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Spanish National Strategy: Disease-Free Survivors centered

NATIONAL CANCER STRATEGY 2021-2023

Goal 32

"Establish follow-up circuits for patients without present 
disease, who have completed their treatment and initial 
follow-up, between Primary Care and hospital..."

DEFINITION OF LONG SURVIVOR

"Patients who have survived, with no observable disease, 
who are no longer receiving treatment, and at least 5 years 
have elapsed since diagnosis"

Estrategia en Cáncer del SNS. Ministerio de Sanidad, 2021. SEOM: Las cifras del cáncer en España 2024
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DEFINITION OF LONG SURVIVOR

"Patients who have survived, with no observable disease, 
who are no longer receiving treatment, and at least 5 years 
have elapsed since diagnosis"

The gap: survivors WITH active disease

The current strategy does not include patients with metastatic lung cancer who survive years on active 
treatment or with stable disease. This emerging population has specific unmet needs.

32.768
Cases/year lung cancer Spain 

(2024)

~50%
Diagnosed in the metastatic 

stage

↑↑
Long survivors with illness

Estrategia en Cáncer del SNS. Ministerio de Sanidad, 2021. SEOM: Las cifras del cáncer en España 2024



The paradigm shift in metastatic lung cancer

PRE-IMMUNOTHERAPY ERA

Rapidly lethal disease
Median OS: 8-12 months
OS 5 years: <5%



The paradigm shift in metastatic lung cancer

PRE-IMMUNOTHERAPY ERA

Rapidly lethal disease
Median OS: 8-12 months
OS 5 years: <5%

Lim et al. J Thorac Oncol 2009

Goldstraw et al. J Thorac Oncol 2016

Schiller JH, et. al. N Engl J Med. 2002



The paradigm shift in metastatic lung cancer

CURRENT ERA (IO + TARGETED THERAPIES)

Potential chronic disease
Median OS: 18-24+ months
OS 5 years: 15-30% in subgroups

Reck M et al. JCO 2021; Garassino MC et al. JCO 2023; Ramalingam SS et al. NEJM 2020
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Potential chronic disease
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PRE-IMMUNOTHERAPY ERA
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New Reality: Patients WITH 
Metastatic Disease  Surviving Years

PD-L1 > 50%
1/4 NSCLC

5 yr OS ~32%

ALK+
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EGFR+
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Why do we need a definition of long survivor in 
metastatic lung cancer?

SPECIFIC CANCER NEEDS

Late IO Toxicities
Endocrinopathies, pneumonitis, colitis even years later

Second neoplasms
Increased risk from long-term exposure and smoking

Progressive disease management
Complex decisions in successive lines

Optimal treatment duration
When to suspend IO? Toxicity suspension impact

NON-ONCOLOGICAL NEEDS

Psychological impact
Fear of relapse, anxiety, chronic uncertainty

Asthenia/chronic fatigue
Most prevalent symptom, persists years post-treatment

Labor/social reintegration
Difficulties in reintegration, social stigma

Financial toxicity
Economic impact of long-term illness

Need for a consensus that defines and characterizes this new patient population
Nadal E et al. Cancer Immunol Immunother 2019; Fitch MI. Asia Pac J Oncol Nurs 2019



Define long-term survival in 
metastatic lung cancer

Identify common characteristics of 
long-term survivors

Analyze implications for patients and 
physicians

This study provides a valuable framework for defining and supporting long-term survivors of metastatic 
lung cancer, informing clinical practice and future research to improve outcomes and quality of life for 

this patient population.

Consensus overview and objectives



Methodology: Modified Delphi
SCIENTIFIC COMMITTEE
3 oncologists who are experts in lung cancer (Spanish 
public hospitals)

QUESTIONNAIRE
56 items in 3 sections:

– Definition (12 items)
– Common characteristics (21 items)
– Oncological and non-oncological implications (23 items)

RATING SCALE

Likert 1-9 

(strongly disagree → strongly agree)

CONSENSUS DEFINED
≥70% agree
(responses in range 1-3 or 7-9 containing the median)

Delphi Process

Round 1
56 items → 30 with consensus (53.6%)

Round 2
26 remaining items → 11 with consensus

Upshot
41/56 items with consensus (73.2%)

Metodología Delphi según Gattrell WT et al. PLoS Med 2024 (ACCORD guidelines)

Promoted by the

Spanish Lung Cancer Group (GECP)



Expert panel profile

41
Medical oncologists

Final participants

46
Mean age (years)

9 years or more dedicated to 
thoracic tumors

90%
Dedication to thoracic

tumors (1-2 pathologies)

LUNG CANCER EXPERTISE

5-10 years
29%

10-15 years
31%

>15 years
40%

VOLUME OF PATIENTS/MONTH

10-30
22%

30-50
22%

>50
56%

HOSPITAL COMPLEXITY

51%
Group 5 Hospitals

(greater complexity)

Inclusion criteria: >5 years experience, >10 patients/month with lung cancer



Proposed definition of long survivor in metastatic 
lung cancer

OVERALL SURVIVAL

≥3 years
from diagnosis

and/
or

PROGRESSION-FREE SURVIVAL

≥2 years
from the start of therapy

Carcereny E, Domine M, Ortega Granados AL. Front Oncol. 2025;15:1546019
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OVERALL SURVIVAL

≥3 years
from diagnosis

and/
or

PROGRESSION-FREE SURVIVAL

≥2 years
from the start of therapy

Carcereny E, Domine M, Ortega Granados AL. Front Oncol. 2025;15:1546019

Note: Consensus reached in 58.3% of the items on definition. 

The definition of "2 years of OS" did not reach consensus, suggesting that the 2-year threshold may become obsolete 
with new therapies.



Proposed definition of long survivorship in 
metastatic lung cancer (mLC)

OVERALL SURVIVAL

≥3 years
from diagnosis

and/
or

PROGRESSION-FREE SURVIVAL

≥2 years
from the start of therapy

Carcereny E, Domine M, Ortega Granados AL. Front Oncol. 2025;15:1546019

Consensus by histological type

NSCLC 

SG ≥5 years 90.2% ✓

SG ≥3 years 78% ✓

SLP ≥2 years 70.7% ✓

SCLC

SG ≥3 years 78% ✓

SG ≥5 years 70.7% ✓

SLP ≥2 years 78% ✓

ADDITIONAL CONSENSUS

87.8% agree: there is a positive 
correlation between PFS and being 

a long-term survivor



Features of mLC long-term survivors

Carcereny E, Domine M, Ortega Granados AL. Front Oncol. 2025;15:1546019

TUMOR FACTORS

Adenocarcinoma > squamous 97.6%

NSCLC  > SCLC 97.6%

Oligometastatic + local therapy 97.6%

PD-L1 ≥ 50% 82.9%

No brain metastases 80.5%

<2 metastatic locations 75.6%

MOLECULAR AND TREATMENT FACTORS

Druggable mutations (ROS1, ALK, EGFR) ✓

Partial or complete response ✓

IO maintained >2 years ✓

PATIENT FACTORS

Diagnosis in the last decade ✓

Few comorbidities ✓

Healthy lifestyle ✓

No consensus: high TMB as a predictor (insufficient evidence), age, sex, socioeconomic status



Common characteristics of long-term mLC 
survivors

Carcereny E, Domine M, Ortega Granados AL. Front Oncol. 2025;15:1546019

Adenocarcinoma 
histology

80%

High PD-L1 expression 
(≥50%)

70%

Oligometastatic 
disease

60%

Absence of brain 
metastases

75%

Specific genetic 
mutations (e.g., ALK, 

EGFR, ROS1)

65%



Oncological implications for follow-up

Carcereny E et al. Front Oncol 2025. Paz-Ares LG et al. J Thorac Oncol 2022

87.8%
Consensus on Surveillance of 
Immune-Mediated Toxicities
Pneumonitis, colitis, endocrinopathies, 
nephritis... even years later

87.8%
Consensus on the detection of 
second neoplasms
Increased risk associated with smoking and previous 
exposure

70.7%
Long-term follow-up associated 
with lower risk of progression

Priority cancer follow-up areas

– Thyroid function monitoring (IO hypothyroidism)
– Pulmonary function surveillance (late pneumonitis)
– Second tumors screening (bronchoscopy, CT scan)

– Cardiovascular evaluation (cardiotoxicity)
– Renal and hepatic function
– Peripheral neuropathy surveillance

DATE RELEVANT

Discontinuation of IO due to immune-mediated adverse 
effects does not negatively impact long-term benefits (Paz-
Ares LG et al. JTO 2022)

PRACTICAL INVOLVEMENT
Need for specific follow-up protocols for long 
survivors with IO



Segundas neoplasias

Provencio M et al. Lancet Reg Health 2025



Non-oncological implications for follow-up
Quality of life and support

92.7%
Support for work and social 
adaptation
Resources to facilitate re-entry

92.7%
Quality of life assessment 
Programs
PROs to identify areas of concern

90.2%
Integration of Primary Care –
Hospital Care
Optimize resources and coordination

85.4%
Sexual dysfunction treatment
Pharmacological and non-
pharmacological

82.9%
Management of asthenia/fatigue
Most prevalent and shocking symptom

73.2%
Support e-tools
For selecting patients requiring urgent 
evaluation

No consensus: cognitive impact of IO (unclear mechanisms, lack of standardized tests)
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Pharmacological and non-
pharmacological

82.9%
Management of asthenia/fatigue
Most prevalent and shocking symptom

73.2%
Support e-tools
For selecting patients requiring urgent 
evaluation

Recommended comprehensive approach

– Personalized nutritional guides
– Adapted physical exercise programs
– Respiratory therapy (lung function)

– Psychological support (fear of relapse)
– Social intervention (financial toxicity)
– Support for caregivers and family

No consensus: cognitive impact of IO (unclear mechanisms, lack of standardized tests)



Start

End

Multidisciplinary 
Team

Physical 
Wellness

Psychological 
Support

Social 
Reintegration

Quality of Life 
Assessment

Clinical 
Decision 
Support

Comprehensive care approach



Who should follow up?
RESULT OF THE CONSENSUS

70.7%
Follow-up should NOT be done

exclusively in Primary Care

53.7%
Follow-up in specialized units

(NO CONSENSUS)

INTERPRETATION

Experts recognize the complexity of the follow-up of these 
patients, but there is no consensus on the optimal model.

Possible explanations
– Absence of specific units in most hospitals
– Lack of Primary Care training/resources for IO toxicities
– Heterogeneity of clinical practice between centers

Clear consensus (90.2%):
Need to Primary Care and Hospital Care coordination

Key message:  Follow-up requires specialized knowledge, but coordination with Primary Care is essential 
for a comprehensive approach to the patient

Carcereny E, Domine M, Ortega Granados AL. Front Oncol. 2025;15:1546019



Who should follow up? Commentary

Carcereny E, Domine M, Ortega Granados AL. Front Oncol. 2025;15:1546019
Benítez-Fuentes JD et al. Front Oncol. 2025;15:1633958. doi: 10.3389/fonc.2025.1633958

ARGUMENTS IN FAVOR OF PRIMARY CARE
✓Holistic approach: comorbidities, social context, 
lifestyle
✓Continuity of care: relationship of trust established

✓ Local accessibility: less travel burden
✓Cost-efficiency: frees up oncology resources

✓ Early detection: subtle symptoms in frequent visits

✓ Preventive services: smoking cessation, immunizations, 
nutrition

RECOGNIZED LIMITATIONS

✗ Potential delay in detecting relapse

✗ Limited expertise in late IO toxicities

✗ Preference of patients for oncological follow-up

✗Need for investment in training and infrastructure

Proposal for a tiered model

INITIAL PHASE
Oncology leads

(depending on complexity)
→

IF  STABILITY
Transition to Primary/Shared 

Care
(defined guidelines)

⇄
ALWAYS

Quick access to Oncology
(if alarm signals)
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Identified gaps and areas without consensus
AREAS WITHOUT CONSENSUS (26.8%)
– OS ≥2 years as definition (too short)
– PFS ≥1 year as a criterion
– High TMB as a predictor of survival
– Cognitive impact of immunotherapy
– Follow-up model (PA vs. specialized)
– Influence of age, sex, marital status

LIMITATIONS OF THE STUDY

– No patient involvement
– National study (limited generalization)
– Lack of objective/prospective data
– Expert opinion (not actual practice data)

Critical gaps for clinical practice

1. When to suspend IO in responders?
2 years vs indefinite vs biomarker guided

2. Standardized Follow-Up Protocol
Frequency, tests, professionals involved

3. Integration of PROs in follow-up
Tools validated for this population

4. Patient Perspective
What do they really need?

15 of 56 items (26.8%) did not reach consensus, indicating areas that require further research



Future lines of work

Incorporate patient 
perspective

Qualitative and quantitative 
studies to get needs perceived 
by the survivors and caregivers

International validation

Multinational extension of 
consensus to validate 
definitions and 
recommendations

Prospective studies

Real-life data on quality of life, 
social determinants and unmet 
needs
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Future lines of work

Incorporate patient 
perspective

Qualitative and quantitative 
studies to get needs perceived 
by the survivors and caregivers

International validation

Multinational extension of 
consensus to validate 
definitions and 
recommendations

Prospective studies

Real-life data on quality of life, 
social determinants and unmet 
needs

Development of specific programs
Units  for long survivors in lung cancer
Oncology → Primary Care transition protocols
Specific training for Primary Care and other in long 
survivorship of LC, IO toxicities, patients needs…

Translational research
Biomarkers predictor of prolonged survival
Optimal IO duration in responders
Mechanisms of late toxicity

Proposal: Update of National Cancer Strategy that incorporates the reality of long-term survivors 
with metastatic disease in active treatment

Consensus lays the groundwork for future research and targeted health policies













We should not only 
consider a shared 

decision process in terms 
of treatments, but also in 

terms of follow-up 
(tests, visits, other needs…)



Proposed definition of 
long survivor

Associated tumor 
characteristics

Specialized surveillance 
needs

Non-oncological 
implications

This consensus defines the long survivor population in metastatic lung cancer and highlights the need for 
specialized follow-up and support to address both oncological and non-oncological needs

opens up a new field of work for research and health policies, with patients

Consensus highlights



Optimize Specialized Follow-Up Care

Address Treatment-Related Toxicities

Enhance Oncological and Non-Oncological 
Support

Develop Evidence-
Based Guidelines

Conclusions and future directions





Definition of cured? metastatic lung cancer patients

Review of follow-up protocols of cured lung cancer patients with 
early and locally advanced disease (in our new scenario of 
adjuvant and neoadjuvant therapies…)



End

Definition of cured? metastatic lung cancer patients

Review of follow-up protocols of cured lung cancer patients with early and locally advanced 
disease (in our new scenario of adjuvant and neoadjuvant therapies…)

Because our goal is to have much more and longer-term lung 
cancer survivors



THANK YOU

analauraortega@gmail.com
               @analauraortega


