be changed to a care programme funding
model

43. There will be a tendency to centralise the purchase of drugs and other health
technologies in order to reduce their cost

Forecasts for the next 10 years with regard to the funding of drugs and other health technologies

44. Efficacy and safety will be decisive in determining the basis for funding new
drugs and other health technologies in some LCS patient categories

45. The cost-effectiveness criterion will be used to determine the funding of new
drugs and other health technologies in some LCS patient categories

46. The cost of treatments will be determined in accordance with their value in
terms of health outcomes in some LCS patient categories

47. Investment/disinvestment criteria for drug and other healthcare technology
funding will be applied in some LCS patient categories

Section 6. Assessment measures
Forecasts for the next 10 years with regard to care process assessment measures
48. LCS-specific efficacy and safety indicators will be used

49. Indicators will be defined to evaluate the entire LCS care process (primary
care, hospital care, home care) in an integrated way

Yes (94%)

Yes (92%)

Yes (86%)

Yes (91%)

Yes (94%)

Yes (93%)
Yes (96%)

Yes (87%)

Yes (81%)

Desired

No (82%)

Yes (91%)
Yes (89%)

Yes (98%)

Yes (96%)

Yes (89%)

Yes (91%)

Yes (85%)

Yes (90%)

Yes (97%)

Yes (91%)

Yes (89%)

Yes (86%)

Desired

Yes (97%)
Yes (98%)

Yes (86%)

Yes (56%)

No (56%)

Yes (84%)

Yes (80%)

Yes (84%)
Yes (90%)

No (72%)

No (70%)

Actual

Yes (81%)

Yes (80%)
No (51%)

Yes (62%)

Yes (90%)

Yes (64%)

Yes (65%)

No (84%)

Yes (93%)

Yes (80%)

Yes (94%)

Yes (83%)

Yes (81%)

Actual

Yes (86%)
Yes (62%)

C/IC

C/D

C/IC

C/IC

C/IC
C/IC

C/M

CcM

C/C

C/IC
C/

C/D

C/C

C/D

C/D

C/IC

C/IC

C/C

C/IC

C/C

C/IC

C/IC
C/D
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Table 1 (continued)

Item Result Level agreement

50. Sufficient means will be made available for carrying out an evaluation of the Yes (97%) No (81%) C/C
indicators

51. The health results obtained by each hospital in relation to LCS patients will be  Yes (98%) No (80%) C/C
published regularly

52. Evaluation results will be used in care decision making Yes (99%) No (57%) C/D

Section 7. Training of health professionals

Health professional training forecasts for the next 10 Years It is important

53. Training all healthcare professionals involved in the care process with regard ~ 97% C
to the needs of LCS patients throughout the process

54. Joint training of oncologists, nurses, hospital pharmacists and primary care 95% C
specialists

55. Specific training in LCS patient safety taking into account the comorbidities 97% C
associated with these patients

56. Shared decision-making training (for the entire care process) for all healthcare 94% C
professionals

Section 8. LCS Patient involvement

Forecasts for the next 10 years with regard to the role of the LCS patient in the Desired Actual
care process

57. The normalisation of the LCS patient as a chronic patient will be decisive in Yes (96%) Yes (81%) C/C
optimising their quality of life

58. Awareness-raising campaigns will be carried out to destigmatise the LCS Yes (92%) Yes (84%) C/C
patient, especially for certain types of cancer

59. The involvement of patients (and their carers) in the design and development  Yes (96%) Yes (73%) C/M
of clinical care processes and protocols will be key for ensuring their suitability

60. The patient will be involved in shared decision making at different points in Yes (98%) Yes (88%) C/C
the care process

61. Patient associations will be encouraged to contribute to empowering the LCS  Yes (92%) Yes (90%) C/C
patient

62. LCS patients and their close family will be trained with a view to promoting Yes (100%) Yes (95%) U/C
healthy lifestyles

63. LCS patients will be trained for involvement in the management of their Yes (98%) Yes (92%) C/C
disease

Section 9. ICT functions

ICT forecasts for the next 10 years Desired Actual

64. Telemedicine (two-way e-health platforms) will be widely used to facili- Yes (95%) Yes (94%) C/C
tate communication and the transmission of information during all healthcare
processes between different professionals and between professionals and LCS
patients

65. An integrated computerised medical record will be available for medical Yes (99%) Yes (92%) C/C
professionals at all levels of care provided to LCS patients, including an alert
system to avoid duplication

66. Computer systems will be available for integrating clinical databases and for ~ Yes (99%) Yes (85%) C/C
the creation of shared databases between various hospitals (Big Data) in order to
generate evidence through real practice (Real-World Evidence)

67. ICTs will be available to monitor compliance with the LCS patient's prescribed Yes (98%) Yes (87%) C/C
treatment

Section 10. Clinical and translational research

Research forecasts for the next 10 Years Desired Actual

68. To have up-to-date information on ongoing clinical trials and patient selection  Yes (91%) Yes (70%) C/M
criteria

69. To conduct more research on the impact patient involvement has on the care Yes (89%) No (52%) C/D
process

70. To conduct cost-effectiveness studies on new treatments Yes (90%) Yes (89%) C/C

71. To conduct LCS patient quality of life studies Yes (95%) Yes (84%) C/C
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Table 1 (continued)

Item Result Level agreement

72. To conduct LCS patient treatment compliance studies Yes (93%) Yes (78%) C/M

73. To conduct studies on the extent to which the recommendations in the Clinical Yes (87%) Yes (52%) C/D
Practice Guidelines are implemented by heath care professionals

74. To conduct studies on the side effects of drugs in actual clinical practice Yes (97%) Yes (81%) C/C

75. To conduct research on mechanisms that allow the personalisation of treat- Yes (96%) Yes (86%) C/C
ments

Section 11. Access to new therapies

Forecasts for the next 10 years with regard to access to new therapies Desired Actual

76. Access to molecular diagnosis will be rolled out for all LCS patients Yes (95%) No (62%) C/D

77. The use of the same diagnostic and technological resources will be guaranteed  Yes (100%) No (76%) UM
regardless of the LCS patient's point of access to the healthcare system

78. Access to genetic advice for informed decision making will be provided for all  Yes (97%) No (53%) C/D
Spanish National Health Service users

79. The system will establish technical criteria for prioritising access to genetic Yes (95%) Yes (85%) C/C
counselling

80. Shared risk strategies between management and industry will address the Yes (94%) No (56%) C/D

policy of greater access to therapeutic innovation and the drive for continuous

research into therapeutic innovation
Section 12. Barriers to the transformation process
Barriers to be overcome during the transformation process

Difficult to overcome

81. Healthcare professionals' resistance to change 79% C
82. Decentralisation of the Spanish National Health Service 86% C
83. The tendency to work individually in each specialty and/or at each level of 87% C
care
84. Lack of support from hospital and primary care management 83% C
85. Lack of political and institutional support 90% C
86. Lack of financial resources 94% C
87. Lack of studies and functional population records (Real-World Data, Real- 89% C
World Evidence) with specific LCS protocols
88. Lack of social awareness of the existence of LCS patients 67% M
89. Stigmatisation of cancer for certain types of cancer 62% D
90. Lack of tools to assess the actual needs of the LCS patient for the purpose of ~ 86% C

defining the patient-based care model

Values in bold print indicate consensus. U: unanimity; C: consensus; M: majority; D: difference of opinion

(1) Unanimity: 100% expert panel agreement; (2) Consensus: 80-99% agreement; (3) Majority: 66-79% agreement; (4) Difference of opinion:

agreement < 66%

Items were responded to on an either/or basis (yes/no) or using the Likert scale (5 and 4 levels of agreement in the first and second Delphi

rounds, respectively)

Results
Profile of the panel of experts

A total of 232 people took part in the first round of the study,
of whom 79.7% (n=185) also responded to the second
round. Some 60% of those taking part were from the health-
care sector (health personnel and patients); the remainder
were involved in health policy and management (28 and 8%,
respectively). Within the healthcare field, the most repre-
sented groups were medical oncologists (21%) and primary
care doctors who had experience with chronic patients (17%).
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Of the total number of oncologists (n=48), 54.16% were
lung cancer specialists. A subanalysis of the responses
obtained from this group with respect to the overall group
of oncologists was carried out to mitigate a possible bias due
to the overrepresentation of this group.

Extent of overall agreement

The degree of agreement obtained was analysed based on
thematic sections (Fig. 1). Absolute consensus was reached
in three of the proposed sections: oncological epidemiol-
ogy, training of health professionals and ICT functions.
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Conversely, the greatest differences of opinion were
observed in the sections that addressed access to new ther-
apies, evaluation measures and the care and coordination
model.

In the first Delphi round, 51% consensus was achieved.
The second round assessed the remaining statements, includ-
ing those that were reworded, and there was then 64% con-
sensus. Altogether 82% of the items were agreed on a con-
sensus basis, 6% of them unanimously.

Table 1 shows the response rates to the statements and
the degree of consensus reached. The most relevant results
are summarised below.

Oncological epidemiology

The majority of experts (98%) were of the view that the
population's access to health services was a significant factor
in the prevalence of LCS. In the opinion of more than 95%,
lifestyle changes and therapeutic and technological improve-
ments will influence the number of LCS patients over a period
of 10 years. Ninety-two per cent of participants stated that
comorbidities in LCS patients will impact the emergence of
new subpopulations and increase the complexity of care.

Care model

There was unanimous desire that the care model for LCS
patients be multidisciplinary and that oncology planning
address access to personalised therapies, that LCS patients
be included in care plans and that cooperation between
primary care and hospital care be improved. Ninety-eight
per cent of those taking part were in favour of correcting
territorial inequalities through an appropriate allocation of
resources, although in the opinion of the majority (71%)
this situation will not be resolved in the next 10 years.

Of all the strategies proposed for improving the coor-
dination of different levels of care, only collaboration
between medical oncology and primary care was consid-
ered feasible by the consensus (84%).

Clinical and care services

According to the vast majority of participants, protocols
need to be stratified in accordance with the needs and risks
of LCS patients, and there was agreement on the need to
include early detection and addressing of the most common
problems experienced by LCS patients, as well as relapses or
the emergence of new tumours (99% in both cases).
Regarding therapeutic decisions, the need to consider
patient characteristics, expectations and the risk of toxic-
ity was unanimously accepted. National benchmarking
(or comparative evaluation) and supporting algorithms
(96% of respondents) were also recognised as appropriate

strategies, but the first was not considered feasible. Only
11% of oncologists (compared to 41% of all participants)
were of the opinion that this measure will be implemented
in the next 10 years.

There was agreement on the need to create pathways for
the emergency referral of oncology patients to the oncology
department (92%), as well as the need to incorporate social
workers (86%) and palliative care specialists (91%). Consen-
sus was reached regarding the role of psycho-oncology in
the perception of improvement of the quality of life of LCS
patients (94%). The experts believe that healthcare links
need to be established between oncology and home care
professionals (87%), and home pharmaceutical dispensing
(81%) needs to become more widespread, although less than
one third considered these changes feasible within 10 years.
Only 8% of the Health Policy group (compared to 28% of the
total) were confident that these links would be established
in the next 10 years.

Regarding home pharmaceutical dispensing, the hospital
pharmacy group (44%) expressed less of a desire for the
measure to be implemented (compared to 81% of the total),
unanimously disagreeing on its feasibility.

Funding and evaluation

More than 80% of respondents predicted that resource con-
straints will affect the selection of therapies for certain types
of LCS patients. There was agreement on the importance of
using cost-benefit analysis in decision-making (91%) and its
feasibility in the future.

Panel members agreed that clinical care outcomes should
influence the funding of cancer services (91%). Eighty-
five per cent expressed the desire that a funding model be
adopted based on care programmes rather than on centres,
although almost the same percentage dismissed this as a pos-
sibility. In contrast, the centralised purchasing of drugs and
health technologies to reduce costs was deemed necessary
(90%) and feasible (93%).

All the proposed evaluation measures were considered
necessary by virtually all participants. Eighty-six per cent
were of the view that such indicators would be used in the
future, although there was no consensus that the process
would be evaluated in an integrated manner.

Training of health professionals. ICT

All items presented regarding the training of health profes-
sionals involved in the care of LCS patients were accepted
on a consensus basis. Mention should be made of joint train-
ing between oncology, nursing, pharmacy and primary care
(95%); training in safety parameters and comorbidities in
relation to LCS patients (97%); or shared decision-making
(94%).
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Ninety-five percent of the experts advocated the use of
telemedicine to facilitate communication during the care
process and between different professionals and patients;
the need to implement electronic medical records (99%)
and to integrate clinical databases and big data to generate
evidence in real clinical practice (99%), in addition to using
ICT to monitor LCS treatment adherence (98%).

Patient involvement

According to a large majority (92-100%), LCS patients must
be regarded as normal chronic patients, that they be involved
in protocol design and shared decision-making, and that they
be trained in healthy lifestyles and disease management.
There was no consensus regarding patients' involvement in
the design of processes and protocols (73%), but it was felt
that the rest of the measures will be feasible within 10 years
(81-95% agreement).

Clinical and translational research

Ninety-one percent of panel members expressed a desire
for up-to-date information on ongoing clinical trials, but no
consensus was reached on the likelihood of this happening.
Agreement was reached on the following research objec-
tives: studies on the impact of patient involvement in the
care process (89%), the cost-effectiveness of new therapies
(90%), quality of life (95%), treatment adherence (93%),
adoption of the recommendations contained in the clinical
practice guidelines (GPC) (87%), the side effects of treat-
ments observed in clinical practice (97%) and the mecha-
nisms that make it possible to personalise LCS treatment

(96%).
Access to new therapies

Among the measures for access to new therapies, 95-100%
of panel members expressed their desire for the following to
be carried out within 10 years: access to molecular diagno-
sis, use of the same diagnostic and technological resources
regardless of the LCS patient's point of access to the Spanish
Health Service, access to genetic advice for making deci-
sions using technical criteria, and the implementation of
risk-sharing strategies between the public authorities and
the pharmaceutical industry. Of all these measures a consen-
sus agreement (85%) was reached only on the feasibility of
defining technical criteria for prioritising access to genetic
counselling.

Barriers to the transformation process

The lack of economic resources was cited as the most
difficult barrier to overcome, which 74% of participants
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considered insurmountable. Other barriers agreed on by
more than 80% of the participants were: resistance to change
on the part of health professionals, decentralisation of the
Spanish Health Service, lack of coordination between spe-
cialties, or shortcomings in the support provided by hospi-
tal and primary care management, political and institutional
support, functional population studies and records or tools
for assessing LCS needs.

Discussion

In this study, more than 250 oncology professionals,
both in the healthcare and management fields, as well
as patients, have outlined guidelines that could serve to
optimise the healthcare management model in Spain so
that it could be adapted to provide efficient LCS patient
care. According to the experts, the portfolio of services for
optimal LCS care will require reorientation and perhaps
even redesign.

Oncological epidemiology

The study identified therapeutic and technological
improvements as a factor that might impact the prevalence
of LCS patients in the next 10 years. The emergence of
new therapies other than conventional chemotherapy is
also a factor to be taken into account with regard to an
increase in the prevalence of LCS patients [15], and cancer
planning must address fair access to these personalised
therapies.

A change in population lifestyle was another factor
identified as determining the prevalence of LCS patients.
However, although the benefits of this change have been
described in cancer patients [16-21], the published results
are limited and not entirely conclusive [1].

Most participants considered it necessary to address the
correction of territorial inequalities through an appropriate
allocation of resources, although doubts were expressed that
this would occur in the next 10 years. Patients were particu-
larly pessimistic on this point. Population access to health
services is likely to affect the prevalence of LCS patients
over the next few years, so territorial inequalities in care
for LCS patients must be identified and service planning
must be backed up to avoid duplication and inequalities [14].
Access to health information by disadvantaged people is an
area for improvement [22-24].

In this context, one of the main challenges arising from
this study is to manage the care priorities of LCS patients
in accordance with their oncological and clinical presenta-
tion and with their associated comorbidities. Four out of ten
cancer patients have at least one other chronic disease and
15% have at least two [25]. The existence of comorbidities
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substantially affects treatment decisions and the results
obtained in the treatment of cancer [26], so patients will
have to be stratified according to their comorbidities so that
they can be treated individually.

Care model

The need for collaboration between medical oncology and
primary care was unanimously agreed, with a broad con-
sensus that this collaboration will be strengthened in the
next 10 years. Primary care must become the cornerstone
for the clinical management of LCS patients, although at
the same time it is questioned whether this will be a reality
in the next decade due partly to the current fragmentation
of the health system.

Other factors mentioned by experts that are key in
addressing the relationship between primary care and hos-
pital care need to be highlighted: the reorientation and train-
ing of professionals before they assume new roles; identi-
fication and differentiation of the characteristics of those
LCS patients who require primary care and those requiring
hospital care; resolving the primary care overload and the
resistance of oncologists to losing LCS patients in follow-up.

There are different LCS patient monitoring models.
Exclusive oncology care may have drawbacks, such as
patients rejecting follow-up at the same facility where they
were treated in their acute phase, or relying excessively on
those facilities to address any health problems. In addition,
the handling of non-cancer problems in oncology depart-
ments is often limited [27]. In community-based models,
however, cancer care recommendations from primary care
departments may result in less follow-up, and primary
care professionals need to be specifically trained in cancer
survivor care [27]. Nevertheless, the role of primary care
physicians in such patients has been widely recognised
[28-30].

LCS patient care appears to be based on a shared, mul-
tidisciplinary approach between primary care and hospital
care [28-32]. This collaboration has proven to improve clini-
cal outcomes, hence its consideration as a key factor in the
cancer care model [33, 34]. Experts almost unanimously
expressed the need to improve nursing care for LCS patients.

The study highlighted the need to redesign the LCS ser-
vice portfolio, enhancing the role of psychologists, social
workers and geriatricians. The importance of home care,
both clinical and pharmaceutical, was also emphasised
and although there was agreement on the need for this, the
experts considered its viability over the next 10 years to be
low. Particularly sceptical were the group of health policy
participants (regarding clinical home care) and the hospital
pharmacy (regarding drugs).

Funding and evaluation

Regarding the current funding model, the panel members
agreed on the relevance of considering new variables (such as
results-driven or care programme funding), although it was not
agreed that these changes would take place within 10 years.

LCS patient care involves both direct and indirect long-
term costs [35]. In fact, it is estimated that about 25,000
people in Spain may find themselves in a vulnerable position
due to the economic impact of the diagnosis and course of
cancer [36]. The increase in the prevalence of LCS patients,
resulting in an increase in the age of patients and their
comorbidities [14], poses a challenge for the funding model.

On the other hand, this study has shown that participants
perceived the design and use of indicators as a difficulty.
This aspect is another challenge, since the multidisciplinary
approach to LCS patient care will require shared indicators
for evaluating and ensuring continued care, avoiding dupli-
cation of interventions and facilitating the patient's transition
between different levels of care [37].

Training of health professionals: ICT

This study has highlighted agreement on the importance of
training all personnel involved in LCS care, beyond medical
oncology. Shared decision-making and patient safety based
on their comorbidities must be part of such training. Con-
stant innovation in oncology requires the ongoing training
of professionals, which also includes the patient [38, 39].

Experts agreed on the need and feasibility of implementing
ICT in certain care processes. These can generate evidence in
actual clinical practice and improve patient care [37].

Patient empowerment

This study has demonstrated agreement on measures aimed
at increasing the training of the LCS patient, as well as his or
her collaboration in informed decision-making. It has been
seen as important that patients and caregivers be provided
with quality training in the areas of pathology, self-care and
healthy lifestyle habits. However, there was no consensus
regarding patient and caregiver involvement in the devel-
opment of care protocols and processes. Such involvement
would provide a better insight into what patients need from
those processes, even though not all of them can take an
active part in decision-making.

Clinical and translational research
The possibility of further research on LCSs (long-term cancer
survivors) in the future elicited a diversity of views, probably

due to the low level of funding for this purpose. The experts
agreed on the importance of carrying out cost-effectiveness
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studies on treatments, LCS quality of life and therapeutic
adherence, and most agreed that these types of studies will
be part of the research agenda in the coming years.

Clinical trials are a feature of the routine of most oncol-
ogy departments [40]. However, most research resources
are geared towards finding new molecules to slow the pro-
gression of the disease. Including real-life clinical practice
studies in the decision making process can fill gaps in knowl-
edge due to the inherent characteristics of clinical trials [41],
although it poses a serious challenge for regulators and
assessors, given the scant guidance on how to generate and
integrate it efficiently. Research on LCSs could bring about
an understanding of the mechanisms underlying the sequelae
they suffer, demonstrate the effectiveness of interventions
aimed at reducing these sequelae, or lead to the design of
less toxic treatments; in addition to providing real-life data*?.

The transformation process and its barriers

The Delphi questionnaire concluded with a series of state-
ments regarding potential barriers during the transformation
process. Of the ten barriers identified, there was a difference
of opinion in only one of these.

By grouping the barriers according to the classical
understanding of management areas, those affecting macro-
management gained a high consensus: lack of financial
resources, lack of political and institutional support and
decentralisation of the Spanish National Health Service.
Second, barriers that can be located in the area of middle-
level management were identified: lack of support from hos-
pital management, tendency to work individually in each
specialty or level of care, lack of studies, records and pro-
tocols; or lack of tools for assessing LCS needs. Finally, a
barrier was identified at the micromanagement level (also a
very significant one, especially when far-reaching transfor-
mation is the objective), that of resistance to change among
professionals.

The limitations of this study are the result of its Del-
phi design. This methodology does not allow for the details
of the items to be specified, although, when discussing the
results, the comments that the panel members made on
each of them were taken into account. In addition, given
the approach taken for the study, it was decided to accept a
broad definition of the term LCS, mentioned at the begin-
ning of the questionnaire, which could include highly dif-
ferentiated clinical profiles. However, in only two instances
did participants include comments on this definition. The
natural tendency to confuse forecasts (actual) with the desire
that the forecast becomes a reality, which can vary from one
expert to the next, may also be considered a possible limita-
tion. Lung cancer specialists were over-represented in this
study. A sub-analysis of these with respect to all oncologists
resulted in significant differences greater than 20% in only
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eight questions, making bias unlikely. Finally, the potential
influence of the study's sponsors was minimised by their not
participating in the analysis, interpretation of the results or
drafting of the final article.

The high degree of consensus reached in this study, more
than 80% of the items and the high level of participation by
the panel members, confer significant validity to the results
obtained. This supports the results of this study as a road
map for the transformation process to be carried out by the
Spanish National Health Service in the area of LCS care.
It has been possible to identify the obstacles that must be
overcome, and above all the actors involved in the develop-
ment of the model and their responsibilities.

Ultimately, the magnitude of the challenges posed in this
study can be measured by the wide spectrum of barriers to
be overcome at all levels in the health system, and because
these affect all those involved in health care in our country.
The purpose of initiatives such as this study is to contribute
to the awareness of all those involved, in addition to provid-
ing the means for transforming the model in the medium
term, so that it can develop efficiently towards better care
for LCS patients.

Conclusions

First, despite the Spanish National Health Service facing an
increase in the incidence of LCSs, it would appear difficult
to overcome territorial inequalities.

The role of primary care in the clinical management of
LCS patients’ needs to be upgraded, and coordination with the
oncologist and with hospital care is essential. The portfolio of
services for optimal LCS care would require reorientation or
even redesign. To this end, multidisciplinary care will need to
be promoted, including nursing, psycho-oncology, palliative
care, social work or pharmacy care, among other services.

The funding model needs to be adapted to the new epi-
demiological, efficacy and safety scenario in order to deter-
mine the funding conditions for new drugs and technolo-
gies. There is still a high level of uncertainty about how to
handle this aspect, given the limitations in terms of care
resources. Specific efficacy/effectiveness and safety indica-
tors need to be used in therapeutic decision-making affecting
LCSs, which must be integrated from a multidisciplinary
perspective.

The new care models highlight the need for specific ongo-
ing training for professionals involved in the care of LCSs,
especially in primary care. Research in the area of LCSs is
crucial, in terms of the cost-effectiveness of interventions,
treatment safety, quality of life or treatment adherence; but
the lack of resources will pose a barrier.

The process of adapting the care model to the increase in
the incidence of LCSs presents some barriers, such as the
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lack of financial resources, institutional support or popula-
tion studies and records.
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