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Executive summary   
  

This study seeks to contribute to the current debate on transitions in the healthcare system, 
highlighting its transformative potential, particularly in the realm of comprehensive cancer 
control. We argue that recognizing and legitimizing the knowledge and experiences of 
patients, families, and caregivers, allowing them to play a more prominent role in care 
processes, enriches the collective construction of knowledge in this field. By incorporating 
these diverse and meaningful experiences, it is possible to move towards a better balance 
between intervention and prevention, and to pave the way for new ways of understanding 
and facing the disease. 

This transformation is not limited to the adoption of new technologies, but also involves the 
incorporation of innovative practices and the critical review of institutionalized routines by 
all stakeholders involved (social movements, scientific communities, legislators, businesses, 
among others) that hinder change. The goal of this study is to facilitate a deeper 
understanding of the different perspectives of those involved in comprehensive cancer 
control, such as caregivers, patients, professionals, doctors, and other health team 
members. Our methodology allowed us to identify a key lesson: there are differences in 
priorities, languages, and emphases among these actors, which must be recognized, 
validated, and integrated into the transformation and innovation strategies of the health 
system. 

In particular, a deeper understanding of the experiences of patients and their families can 
become a key element in driving changes that promote their autonomy and crucial roles in 
the approach to cancer. This would allow progress towards a more inclusive and effective 
healthcare system. A truly transformative vision of oncological treatment requires 
incorporating the learnings and experiences of those facing the disease. This approach is 
especially relevant in the Colombian context, where a reform of the healthcare system is 
currently being discussed. Moreover, it can provide valuable insights for other countries 
engaged in similar processes of reflection and change. 

  

  

  

  

  

 

 

 



  

 

 

 

  

  

The conventional health system in the comprehensive control of 
cancer   
  

A determining factor of well-being in modern societies is the healthcare system. Despite 
reform efforts, they continue to face challenges. Historically, the cornerstone of this model 
has focused on medical rationality, based on scientific knowledge and professional 
experience, shaping the development of medical science since its inception. However, in 
recent decades, this approach has come under criticism, as it tends to centralize knowledge 
in professionals and their formal discipline, underestimating the tacit knowledge from 
other sources, especially the experiences of patients, families, and caregivers. 

In this sense, it is recognized that people's health is influenced by multiple factors, including 
the environment where they live, their social ties, and their economic situation. Although 
modern medicine has made remarkable advances in the development of technologies 
applied to the diagnosis and treatment of various diseases, efforts have also been made to 
better understand the relationship between science and the social determinants of health, 
as in the cases of mental health, obesity, type 2 diabetes, and certain types of cancer. 
However, these advances have been much more limited in conditions where social, cultural, 
and economic factors play a central role. In contrast, the most significant advancements 
have occurred in areas where technology offers more direct and controllable solutions, for 
example: Precision Oncology and Personalized Medicine (Peck, 2018; Rodriguez-Rodriguez, 
2020), Next-Generation Radiotherapy (Hristov et al., 2019; SEOR, 2021), Robotic and Minimally 
Invasive Oncological Surgery (Saxena, 2017; Tewari, 2025), Advances in Imaging Diagnosis, 
Liquid Biopsies, and Biomarkers (Akram M. Shaaban, 2019). 

In the case of Non-Communicable Diseases (NCDs) such as cardiovascular diseases, it has 
been shown that prevention is effective in controlling risk factors such as habits and diet 
(Iriti et al., 2020; Misra et al., 2011). However, despite efforts in prevention, research, and 
advancements in these areas, they are limited because the predominant focus of the health 
system is on the treatment and cure of diseases, and to a lesser extent on prevention 
(Vaandrager et al., 2017). 

This emphasis on curative care is reflected in health policies and practices that prioritize 
conventional hospital and academic care, since the dominant medical rationality still does 
not holistically integrate elements that grant greater agency to the patient, empowering 
them to face their illness more actively (Van Der Wilt, 1995). This is because the current 
health model restricts the generation of formal knowledge to conventional infrastructures, 
thus limiting knowledge and innovations arising from other sources such as patient 



   

 

 

experience, since they do not conform to the structural standards of evidence-based 
medicine. Consequently, the importance of considering other approaches that transcend 
the current system and do not solely rely on individual responsibility is increasingly 
recognized. 

  

Exploring new forms of participation 
  

In collaboration with the National Cancer Institute - INC and the Latin American and 
Caribbean Hub for Transformative Innovation Policies - HUBLAYCTIP, a transformative 
experiment has been carried out over the past five years to investigate these issues. This 
experiment proposes the creation of a collaborative space known as the "Co-Creation 
Laboratory," where patients, family members, and caregivers play an active role in seeking 
and formulating innovative solutions for comprehensive cancer control. It is expected that 
skills and expectations will be shared among different agents, such as the Health Team of 
the INC, patients, family members and caregivers. The main objective of the Space is to 
promote the inclusion and participation of these groups in the development of innovations 
aimed at improving the current model of cancer control in Colombia. 

The study was conducted through three phases. The first two aimed to initiate a reflection 
on the key factors that are important for each of the stakeholders in the oncological health 
system and to identify the barriers of the current knowledge frameworks. The methodology 
used for this was the Multi-Criteria Mapping (MCM) (Coburn et al., 2019), a systematic 
approach that combines quantitative and qualitative aspects to clarify the reasons behind 
stakeholders' opinions on different regulatory options, starting with a test group (14 people) 
and then more broadly (48 people). The third phase, currently underway, aims to expand 
the scope of the Co-creation Laboratory of the INC. The purpose is to consolidate a new 
dimension of the laboratory focused on actively integrating patients, caregivers, and 
families, granting them agency in the innovation processes. This involves recognizing their 
knowledge and experiences as legitimate and valuable components that can enrich the 
design of more human, relevant, and contextualized health solutions. 

Comprehensive cancer control: a transformative outlook 
  

Based on the multicriteria methodology, seven relevant aspects (called criteria) in the 
operation of comprehensive cancer control were identified, which were weighted by the 
different stakeholder groups. The seven aspects are: 1) Communication-Information, 
Education-Knowledge and Access-Support, 2) Reputation, 3) Effectiveness, 4) Efficiency, 5) 
Ethics-Responsibility, 6) Implementation, and 7) Comprehensiveness – Access, 
Coordination, and Support. Regarding these criteria, there was a high variability in the 



  

 

 

weights assigned, reflecting that the stakeholder groups have diverse opinions on the 
importance of these criteria, but there is a consensus regarding the criteria of lesser 
relevance. 
 
It was found that the criteria of "Communication-Information, Education-Knowledge, and 
Access-Support" concentrated the largest number of grouped elements and the greatest 
variability (see Figure 1), and were therefore analysed in depth. A significant finding was 
that, although all interest groups consider them fundamental, there are differences in the 
priorities assigned, which demonstrates their interrelation, but also their differential value 
according to the perspective of each actor. For example, it is observed that caregivers (dark 
blue bar in Figure 2) prioritize aspects related to Communication-Information, while doctors 
(orange bar in Figure 2) place greater importance on Education-Knowledge, professionals 
(light blue bar in Figure 2) prioritize Access-Support, and patients particularly value 
Education-Knowledge. 
 

 

 

Figure 1. Macro Criteria weights with all profiles 

 

 



   

 

 

  

Figure 2. Distribution of criteria according to each profile 

  

One of the most relevant findings of the study, which is to be explored in greater depth in 
future research, relates to the nature of communication and its close connection with 
knowledge and experience, dimensions noted as priorities by both patients and healthcare 
team members. In this context, communication is not limited to a technical process of 
information transmission; rather, it is configured as a space of interpretation, exchange, and 
trust-building. For patients, communication is directly intertwined with education and lived 
experience: it involves understanding what is said, but also being able to express their 
experiences and situated knowledge. Regarding doctors, education is understood as the 
process of delivering knowledge to the patient about their illness, which involves not only 
scientific aspects but also cultural and contextual dimensions, in order to facilitate informed 
clinical decision-making. The above reveals an asymmetry, not only in the words used but 
also in the expectations created by modern medicine in the fight against a disease that is 
not an exact science and the role of each actor. Therefore, the ability to understand and 
communicate the accumulated experience of all actors, in addition to formal education, is 
key to patient participation and agency, and improves interaction and mutual 
understanding. 

Another important aspect of this study is reflected in the ambiguity and uncertainty, as 
fundamental elements that influence the interpretation and application of the obtained 
results. While uncertainty manifests in the insecurity that participants express in their 
scoring intervals and the variability of their opinions, ambiguity is evident in the differences 



  

 

 

in the viewpoints of the participants, which adds another layer of complexity to the analysis, 
reflecting the diverse priorities and perspectives that include patients and caregivers, as 
well as doctors and public health policy makers. The presence of ambiguity and uncertainty 
also poses methodological challenges. The Multicriteria Mapping allowed for capturing the 
variability in assessments and the diversity of criteria among stakeholders, showing that 
there is no single way to define what a 'good' innovation is. As suggested by Perreault et al. 
(2015) and Coburn & Stirling (2019), facing these complexities requires approaches of 
iterative experimentation, plural design, and early incorporation of diverse actors. Only in 
this way can adaptive solutions be generated, capable of evolving with contexts and 
integrating not only scientific evidence but also the situated learnings of those who live 
with and care for cancer. 

 

Considering the three main criteria 
identified in this study from a 
transformative perspective, Access and 
Support in the comprehensive 
management of cancer is interpreted as 
the quality of life and well-being provided 
by adequate follow-up for the patient, 
family, and caregiver in all areas related to 
the disease. For this support to be 
transformative, it must be conceived in an 
individual, collective, and networked 
manner, taking into account the unique 
circumstances of each person and 
fostering open and clear communication. 
This not only promotes well-being, but also 
strengthens community support 
networks around cancer treatment.  

The results achieved to date show that 
addressing complex health issues such as 
cancer requires transcending the 
conventional curative model and investing 
in approaches that prioritize prevention 
and encourage the participation of 
patients and families in generating 
innovations for their own care.  
 
 
 
 

This paradigm shift involves challenging 
established routines, questioning 
conventional ways of addressing the 
disease, and redefining problems from a 
more comprehensive and contextualized 
perspective. 
 
 
 

 
 



   

 

 

The incorporation of innovative methodologies, such as Multicriteria Mapping (MCM), allows 
for understanding the different visions and needs of the stakeholders involved, facilitating 
the identification of innovation strategies tailored to each context. In this process, it is 
essential to pay attention to criteria such as Access and Support, Information and 
Communication, as well as Knowledge and Education, which ensure comprehensive cancer 
control centred on empathy and clarity in communication among the health team, 
patients, caregivers, and families. 

Likewise, valuing the personal experiences of those facing cancer becomes a legitimate 
source of knowledge, enriching decisions and improving the quality of care. Education, both 
in its formal modality and in that based on lived experience, plays a key role in the 
development of skills and behaviours that favour a more effective management of the 
disease. 

These findings underscore the urgency of rethinking the institutional frameworks for 
comprehensive cancer control, shifting from curative models centred on biomedical 
specialty to systems capable of integrating diverse voices, managing the complexity that 
this entails, and generating collective learning. For the INC, this approach not only implies 
redesigning internal processes but also taking a leading role in building a more humane, 
collaborative, and context-sensitive health innovation model. 
 

Recommendations and Implications 
  

Opening the oncological health system in 
Colombia is an imperative that demands the 
connection of knowledge and experiences from 
patients, caregivers, family members, and the 
health team, as demonstrated by the study 
conducted.  

From this study, three main recommendations 
emerge that can serve as pathways for starting a 
transformative process.  The co-creation lab can 
be a vehicle to promote a space for advancing 
projects and experimenting with new 
transformative methodologies. 

  
  



  

 

 

 1 

The first fundamental recommendation is to strengthen the associations of 
patients, caregivers, and families of cancer. It is crucial to provide support to 
enhance the capabilities of these vital actors, allowing them to take on a co-actor 
role in the processes of change within the National Cancer Institute (INC). 
  
To this end, it is advisable to evaluate successful experiences of patient 
associations and training methodologies in key areas such as 
communication and the coding of experiences, essential tools for the 
prevention and treatment of cancer. Empowering these associations ensures 
that the voice and needs of those living with the disease are considered in 
decision-making. 

2 

Secondly, the development of digital technology must be conceived "with" 
and not "for" the patients. Technology has immense potential to bridge gaps, 
but it will only be effective if it is built in partnership with those who need it most, 
prioritizing the most vulnerable communities from the outset of the innovation 
processes. 
 
This implies integrating their knowledge and experiences in design and 
implementation. We suggest developing research projects that explore how 
patients currently use digital technology to inform and educate themselves, 
and how communication technologies can be co-constructed from the 
ground up, employing approaches such as appropriate technology and 
grassroots innovation. 

3 

Finally, the formation of communities of practice around the co-creation of 
practices and policies among different actors. The concept of 'community of 
practice' implies that various actors from different fields of work and experience, 
who are working on a common problem, come together and develop 
approaches, languages, and innovations. It is a way to streamline the concept 
of multidisciplinarity used by the INC and the transdiscipline we promote. 
 
This can address themes such as uncertainty and increase transparency and trust 
in the management and in one's own capabilities. 

  

Contact us for more information 
We promote a new approach to the CTi systems of the region and establish new routes for 
sustainable development that benefit society through transformation.  

Coordinator: Matías Ramírez - matias.ramirez@sussex.ac.uk  

E-mail: hublayctip@gmail.com  

Hub website: https://cta.org.co/hub-innovacion-transformativa/  
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