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Abstract
Background  Cancer is a significant public health concern in Chile, with breast and lung cancers being among the most com-
mon and deadly types. Informal caregivers provide essential healthcare procedures and physical, emotional, and financial 
support to cancer patients, taking on significant responsibilities they must balance with their lives. Many of these respon-
sibilities are directly related to healthcare and patient care processes, so the healthcare system is critical to the caregiver’s 
experience. This study aims to identify health system barriers in the healthcare of lung and breast cancer patients through 
the voice of informal caregivers in Chile.
Methods  An exploratory qualitative case study design was used, following the COREQ criteria. Twenty informal caregivers 
of adult breast and lung cancer patients were recruited from different regions of Chile through snowball sampling and online 
outreach. Semi-structured interviews were conducted between March and June 2023. Data were analyzed using deductive 
thematic analysis guided by Tanahashi’s effective coverage framework, which focuses on four dimensions of healthcare 
access: availability, accessibility, acceptability, and contact. Atlas.ti software was used for coding and thematic organization.
Results  Caregivers reported significant barriers across the four dimensions: (i) availability, lack of medical equipment and 
home care resources, especially in public hospitals; (ii) accessibility, long wait times, fragmented care across institutions, 
and high out-of-pocket costs, particularly for those outside the public health insurance (FONASA) coverage; (iii) accept-
ability, inadequate communication from healthcare providers, with limited information on diagnosis and prognosis; (iv) 
contact, poor continuity of care, with a lack of coordination between healthcare providers, leading to feelings of isolation 
and frustration among caregivers.
Conclusions  The study reveals critical gaps in Chile’s healthcare system. Caregivers play an essential role in patient care but 
receive insufficient support from the healthcare system. Addressing the identified barriers, including improving communica-
tion, coordination, and support for caregivers, is crucial for achieving better healthcare outcomes and reducing disparities 
in cancer care. These findings have significant implications for policymakers, highlighting the need for reforms to support 
caregivers and enhance the cancer care continuum in Chile.
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Introduction

Cancer was the leading cause of death in the world in 
2020 [1]. In the Region of the Americas, the Pan American 
Health Organization predicts 6.7 million cancer cases by 
2025 [2]. Also, cancer is one of the non-communicable 
diseases included in Sustainable Development Goal 3, 

 *	 Alexandra Obach 
	 aobach@udd.cl

1	 Center of Global Intercultural Health (CeSGI), Facultad 
de Medicina Clínica Alemana  Universidad del Desarrollo, 
Facultad de Psicología Universidad del Desarrollo, Santiago, 
Chile

2	 Centre for Cancer Prevention and Control (CECAN), 
FONDAP 152220002 ANID, Santiago, Chile

3	 Centro Oncológico del Norte, Antofagasta, Chile
4	 Departamento de Hemato‑Oncología, Pontifica Universidad 

Católica de Chile, Santiago, Chile

http://crossmark.crossref.org/dialog/?doi=10.1007/s00520-025-09426-5&domain=pdf


	 Supportive Care in Cancer (2025) 33:400400  Page 2 of 13

health, and well-being [3]. In Chile, according to data 
from the Global Cancer Observatory (GLOBOCAN) in 
2022, 59.876 new cases were identified, and 31.440 people 
died [4], with breast cancer in women and lung cancer in 
men having the highest age-adjusted mortality rate, 13.6 
per 100,000 women and 25.9 per 100.000 men respec-
tively [5]. Due to the significant impact of these cancers on 
national mortality, they are legally guaranteed maximum 
waiting times for care and a defined set of benefits that 
encompass suspicion, diagnosis, treatment, and follow-up.

In addition, Chile has a higher mortality rate than the 
average rate for OECD and Latin American and Carib-
bean (LAC) countries. In 2017, the mortality rate in Chile 
was 130.5, compared to the OECD average of 124.6 and 
LAC’s 120 [6]. In Chile, the National Health Strategy for 
the country until 2030 includes cancer as one of its impact 
areas, with the aim of reducing premature mortality from 
cancer in the general population [7].

This scenario presents a significant challenge for the 
Chilean health system, which is segmented into two main 
sectors: public and private, both overseen by the Ministry 
of Health [8]. Most of the population is covered by the 
public system with the public health insurance FONASA 
(77.4%), another part of the population is part of the pri-
vate system (16.9%) affiliated with various health insur-
ances known as ISAPREs, and a smaller part of the popu-
lation has its health coverage through the armed forces 
health insurance (5.7%) [9]. This segmentation exacerbates 
disparities in access to cancer diagnosis and treatment, 
disproportionately affecting those in lower socioeconomic 
groups and rural areas [10, 11], reinforcing the structural 
problems in Latin America.

To address the epidemiological challenge of cancer, Chile 
has implemented several initiatives, including the Explicit 
Health Guarantees Plan (GES) [12], the National Cancer 
Plan (NCP) [13, 14], and the National Cancer Law (CL) 
[15]. Both the public and private health sectors should 
adhere to the approaches and guidelines outlined in these 
programs and laws.

The GES is a health program framed by Law No. 19.966 
that establishes a regime of Health Guarantees; it includes 
81 pathologies with guarantees of access, opportunity, finan-
cial protection and quality, of which 18 are cancers, includ-
ing breast and lung cancer since 2005 and 2019 respectively 
[12]. These guarantees apply to all individuals affiliated with 
the Chilean health system, whether through FONASA or 
ISAPREs, ensuring that all beneficiaries, regardless of their 
health insurance provider, have access to these benefits [12]. 
For both breast and lung cancer, the GES program covers 
suspicion, diagnosis, treatment, and follow-up. Specifically, 
for breast cancer, it includes medications, supplies, assistive 
devices, surgery, and exams, while for lung cancer, it covers 
medications, supplies, surgery, and exams [12].

The NCP was initially developed for 2018–2028 [13] 
and has been updated for 2022–2027 [14]. Both versions 
emphasize the comprehensive care model as fundamental 
for cancer patient care [13, 14], addressing physical and 
mental aspects of the person and their illness, recognizing 
individuals as social beings who belong to diverse families 
and communities.

The CL, which came into effect in 2020, plays a pivotal 
role in establishing the regulatory framework for cancer 
policy in Chile. It guides the planning, development, and 
implementation of cancer-related policies and the creation 
of programs to enhance our understanding of the causes and 
incidence of this disease [15]. Like the NCP, the CL also 
highlights the importance of comprehensive treatment and 
civil society participation, including caregivers, as one of 
its guiding principles.

Despite these efforts, structural barriers persist in ensur-
ing timely and comprehensive cancer care in Chile. Social 
science research has highlighted significant challenges in 
cancer treatment, including fragmented healthcare systems, 
unequal access to palliative care, and geographic mobility 
due to limited oncological services outside major urban 
centers [16].

The lack of integration between primary and specialized 
care, financial constraints, and disparities between public 
and private sectors have been identified as critical barriers 
to achieving equitable cancer care in Latin America [17]. 
Furthermore, palliative care services are often underdevel-
oped and not fully integrated into standard cancer treatment 
pathways, leaving many patients and their caregivers without 
essential support during the advanced stages of the disease 
[18]. Geographic mobility is another key aspect influenc-
ing cancer care access. In many Latin American countries, 
patients and caregivers must travel long distances to receive 
specialized treatment, often relocating temporarily or per-
manently to access tertiary care centers [19]. Understanding 
cancer care’s broader social and structural determinants is 
essential for enhancing healthcare services. A comprehen-
sive understanding of these processes requires the involve-
ment of multiple stakeholders, including those directly 
engaged in patient support. Informal or secondary caregiv-
ers, often overlooked, provide invaluable insights into the 
healthcare system’s functionality, uncovering critical gaps 
in care and highlighting areas for improvement. Informal 
caregivers in cancer are typically family members or close 
friends who provide short- or long-term care support to 
patients without financial compensation [20, 21].

A critical yet often overlooked aspect of cancer care is 
the power dynamics between the biomedical system and 
informal caregivers. The biomedical model predominantly 
prioritizes clinical expertise and formal healthcare struc-
tures, often marginalizing the role of informal caregivers, 
despite their essential contributions to patient well-being 
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[22]. Informal caregiving, largely carried out by family 
members or close acquaintances, is frequently undervalued 
within healthcare institutions, leading to a lack of adequate 
support, training, and formal recognition of their contribu-
tions [23]. This devaluation is rooted in a hierarchical health-
care structure, where professional medical authority dictates 
patient-care decisions, leaving caregivers in a peripheral role 
with limited agency and resources [20]. The consequence of 
this marginalization is twofold: caregivers experience high 
emotional, physical, and financial burdens, and patients 
may receive fragmented care due to the lack of integration 
between informal and formal healthcare providers [24] .

Addressing these disparities requires a paradigm shift 
that acknowledges the interdependence between professional 
medical care and informal caregiving, ensuring caregivers 
are included in decision-making processes and supported 
through structured healthcare interventions [25]

Caregivers are an informal extension of care outside the 
healthcare system [24]. The care provided by these infor-
mal carers is often physical, emotional, social, or financial 
[21]. Tasks may include accompanying patients through-
out their therapeutic journey and disease progression, sup-
porting treatments and managing adverse effects, assisting 
with treatment decision-making, providing transportation to 
medical appointments, helping with nutrition, and aiding in 
mitigating the disease’s impact on the patient’s quality of 
life [21, 25]. Although many of these actions are directly 
related to the disease process and increase in late-stage 
or advanced cancers [21, 26, 27], informal caregivers are 
neither recognized nor actively involved as collaborative 
partners within the healthcare system [23]. In the Chilean 
context, the NCP recognizes the essential role of support-
ing cancer patients and their informal caregivers within its 
comprehensive care framework. It emphasizes the need 
to integrate and strengthen the role of informal caregivers 
within the healthcare system, ensuring they have access to 
adequate resources, information, and designated spaces to 
effectively carry out their caregiving responsibilities [13, 
14]. Furthermore, the CL adopts a holistic approach that 
prioritizes patient care and the well-being of their support 
network, ensuring that caregivers receive the necessary tools 
and support to fulfill their role effectively [15].

The involvement of informal caregivers in the healthcare 
processes of a patient with cancer provides a unique oppor-
tunity to understand the functioning of the health system and 
the delivery of health services from a new perspective. Their 
experiences and narratives can reveal both the strengths and 
weaknesses of the patient’s clinical journey, offering impor-
tant messages for healthcare organizations [28]. Allen et al. 
emphasize the need to involve caregivers in coordinated dis-
charge planning and decision-making, which improves the 
quality of care transitions [29], and Lilleheie et al. highlight 
the importance of their involvement in care coordination and 

the need to improve communication between interprofes-
sional care teams and caregivers [30].

To understand and address the functioning of the health 
system, the Tanahashi framework provides a valuable model 
[31]. Developed to assess the effective coverage of health-
care services, this model evaluates critical dimensions of 
healthcare access: (i) availability, (ii) accessibility, (iii) 
acceptability, and (iv) contact. Availability refers to the 
disponibility of program or care center services, human 
resources, equipment, supplies, infrastructure, and infor-
mation. Accessibility evaluates physical access, administra-
tive and organizational access, and financial access to costs 
related to care. Acceptability considers people’s perception 
of the benefits, and the final dimension assesses contact with 
the service, which relates to the continuity and adaptation 
of care to the patient [31, 32]. Examining access barriers to 
effective health coverage is possible through the study of 
therapeutic trajectories.

The concept of therapeutic trajectory does not have a sin-
gle definition in the health sciences literature; however, it 
is commonly used to describe the path a person follows in 
search of solutions to their health problems, encompassing 
clinical care, treatment, and rehabilitation [33, 34]. This con-
cept includes not only the experiences of individuals as they 
navigate the healthcare system, recognizing their needs and 
preferences, but also the organizational and administrative 
processes required for healthcare delivery [33–35]. Under-
standing therapeutic trajectories from the perspective and 
experience of caregivers through the Tanahashi model can 
help understand barriers to accessing cancer care.

Applying this model and considering the caregiver’s 
experiences allows us to identify gaps in cancer healthcare 
delivery and contributes to improving healthcare perfor-
mance and achieving health equity through the caregivers’ 
experiences [36], by improving the experience of cancer 
patients and caregivers. This study aims to identify health 
system barriers in the healthcare of lung and breast cancer 
patients through the voice of informal caregivers in Chile.

Methods

Study design

An exploratory qualitative study with a case study design 
was conducted [37] that allows for understanding a little-
known phenomenon. Case studies usually include diverse 
sources of information to provide a detailed description of 
the case [38]. For this research, the case study was defined 
as the experiences of secondary or informal caregivers of 
breast and lung cancer patients with the Chilean health care 
system. The methodology followed the COREQ qualitative 
study criteria [39].
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Study participants

The sample was defined at the beginning of the research 
considering the diversity of study participant profiles [38] 
following some of the Cochrane PROGRESS guidelines [40] 
of place of residence, sex, educational level, and occupa-
tion. The number of participants was defined considering 
theoretical criteria and feasibility of recruitment [37]. The 
sampling units were secondary caregivers of patients with 
breast or lung cancer treated in the Chilean health system 
(public or private). The sampling was considered to include 
diverse participants, considering the relationship with the 
patient, sex, region of residence, health insurance, and age.

Sample size was defined as having a minimum of 20 par-
ticipants, which was achieved while conducting the study. 
The inclusion criteria were (i) age over 18 years old, (ii) 
being or having been a caregiver or significant other of a 
patient with breast or lung cancer, and (iii) have access to 
internet or telephone for participate in the interview. The 
exclusion criterion was reporting a physical or mental con-
dition limiting the person’s ability to participate voluntarily 
in the study.

Recruitment of participants

Recruitment of participants took place between March 
and June 2023. To facilitate the participation of people 
from different regions of the country, the study was con-
ducted online. The strategies used for recruitment were 

dissemination in social networks through cancer patient 
organizations and snowball technique [41]. Potential 
participants provided contact information (telephone or 
e-mail) and were then contacted by the study’s princi-
pal investigator, who sent to them an information sheet 
describing the study and inviting them to participate. 
Once the participant agreed to be part of the study, the 
process of obtaining informed consent and agreeing the 
date and time of the interview began. Twenty participants 
were invited, and none of them refused to participate. The 
characteristics of the participants are available in Table 1.

Data collection process

Semi-structured individual interviews were conducted 
online via Zoom, Meet, or video call via WhatsApp, 
according to the participants’ preferences. The interviews 
were conducted by CC and FV, researchers with expe-
rience in interviewing and qualitative research, between 
March and June 2023. The research team created the inter-
view script according to the study objectives and literature. 
The main dimensions addressed by the interview guide 
were the general experience as a caregiver, experience of 
accompaniment, perceived barriers in the patient’s health 
care, facilitators in health care, quality of care, and general 
evaluation of the experience. The approximate duration of 
the interviews was 45 min.

Table 1   Characteristics of the 
participants

Code Sex Age Educational level Occupation Region of residence

M_BC_35_son Male 35 University Academic Metropolitan region
F_LC_67_doughter Female 67 University Housewife Metropolitan region
M_LC_47_son Male 47 University Biochemical Metropolitan region
F_BC_34_dougther Female 34 University Nurse Metropolitan region
M_BC_30_son Male 30 University Medical technologist Metropolitan region
F_LC_39_dougther Female 39 University Engineer Metropolitan region
F_LC_ > 60_wife Female  > 60 University Retired VI region
F_BC_ > 60_dougther Female  > 60 Secondary Housewife IX region
F_LC_29_doughter Female 29 University Lawyer Metropolitan region
M_BC_49_brother Male 49 University Auditor accountant Metropolitan region
M_LC_37_son Male 37 University Physician Metropolitan region
F_BC_53_doughter Female 53 University Physiotherapist Metropolitan region
F_BC_27_doughter Female 27 University Psychologist Metropolitan region
F_LC_47_nephew Female 47 Technic Medical representative Metropolitan region
F_BC_51_friend Female 51 University Midwife IX region
F_LC_47_dougther Female 47 Secondary Housewife XII region
M_BC_58_husband Male 58 University Engineer Metropolitan region
F_LC_68_wife Female 68 Technic Nursing assistant Metropolitan region
F_BC_67_mother Female 67 University Engineer Metropolitan region
F_LC_54_doughter Female 54 University Psychologist V region
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Data analysis

The interviews were audio-recorded for later transcription 
and stored securely on a personal computer. At the end of 
the 20 interviews initially planned, the team analyzed the 
saturation of the information, and it was agreed to have 
reached it in the main dimensions of the study. Therefore, 
there was no need to add participants. For data analysis, the 
interviews were anonymized with an alphanumeric code and 
transcribed in full in the original language into a Word docu-
ment by CC and FV. Later, each transcript was checked for 
accuracy against the original audio by BC an AO.

Deductive thematic analysis was performed, a qualitative 
method that allows for identifying thematic patterns from 
the data collected [37]. The coding process was carried out 
using ATLAS.ti software version 24. To organize the infor-
mation on caregivers’ perceptions of the health system, the 
Tanahashi effective coverage model was used [31, 32].

Qualitative methodological rigor

This research used triangulation and review guides to ensure 
methodological rigor [37]. In triangulation, the analysis 
was contrasted between researchers [37]. Our multidiscipli-
nary research team contributed to a critical approach to the 
research problem and to reduce bias in interpretation [37]. 
Regular team meetings were held to ensure sensitivity to the 
context studied. There was also triangulation among inform-
ants including a diverse range of participants, considering 
participants from different regions, ages, health systems, and 
genders [37]. The COREQ criteria [39] were used for the 
stringency criteria of review guidelines [37].

Ethical considerations

The study followed the rules and regulations for research 
involving human subjects, including the Declaration of Hel-
sinki and CIOMS guidelines. The Scientific Ethics Commit-
tee from Facultad de Medicina Clínica Alemana, Univer-
sidad del Desarrollo, gave ethical approval (2021–67). All 
participants completed a digital informed consent form, and 
all sensitive data were anonymized.

Results

The results are presented according to the four dimensions 
of the Tanahashi model: (i) availability, (ii) accessibility, (iii) 
acceptability, and (iv) contact. In each dimension, barriers 
were identified from the experiences reported by caregivers. 
The main barriers for each dimension are summarized in 
Table 2. In addition, the final part of the findings includes 
a list of recommendations for improving health system 

performance that emerge from the caregivers’ experiences. 
More quotes are available in supplementary material.

Availability

Barriers related to (a) medical devices, (b) home care, (c) 
emergency services, and (d) information were identified.

Medical devices

Medical device performance barriers occur when technical 
failures require repair. In facilities with only one device, 
these unexpected failures have a negative impact on the user 
experience. This problem is more prevalent in public health 
network facilities and affects patients covered by FONASA. 
Equipment failures mobilize caregivers to seek alternatives 
in the private healthcare sector, often resulting in increased 
caregiver burden and out-of-pocket expenses. Patients and 
caregivers who cannot afford private care have to wait for 
equipment to be repaired or for referral to another health 
facility, possibly outside their area.

Look, we had to go out and look for, for example, in 
the specific case of when the scanner was ruined, we 
had to go out and look quickly for a place where we 
could do it so that we could have, in a short period, the 
diagnosis through the scanner. M_LC_47_son

Home care

It was recognized that the health system provides supplies 
for home care; however, barriers exist due to the lack of 
adequate training for caregivers in administering and using 
these supplies and medications. Caregivers often assume 
roles that require them to navigate complex healthcare sys-
tems, advocate for consistent and quality care, and man-
age end-of-life preparations, often without adequate formal 
support. This situation forces caregivers into a position of 
taking charge, which can be overwhelming and lead to sig-
nificant stress and burnout. Carers are an effective extension 
of the health system, yet they do not receive the support they 
need. As the patient’s disease progresses, these caregiving 
responsibilities increase in frequency and complexity. Con-
sequently, caregivers of patients in terminal stages or with 
advanced cancers must perform more complex tasks, lead-
ing to an intensified feeling of abandonment by the health 
system. This is clearly reflected in the following quote:

They gave us morphine so that we could administer it 
ourselves and other things like patches and many other 
things, but it was complicated; I mean, it was very 
difficult to administer those things because she moved 
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all the time, so it was not easy to do it, I was not in a 
condition to face that situation. M_BC_35_son

Emergency services

Emergency care often prioritizes immediate life-threatening 
conditions, leading to delays or inadequate pain control for 
cancer patients, as reflected in the following testimony:

After the radiation, my mother went through cycles of 
radiotherapy; at night, she was in immense pain, so to 
take her to the emergency room, it was almost impos-
sible to think that they were going to attend to her or 
give her priority, so it was difficult. M_LC_47_son 

Regarding emergency services, it is recognized that such 
services exist in the country; however, there is a lack of 
health professionals with experience and training in oncol-
ogy. The lack of specialized oncology professionals hin-
ders the care of cancer patients, as their needs are not fully 
understood, and care is not prioritized appropriately. This 
issue is not solely due to a lack of knowledge about onco-
logical diseases but also reflects the broader disarticulation 
of medical specialties and the absence of a comprehensive, 

patient-centered approach. The fragmentation of healthcare 
services, particularly in emergency settings, highlights the 
compartmentalization of medical expertise, where disci-
plines operate in isolation rather than as part of an integrated 
system. Consequently, cancer patients in need of urgent care 
may be assessed primarily based on acute symptom, without 
considering their broader disease trajectory and palliative 
needs.

Information

Caregivers perceive that physicians often withhold informa-
tion. This situation is attributed to sociocultural prejudices 
about the patients’ ability to understand or due to the physi-
cians’ unwillingness to communicate. To address this gap, 
the presence of caregivers during patient care is crucial, 
as they are the ones who ask specific questions about the 
patient’s health condition and care.

I noticed that they were a bit reluctant to give infor-
mation, and I saw it as a super determinant as, like, 
people from the field without understanding much. 
Hey, why am I going to give them more detail about 

Table 2   Main barriers of the health system in healthcare for breast and lung cancer according to the Tanahashi model

Main barrier availability dimension:

• Equipment with failures
• Lack of training for the caregiver to administer medications or perform more complex healthcare
• Access to home oxygen devices dependent on self-management
• Emergency services without oncologists or health professionals with experience and training in oncology
• Lack of clear and timely information for patients and caregivers from health teams
Main barrier access dimension:
• Fragmentation and segmentation of the health system
• Pharmacy closing hours before the end of medical care
• Fixed closing hours of palliative care offices that do not allow access to consultations or unforeseen benefits
• Lack of coordination, communication and access to information between the public and private systems for people with mixed trajectories
• High costs of private physician appointments for FONASA patients seeking second opinions and access to faster tests
• High costs to access treatments not part of FONASA and ISAPRES coverage
Main barrier acceptability dimension:
• Unclear delivery of information related to patient prognosis
• Lack of empathetic communication from physicians to patients and caregivers
• Lack of information explaining the decision of the oncology committee to patients and caregivers
• Lack of humanization and contextualized attention to the situation of the terminal cancer patient, mainly in the emergency room
• Lack of information provided to patients and caregivers about clinical decisions
• Lack of care with a multimorbidity approach
• Very short care times between physician and patient
• Lack of instances of access to information for the patient and caregiver outside the care box with the physician
• Lack of integration in the information provided by the different health professionals providing care to the patient
Main barrier contact dimension:
• Barrier contact dimension
• Lack of connection between primary, secondary and tertiary levels of care
• Lack of communication between health institutions that sell/purchase health services to be received by the patient
• The delivery of unclear information by healthcare providers has led to significant patient misunderstandings
• Patients face challenges in obtaining imaging exams necessary for ongoing review during treatment and follow-up phases
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something they are not going to have any idea about 
it. M_BC_30_son 

Another barrier is the lack of information about the ben-
efits that the patient can receive related to the GES, even 
when the patient or his/her caregiver explicitly requests it. 
This lack of information mainly impacts patients in the pri-
vate system since they must pay 20% of the benefits they 
receive through GES. In the case of benefits that indicate 
that they are not part of the GES, they must pay out of their 
own pockets the amounts corresponding to the coverage of 
their respective ISAPRES, generating a risk of significant 
financial toxicity.

I asked the ISAPRE to send me a little table of all the 
benefits included in the basket of GES, and I could not 
get them to send me that. Moreover, that was really 
annoying because the truth is that you do not know 
where to buy the voucher. In fact, once, they (parents) 
were really worried about buying a voucher, and I told 
them that if this is done online, I did get it online. 
However, it was a bit complicated. So, not giving you 
a basket with the procedures, with the values, what you 
have to pay, what the GES covers, and what it doesn’t 
cover is kind of complicated. F_BC_53_doughter.

Accessibility

The results of this dimension are presented in the following 
order: (a) physical accessibility, (b) organizational/adminis-
trative accessibility, and (c) financial accessibility.

Physical accessibility

The main barrier impairing the user experience is the seg-
mentation of the health system and its institutions. The 
experiences of carers of patients with breast or lung cancer 
show how this fragmentation and segmentation affect patient 
trajectories and hamper care processes, as patients are con-
stantly moving from one institution to another. This extends 
therapeutic trajectories and affects continuity of care.

Life is not made easier for the cancer patient. On the 
contrary, it has many obstacles, and you have to go 
to one place, from one hospital, you have to go to 
another and from another, they send you to another. 
It is a very complicated process, it is not organised. 
M_LC_47_son 

Organizational/administrative accessibility

This area of analysis presented the most significant bar-
riers within the accessibility dimension, which strongly 

impacts the healthcare experience. One notable barrier con-
cerns pharmacy and palliative care in the public healthcare 
network.

The barriers to pharmacy care identified are mainly 
related to opening hours and waiting times. Pharmacy open-
ing hours are until 17:00 h, and patients attending consulta-
tions that end after this time are unable to access prescribed 
medicines or supplies. This situation overburdens caregivers, 
who must return to the health center the next day to pick up 
the medicines to avoid delaying the patient’s treatment. In 
addition, long waiting times for medication collection have 
been reported, with carers often spending an entire day at 
the pharmacy waiting for their turn to access the treatments 
prescribed in the patient’s medical order. This situation fur-
ther increases the burden on caregivers and their support 
network, as they must manage personal resources to ensure 
timely access to the patient’s medications. Pharmacy open-
ing hours are also recognized as a barrier to palliative care. 
This limitation hinders access to palliative care for patients 
in pain who need a rapid response from the system, making 
it impossible to obtain necessary medication outside of the 
established schedule.

One of my sisters had to go to the hospital to pick up 
medication, she had to be there at sevenin the morn-
ing so that the medicines would be delivered at two 
o’clock in the afternoon. We had to wait all those hours 
there. F_LC_39_dougther 

Another aspect related to organizational/administrative 
accessibility barriers is the care modality. People with pub-
lic health insurance, FONASA, can receive care through-
out the public network; however, those with more financial 
resources can access healthcare from private providers by 
making a co-payment. For the purposes of this research, we 
will refer as mixed trajectories in these cases. This mixed 
trajectory benefits those who can access it, as they obtain 
faster responses or second medical opinions; however, it also 
presents a significant barrier due to the lack of coordination, 
communication, and information access between the public 
and private institutions. Patients and their caregivers must 
personally request and transfer information from one insti-
tution to another. Access to this information in the public 
system is often being slow due to bureaucratic processes.

Financial accessibility

A major financial barrier is the high cost of health services 
in the private system. Even when FONASA patients could 
access these services, they are unable to do so due to lim-
ited financial resources. Another situation was related to 
the doctor’s refusal to give medical orders for specific tests 
requested by patients and carers for their peace of mind and 
well-being. This situation leads patients to seek alternatives 
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in the private system, where they can find answers to their 
questions and obtain orders for specific tests. These tests, as 
well as the annual check-up, are carried out in private health 
facilities and are paid for out of pocket.

A final point on financial accessibility arises from the 
experiences of caregivers who need access to treatments not 
covered by FONASA or ISAPRES. While overall access to 
cancer treatments is generally recognized, specific treat-
ments not included in health insurance coverage (FONASA 
or ISAPRES) must be financed by patients and their fami-
lies, leading to financial debts.

My mother, in the last year of treatment, left us with a 
debt of 750 million. F_LC_29_doughter

In the most expensive month, I spent a million pesos 
a month on outpatient medications that  were not cov-
ered by insurance, Ges, or anything else. M_LC_37_
son

Acceptability

The results of this dimension were categorized into three 
areas: (a) communication, (b) clinical patient care, and (c) 
palliative care.

Communication

Communication is pivotal in shaping caregivers’ perceptions 
of the healthcare system. One significant barrier identified 
is the lack of clarity regarding the patient’s prognosis and 
evolution, which creates false expectations and adversely 
affects acceptability and trust in the healthcare system. 
Another communication barrier is the way some physicians 
interact with patients or caregivers. Specifically, in the con-
text of lung cancer, the use of harsh language and blaming 
the patient for smoking has been identified. This approach 
has a negative impact on carers’ perceptions of healthcare, 
highlighting a loss of empathy and a lack of concern for 
patient care. This type of situation was mainly observed in 
the public healthcare system. In contrast, the private health-
care system is characterized by effective communication and 
respectful treatment of patients.

Continuing with communication barriers, there is a sig-
nificant need for providing more information to patients and 
caregivers regarding the oncology committee’s resolutions. 
The oncology committee, a medical team that analyzes 
patient cases and determines treatments, currently excludes 
patients and caregivers from participation. Consequently, the 
information provided is limited to the therapeutic decision 
without an explanation of the rationale. Caregivers believe 
that the information about the committee’s decisions should 
be more detailed, as the current communication generates 

doubts that cannot be directly addressed with the commit-
tee. This lack of detailed information leads to feelings of 
depersonalized and dehumanized care, resulting in a loss of 
confidence in the healthcare system. Additionally, when the 
committee’s decisions are not adequately communicated or 
explained by the healthcare system, patients interpret the 
information based on their own experiences and knowledge. 
For example, they may incorrectly associate palliative care 
with hopelessness, which adversely affects their percep-
tion of the disease, prognosis, and adherence to treatment. 
This misinterpretation not only impacts the patient’s mental 
health and well-being but also places a significant burden on 
caregivers. They are compelled to address the deficiencies in 
the information provided by the healthcare system and work 
to rectify the resulting misconceptions.

Another communication issue that fosters doubt and mis-
trust is the lack of information about the medical team’s 
decisions and the absence of referrals to specialists for 
patient comorbidities or cancer complications. Addition-
ally, when patients and caregivers receive diverse opinions 
from different health professionals, it can become a barrier. 
This diversity often leads to conflicting information, causing 
confusion and highlighting a lack of integration within the 
healthcare team.

Communication with the patient, the oncologist tells 
you one thing, another thing told you the palliative 
physician, another thing the psychologist, another 
thing the physiotherapist. Then, I do not know what to 
think; there are many sources of information that are 
not integrated, that’s bad. M_BC_35_son 

Clinical patient care

Barriers associated with depersonalized care were identi-
fied, particularly among patients in the terminal stage of 
cancer. Some caregivers perceived that physicians did not 
adequately consider the patient’s oncologic and terminal 
condition when providing healthcare, especially during 
emergency care. This often resulted in experiences of dehu-
manized and unempathetic care. Another barrier negatively 
impacting patients’ clinical care is the limited time they have 
with their physicians, which hampers effective information 
delivery. Another barrier identified is the lack of other places 
where patients and carers can get additional information, 
support or guidance, leaving them in a state of uncertainty. 
This results in a distant relationship with the healthcare 
system.

A problem that I saw in the whole process…I imagine 
it was also due to the somewhat hierarchical organi-
zation and the status divisions in the health systems. 
The physician has a very predominant role. However, 
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it is a preponderant role that is exclusively medical, as 
well as that of the oncologist. That makes the relation-
ship with the physician good but distant; there is not 
much communication, and they do not explain so many 
things.M_BC_35_son

Palliative care

Caregivers’ experiences provide the best evaluation for the 
palliative care services, particularly those delivered at home. 
Positive experiences include timely information delivery, 
training for patient care, access to various health profession-
als, continuity of home visits, and the availability of urgent 
contact options when needed.

We were referred to the palliative care area in the pub-
lic hospital, and I took my hat off to the unit; they 
were very good. Here they gave us, uh, medical advice 
because they had to explain to us the whole procedure 
we had to do with my mom, and we also had psycho-
logical help and, in addition, a medical team came to 
visit her once a week, but if my mom got complicated, 
they came more often.F_LC_39_dougther

Contact

The results of this dimension were categorized under the 
concept of “Continuity of Clinical Patient Care,” which 
refers to the seamless and coordinated delivery of healthcare 
services to a patient over time.

Inadequate communication negatively impacts several 
aspects of patient care. Specifically, the lack of communi-
cation creates a significant disconnection between different 
levels of healthcare (primary, secondary, and tertiary) and 
among the care services provided by the same health insti-
tution. This disconnection leads to a loss of continuity in 
care, which patients and caregivers must address to improve 
their overall care experience. It is important to note that 
the lack of communication between healthcare institutions, 
especially in the context of service outsourcing, significantly 
impacts the patient and caregiver experience. This is pri-
marily due to inadequate information exchange between the 

involved institutions. Such instances create substantial bar-
riers for elderly patients, resulting in a loss of independence 
and worsening of their advanced conditions.

Sometimes it is not all about money, sometimes it is 
purely about management, and it is the issue of relat-
ing, of talking, eh, to do things for the patient, because 
sometimes they are very factionalized in the second-
ary, primary and tertiary care that they do not talk, the 
registration systems doesn’t talk, and a patient who 
goes to a derived health institution has to tell the whole 
story. F_BC_34_dougther.

Another issue related to continuity of clinical care is the 
difficulty in accessing the tests needed for early detection 
of complications such as metastases or cancer recurrence, 
especially during treatment and beyond. In addition, there 
is a need for more education on lifestyle changes that can 
improve patients’ condition, quality of life, and overall 
well-being.

Criticisms and recommendations for the health 
system from the caregivers’ voice and experiences

Based on the results presented and the direct experiences of 
caregivers, several recommendations for improving health-
care for patients with breast and lung cancer in Chile have 
emerged. These are summarized in the Table 3. Correspond-
ing quotes are provided in the supplementary material.

Discussion

This study offers a novel perspective on the experiences of 
informal caregivers of breast and lung cancer patients in 
Chile, utilizing Tanahashi’s effective coverage model for 
analysis [31, 32]. By exploring caregivers’ experiences, 
this research aims to contribute to improving the healthcare 
process and achieving health equity [36].

The results of this study support the existing literature 
on the role of caregivers as an extension of health systems 
[24]. The lack of training and education of cancer patient’s 
caregivers identified in this study is a relevant problem in 
the Chilean context that increases the burden on caregivers, 

Table 3   Recommendations for improve the health system performance from the caregivers’ voice and experiences

Recommendations • Enhancing cancer education and navigation strategies in the health care system, for patient and family
• Financial, employment and health system support for caregivers
• 24-h palliative care
• Improving cancer healthcare in regions
• Comprehensive care
• Include oncology specialists or health professionals trained in oncology in emergency care services
• Connect the different health services of the public system efficiently
• Connect public and private health institutions to facilitate access to patient information
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in accordance with previous studies [23, 26]. This research 
underscores the universality of caregiver struggles, while 
also highlighting the unique systemic barriers within the 
Chilean health system.

In Chile, critical barriers identified include inadequate 
information, deficient oncological emergency services, frag-
mented and segmented health system navigation, restricted 
hours of operation, lack of coordination between public and 
private institutions, out-of-pocket expenses for expedited 
second opinions or tests, confusing and unempathetic com-
munication, and insufficient patient follow-up. These bar-
riers are exacerbated in Chile by a fragmented healthcare 
system and socio-economic disparities [8]

As well as the information recognized in the international 
literature, misinformation emerged as an important barrier 
[27]. In Chile, this is of particular concern given the exist-
ence of the Patient Rights and Duties Law in Chile since 
2012 [12], which requires patients to be informed about their 
health status and related processes in a timely and under-
standable manner. The results of the study suggest potential 
violations of this right and highlight systemic problems in 
the provision of information.

Another relevant aspect was related to the home care that 
caregivers must perform. The lack of structured support in 
oncological home care significantly exacerbates the burden 
on caregivers and contributes to feelings of abandonment by 
the health system. This issue is multifaceted, involving both 
the emotional and logistical challenges faced by caregiv-
ers. Some home care actions developed by caregivers were 
feeding, hygiene, transportation, administration of cancer 
treatment, or palliative care. Although these care are part 
of the NCP, CL, and the Palliative Care Law [42], the car-
egivers often perform these tasks. Our findings reveal sig-
nificant gaps between these legal frameworks and the lived 
experiences of informal caregivers who assume critical roles 
in patients’ care. Moreover, the dual burden of providing 
clinical care and managing personal emotional distress is a 
significant challenge for family-based caregivers. The lack 
of support for these caregivers in their clinical roles, such 
as medication administration and management, can further 
increase their stress and feelings of inadequacy. [43].

The fragmentation of healthcare systems plays a criti-
cal role in exacerbating caregiver burden. Caregivers often 
encounter systemic issues such as difficulties navigating care 
across multiple providers and institutions, administrative 
burdens, and financial challenges. These systemic issues can 
lead to a loss of trust in the healthcare system and feelings 
of abandonment [44].

The findings of this study reinforce the notion that infor-
mal caregivers play a critical yet undervalued role within the 
healthcare system. Despite their essential contributions to 
the care of cancer patients, they remain marginalized within 
biomedical structures, often lacking formal recognition, 

adequate training, and institutional support [22]. This 
study highlights how caregivers navigate complex medical 
responsibilities with limited guidance, reflecting the power 
dynamics inherent in the biomedical model, where profes-
sional medical authority dominates decision-making while 
sidelining caregivers as mere auxiliaries [23]. The lack of 
integration between informal and formal caregiving not only 
increases caregiver burden but also leads to fragmented care 
for patients, reinforcing systemic inequities [20].

Despite the existence of legal guarantees, caregivers in 
our study frequently reported challenges in accessing pallia-
tive care resources, particularly in the home setting. Many 
were expected to manage complex medical tasks, such as 
administering morphine and handling pain management 
techniques, without adequate training or guidance. This lack 
of structured support exacerbates their burden and contrib-
utes to feelings of abandonment by the health system.

Barriers related to the functioning of the health system 
reflect critical structural aspects that need to be addressed to 
meet the objectives of the NCP and achieve equity in health. 
Individual economic status plays a crucial role in the health-
care options available to patients in Chile. Access to second 
opinions, faster diagnostic tests, and comprehensive care not 
covered by the guaranteed universal health coverage (GES) 
are often privileges reserved for those with higher incomes, 
who will be more likely to use financial resources for their 
healthcare with a lower risk of developing financial toxic-
ity, understood as the monetary burden of paying for cancer 
care and the negative impact it has on the financial security 
of patients [45, 46]. This disparity underscores the ongoing 
challenge of achieving equity and providing comprehensive 
care for all patients and their support networks.

This study presents both strengths and limitations. Its 
methodological strength lies in the novel approach of incor-
porating informal caregivers’ perspectives to understand the 
healthcare system’s functionality for breast and lung cancer. 
Also, the qualitative methodology used here is valuable for 
revealing caregivers’ experiences and contributing to knowl-
edge from key actors’ voices. Additionally, Tanahashi’s 
model effectively organized and understood the data, high-
lighting barriers that must be addressed to ensure effective 
coverage for breast and lung cancer in Chile.

Limitations include recruitment challenges and the 
qualitative nature of the study, which does not aim for 
generalizability or representation of all experiences, 
particularly those from minority groups. An important 
limitation is that this study focused on formal care pro-
vided by the health system, without exploring informal 
care. While formal care is structured and institutionalized, 
informal care emerges within social networks and family 
settings [22], often without recognition or support from 
the health system. Although this research did not explore 
informal care, it is important to recognize its existence and 
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importance, especially in countries with fragmented health 
systems where the role of informal caregivers is even more 
pronounced, shaping patient trajectories in ways that for-
mal healthcare structures do not fully acknowledge [47]. 
Despite these limitations, the findings reveal critical 
points in cancer care that must be addressed and resolved 
promptly to improve patient care, health system perfor-
mance, and equity.

Future research should integrate a broader perspective 
on informal care and the formal-informal care continuum, 
recognizing the interdependence of these care modalities. 
Also, it should explore caregivers of underrepresented 
groups, examine experiences with other cancers, consider 
territorial and social determinants of health to further 
enrich understanding, and improve cancer care. It is also 
important to move forward in creating formal support and 
guidance programs for cancer caregivers, considering the 
caregiver’s knowledge, time availability, values, and pref-
erences [20]. Strategies that use technologies and territo-
rial, cultural, and gender approaches can be useful in these 
scenarios [48].

In conclusion, this study underscores the unique expe-
riences and insights of cancer caregivers, which are not 
just essential, but pivotal for understanding and improving 
healthcare in cancer. Their perspectives should not just be 
considered, but actively sought out and integrated into social 
participation efforts within the NCP and CL frameworks. 
This is crucial for developing policies and programs that can 
effectively address Chile’s cancer care challenges. Addition-
ally, addressing the barriers identified in this study requires a 
systemic approach that goes beyond policy implementation 
to ensure practical, patient- and caregiver-centered solutions. 
Strengthening interdisciplinary coordination, enhancing 
oncological and palliative training for healthcare profes-
sionals, and improving communication strategies within 
the healthcare system are crucial steps in bridging existing 
gaps. Moreover, it is imperative to integrate caregivers into 
formal support structures, recognizing their role not only 
as an extension of healthcare services but as key actors in 
shaping a more responsive and equitable cancer care system.

Supplementary Information  The online version contains supplemen-
tary material available at https://​doi.​org/​10.​1007/​s00520-​025-​09426-5.

Acknowledgements  The authors express their gratitude to the Doc-
toral Program of Science and Innovation in Medicine at Universidad 
del Desarrollo and the Center for Prevention and Control of Cancer in 
Chile (CECAN), FONDAP 152220002 ANID Chile.

Author contribution  Conceptualization and study design: CC, BC, 
AO. Data collection and data analysis: CC, FV, AE, DC. Manuscript 
writing: CC, BC. Review and editing: AO, FV, AE, DC. All authors 
approved the submitted version.

Funding  This research was funded by the Doctoral Program of Sci-
ence and Innovation in Medicine and by the Center for Prevention and 

Control of Cancer in Chile (CECAN), FONDAP 152220002 ANID 
Chile.

Data Availability  The datasets analyzed during the current study are 
not publicly available due the information could compromise privacy 
of the participant but are available from the corresponding author on 
reasonable request.

Declarations 

Ethics approval and consent to participate  The study was approved by 
the Comité Ético Científico de la Facultad de Medicina Clínica Ale-
mana Universidad del Desarrollo (number 2021–67). Informed consent 
was obtained from all participants.

Consent for publication  Not applicable.

Competing interests  The authors declare no competing interests.

Open Access  This article is licensed under a Creative Commons 
Attribution-NonCommercial-NoDerivatives 4.0 International License, 
which permits any non-commercial use, sharing, distribution and repro-
duction in any medium or format, as long as you give appropriate credit 
to the original author(s) and the source, provide a link to the Creative 
Commons licence, and indicate if you modified the licensed material. 
You do not have permission under this licence to share adapted material 
derived from this article or parts of it. The images or other third party 
material in this article are included in the article’s Creative Commons 
licence, unless indicated otherwise in a credit line to the material. If 
material is not included in the article’s Creative Commons licence and 
your intended use is not permitted by statutory regulation or exceeds 
the permitted use, you will need to obtain permission directly from 
the copyright holder. To view a copy of this licence, visit http://crea-
tivecommons.org/licenses/by-nc-nd/4.0/.

References

	 1.	 W World Healht Organization. Cáncer- Datos y Cifras. Avail-
able: https://​www.​who.​int/​es/​news-​room/​fact-​sheets/​detail/​can-
cer. Accessed 11 Feb 2023 [Online]

	 2.	 Cáncer - OPS/OMS | Organización Panamericana de la Salud. 
Available: https://​www.​paho.​org/​es/​temas/​cancer. Accessed 17 
Mar 2024 [Online]

	 3.	 Naciones Unidas (2018) La Agenda 2030 y los  Objetivos de 
Desarrollo Sostenible: una oportunidad para América Latina y el 
Caribe  (LC/G.2681-P/Rev.3), Santiago

	 4.	 Globocan. Chile Globocan 2020. Available: https://​gco.​iarc.​
fr/​today/​data/​facts​heets/​popul​ations/​152-​chile-​fact-​sheets.​pdf. 
Accessed 02 Apr 2022 [Online]

	 5.	 Sung H et al (2021) Global cancer statistics 2020: GLOBOCAN 
estimates of incidence and mortality worldwide for 36 cancers in 
185 countries. CA Cancer J Clin 71(3):209–249. https://​doi.​org/​
10.​3322/​CAAC.​21660

	 6.	 OECD/The World Bank (2020) Panorama de la Salud: Latinoamé-
rica y el Caribe 2020. OECD Publishing. https://​doi.​org/​10.​1787/​
740f9​640-​es. Accedido el 23 de septiembre de 2024

	 7.	 Ministerio de Salud de Chile (2022) Manual Estrategia Nacional 
de Salud para los Objetivos Sanitarios al 2030. https://​cimt.​uchile.​
cl/​wp-​conte​nt/​uploa​ds/​2022/​03/​Estra​tegia-​Nacio​nal-​de-​Salud-​
2030.​pdf

	 8.	 Becerril-Montekio V, Reyes J, Manuel A (2011) Sistema de salud 
de Chile. Salud Publica Mex 53(2):132–143

https://doi.org/10.1007/s00520-025-09426-5
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
https://www.who.int/es/news-room/fact-sheets/detail/cancer
https://www.who.int/es/news-room/fact-sheets/detail/cancer
https://www.paho.org/es/temas/cancer
https://gco.iarc.fr/today/data/factsheets/populations/152-chile-fact-sheets.pdf
https://gco.iarc.fr/today/data/factsheets/populations/152-chile-fact-sheets.pdf
https://doi.org/10.3322/CAAC.21660
https://doi.org/10.3322/CAAC.21660
https://doi.org/10.1787/740f9640-es
https://doi.org/10.1787/740f9640-es
https://cimt.uchile.cl/wp-content/uploads/2022/03/Estrategia-Nacional-de-Salud-2030.pdf
https://cimt.uchile.cl/wp-content/uploads/2022/03/Estrategia-Nacional-de-Salud-2030.pdf
https://cimt.uchile.cl/wp-content/uploads/2022/03/Estrategia-Nacional-de-Salud-2030.pdf


	 Supportive Care in Cancer (2025) 33:400400  Page 12 of 13

	 9.	 Superintendencia de salud (2021) Análisis Estadístico del Sistema 
ISAPRE con Perspectiva de Género.  https://​www.​super​desal​ud.​
gob.​cl/​app/​uploa​ds/​2022/​10/​artic​les-​21784_​recur​so_1.​pdf

	10.	 Stone CJL, Vaid HM, Selvam R, Ashworth A, Robinson A, Digby 
GC (2018) Multidisciplinary clinics in lung cancer care: a system-
atic review. Clin Lung Cancer 19(4):323–330.e3. https://​doi.​org/​
10.​1016/j.​cllc.​2018.​02.​001

	11.	 A Rudkjøbing, M Olejaz, HO Birk, AJ Nielsen, C Hernández-
Quevedo, A Krasnik (2012) Integrated care: a Danish perspec-
tive. BMJ 345(7867). https://​doi.​org/​10.​1136/​BMJ.​E4451

	12.	 B Biblioteca del Congreso Nacional de Chile. Ley-19966 03-SEP-
2004 MINISTERIO DE SALUD - Ley Chile - Biblioteca del Con-
greso Nacional, Ley 19.966 ESTABLECE UN REGIMEN DE 
GARANTIAS EN SALUD. Available: https://​www.​bcn.​cl/​leych​
ile/​naveg​ar?​idNor​ma=​229834. Accessed 02 Apr 2022 [Online]

	13.	 C Ministerio de Salud. Plan Nacional de Cáncer 2018–2028.  
Available:  https://​www.​minsal.​cl/​wp-​conte​nt/​uploa​ds/​2019/​
01/​2019.​01.​23_​PLAN-​NACIO​NAL-​DE-​CANCER_​web.​
pdf. Accessed 02 Apr 2022 [Online]

	14.	 Ministerio de Salud Chile (2022) Plan Nacional de Cáncer 2022–
2027 (2da versión). https://​leyde​lcanc​er.​minsal.​cl/​docum​entos/​
Marco-​gener​al-​del-​Plan-​Nacio​nal-​de-​Cancer-​2022-​2027.​pdf

	15.	 C Ministerio de Salud. Ley 21.258 . Available:  https://​
www.​bcn.​cl/​leych​ile/​naveg​ar?​idNor​ma=​11490​04&​tipoV​
ersion=0. Accessed 02 Apr 2022 [Online]

	16.	 Frenk J, González-Pier E, Gómez-Dantés O, Lezana MA, Knaul 
FM (2006) Comprehensive reform to improve health system 
performance in Mexico. Lancet 368(9546):1524–1534. https://​
doi.​org/​10.​1016/​S0140-​6736(06)​69564-0

	17.	 Goss PE et al (2013) Planning cancer control in Latin America 
and the Caribbean. Lancet Oncol 14(5):391–436. https://​doi.​
org/​10.​1016/​S1470-​2045(13)​70048-2/​ASSET/​A38ED​048-​
33F1-​4EF4-​A2CE-​9BE94​DC76F​2B/​MAIN.​ASSETS/​GR4.​JPG

	18.	 Fraser BA et  al (2017) Palliative care development in 
Africa: lessons from Uganda and Kenya. J Glob Oncol 
4(4):JGO.2017.010090. https://​doi.​org/​10.​1200/​JGO.​2017.​010090

	19.	 Barrios CH et al (2021) Cancer control in Latin America and 
the Caribbean: recent advances and opportunities to move for-
ward. Lancet Oncol 22(11):e474–e487. https://​doi.​org/​10.​1016/​
S1470-​2045(21)​00492-7/​ASSET/​D4BA4​067-​3138-​489F-​83B8-​
74F42​D208F​61/​MAIN.​ASSETS/​GR3.​JPG

	20.	 Sun V, Raz DJ, Kim JY (2019) Caring for the informal cancer 
caregiver. Curr Opin Support Palliat Care 13(3):238. https://​doi.​
org/​10.​1097/​SPC.​00000​00000​000438

	21.	 Xia BT et al (2022) Patient-caregiver dyads in pancreatic can-
cer: identification of patient and caregiver factors associated 
with caregiver well-being. J Behav Med 45(6):935–946. https://​
doi.​org/​10.​1007/​S10865-​022-​00354-X/​TABLES/2

	22.	 Menéndez EL (2003) Modelos de atención de los padecimien-
tos: de exclusiones teóricas y articulaciones prácticas. Cien 
Saude Colet 8(1):185–207. https://​doi.​org/​10.​1590/​S1413-​
81232​00300​01000​14

	23.	 Given CW (2019) Family caregiving for cancer patients: the 
state of the literature and a direction for research to link the 
informal and formal care systems to improve quality and out-
comes. Semin Oncol Nurs 35(4):389–394. https://​doi.​org/​10.​
1016/J.​SONCN.​2019.​06.​014

	24.	 Van Den Berg B, Brouwer WBF, Koopmanschap MA (2004) 
Economic valuation of informal care. An overview of methods 
and applications. Eur J Health Econ 5(1):36–45. https://​doi.​org/​
10.​1007/​S10198-​003-​0189-Y

	25.	 Miller KD et al (2019) Cancer treatment and survivorship sta-
tistics, 2019. CA Cancer J Clin 69(5):363–385. https://​doi.​org/​
10.​3322/​CAAC.​21565

	26.	 Jacobs JM et al (2017) Distress is interdependent in patients and 
caregivers with newly diagnosed incurable cancers. Ann Behav 
Med 51(4):519. https://​doi.​org/​10.​1007/​S12160-​017-​9875-3

	27.	 Hudson PL, Aranda S, Kristjanson LJ (2004) Meeting the sup-
portive needs of family caregivers in palliative care: challenges 
for health professionals. J Palliat Med 7(1):19–25. https://​doi.​
org/​10.​1089/​10966​21043​22737​214

	28.	 Suter N et al (2021) The power of informal cancer caregiv-
ers’ writings: results from a thematic and narrative analysis. 
Support Care Cancer 29(8):4381. https://​doi.​org/​10.​1007/​
S00520-​020-​05901-3

	29.	 Allen J, Woolford M, Livingston PM, Lobchuk M, Muldowney 
A, Hutchinson AM (2023) Informal carer support needs, facili-
tators and barriers in transitional care for older adults from hos-
pital to home: a scoping review. J Clin Nurs 32(19–20):6773–
6795. https://​doi.​org/​10.​1111/​JOCN.​16767

	30.	 I Lilleheie, J Debesay, A Bye, A Bergland (2020) Informal car-
egivers’ views on the quality of healthcare services provided 
to older patients aged 80 or more in the hospital and 30 days 
after discharge. BMC Geriatr 20(1). https://​doi.​org/​10.​1186/​
S12877-​020-​1488-1

	31.	 T Tanahashi (1978) Health service coverage and its evalua-
tion. Bull World Health Organ 56(2):295. Available: https://​
pmc.​ncbi.​nlm.​nih.​gov/​artic​les/​PMC23​95571/. Accessed 10 Jan 
2022 [Online]

	32.	 H Adauy et al (2013) Barreras y facilitadores de acceso a la 
atención de salud: una revisión sistemática cualitativa. Rev 
Panam Salud Publica 33(3):2013.  Available: https://​iris.​paho.​
org/​handle/​10665.2/​9196. Accessed 03 Dec 2023 [Online]

	33.	 de Cardoso CS, Coimbra VCC, de Andrade APM, de Martins 
MFD, da Guedes AC, Pereira VR (2020) Therapeutic trajecto-
ries of children attending a children psychosocial care center. 
Rev Gaucha Enferm 41:e20190166. https://​doi.​org/​10.​1590/​
1983-​1447.​2020.​20190​166

	34.	 Richter P, Schlieter H (2019) Understanding patient pathways 
in the context of integrated health care services - implications 
from a scoping review. WIRTSCHAFTSINFORMATIK 987–
1001. https://​www.​ipaac.​eu/​res/​file/​outpu​ts/​wp10/​patie​nt-​pathw​
ays-​paper-​01.​pdf

	35.	 Pinaire J, Azé J, Bringay S, Landais P (2017) Patient healthcare 
trajectory. An essential monitoring tool: a systematic review. 
Health Inf Sci Syst 5(1):1–18. https://​doi.​org/​10.​1007/​S13755-​
017-​0020-2/​METRI​CS

	36.	 Organización Mundial de la Salud (2022) Voz, agencia, 
empoderamiento – Manual sobre la participación social para 
la cobertura sanitaria universal. https://​iris.​who.​int/​bitst​ream/​
handle/​10665/​364214/​97892​40061​088-​spa.​pdf?​seque​nce=1

	37.	 Navarrete MLV, da Silva MRF, Pérez ASM, de Sanmamed MJF, 
Gallego MED, Lorenzo IV (2011) Introducción a las técnicas 
cualitativas de investigación aplicadas en salud, 1st edn. Uni-
versidad del Valle. http://​www.​jstor.​org/​stable/​j.​ctv14​nphn0

	38.	 Creswell JW (2007) Qualitative inquiry and research design: 
choosing among five approaches, 2nd edn. Sage Publications, 
Inc

	39.	 Tong A, Sainsbury P, Craig J (2007) Consolidated criteria for 
reporting qualitative research (COREQ): a 32-item checklist for 
interviews and focus groups. Int J Qual Health Care 19(6):349–
357. https://​doi.​org/​10.​1093/​INTQHC/​MZM042

	40.	 O’Neill J et al (2014) Applying an equity lens to interventions: 
using PROGRESS ensures consideration of socially stratify-
ing factors to illuminate inequities in health. J Clin Epidemiol 
67(1):56–64. https://​doi.​org/​10.​1016/j.​jclin​epi.​2013.​08.​005

	41.	 Vasilachis de Gialdino I (2006) Estrategias de investigación 
cualitativa, 1a. edn, Gedisa

https://www.superdesalud.gob.cl/app/uploads/2022/10/articles-21784_recurso_1.pdf
https://www.superdesalud.gob.cl/app/uploads/2022/10/articles-21784_recurso_1.pdf
https://doi.org/10.1016/j.cllc.2018.02.001
https://doi.org/10.1016/j.cllc.2018.02.001
https://doi.org/10.1136/BMJ.E4451
https://www.bcn.cl/leychile/navegar?idNorma=229834
https://www.bcn.cl/leychile/navegar?idNorma=229834
https://www.minsal.cl/wp-content/uploads/2019/01/2019.01.23_PLAN-NACIONAL-DE-CANCER_web.pdf
https://www.minsal.cl/wp-content/uploads/2019/01/2019.01.23_PLAN-NACIONAL-DE-CANCER_web.pdf
https://www.minsal.cl/wp-content/uploads/2019/01/2019.01.23_PLAN-NACIONAL-DE-CANCER_web.pdf
https://leydelcancer.minsal.cl/documentos/Marco-general-del-Plan-Nacional-de-Cancer-2022-2027.pdf
https://leydelcancer.minsal.cl/documentos/Marco-general-del-Plan-Nacional-de-Cancer-2022-2027.pdf
https://www.bcn.cl/leychile/navegar?idNorma=1149004&tipoVersion=0
https://www.bcn.cl/leychile/navegar?idNorma=1149004&tipoVersion=0
https://www.bcn.cl/leychile/navegar?idNorma=1149004&tipoVersion=0
https://doi.org/10.1016/S0140-6736(06)69564-0
https://doi.org/10.1016/S0140-6736(06)69564-0
https://doi.org/10.1016/S1470-2045(13)70048-2/ASSET/A38ED048-33F1-4EF4-A2CE-9BE94DC76F2B/MAIN.ASSETS/GR4.JPG
https://doi.org/10.1016/S1470-2045(13)70048-2/ASSET/A38ED048-33F1-4EF4-A2CE-9BE94DC76F2B/MAIN.ASSETS/GR4.JPG
https://doi.org/10.1016/S1470-2045(13)70048-2/ASSET/A38ED048-33F1-4EF4-A2CE-9BE94DC76F2B/MAIN.ASSETS/GR4.JPG
https://doi.org/10.1200/JGO.2017.010090
https://doi.org/10.1016/S1470-2045(21)00492-7/ASSET/D4BA4067-3138-489F-83B8-74F42D208F61/MAIN.ASSETS/GR3.JPG
https://doi.org/10.1016/S1470-2045(21)00492-7/ASSET/D4BA4067-3138-489F-83B8-74F42D208F61/MAIN.ASSETS/GR3.JPG
https://doi.org/10.1016/S1470-2045(21)00492-7/ASSET/D4BA4067-3138-489F-83B8-74F42D208F61/MAIN.ASSETS/GR3.JPG
https://doi.org/10.1097/SPC.0000000000000438
https://doi.org/10.1097/SPC.0000000000000438
https://doi.org/10.1007/S10865-022-00354-X/TABLES/2
https://doi.org/10.1007/S10865-022-00354-X/TABLES/2
https://doi.org/10.1590/S1413-81232003000100014
https://doi.org/10.1590/S1413-81232003000100014
https://doi.org/10.1016/J.SONCN.2019.06.014
https://doi.org/10.1016/J.SONCN.2019.06.014
https://doi.org/10.1007/S10198-003-0189-Y
https://doi.org/10.1007/S10198-003-0189-Y
https://doi.org/10.3322/CAAC.21565
https://doi.org/10.3322/CAAC.21565
https://doi.org/10.1007/S12160-017-9875-3
https://doi.org/10.1089/109662104322737214
https://doi.org/10.1089/109662104322737214
https://doi.org/10.1007/S00520-020-05901-3
https://doi.org/10.1007/S00520-020-05901-3
https://doi.org/10.1111/JOCN.16767
https://doi.org/10.1186/S12877-020-1488-1
https://doi.org/10.1186/S12877-020-1488-1
https://pmc.ncbi.nlm.nih.gov/articles/PMC2395571/
https://pmc.ncbi.nlm.nih.gov/articles/PMC2395571/
https://iris.paho.org/handle/10665.2/9196
https://iris.paho.org/handle/10665.2/9196
https://doi.org/10.1590/1983-1447.2020.20190166
https://doi.org/10.1590/1983-1447.2020.20190166
https://www.ipaac.eu/res/file/outputs/wp10/patient-pathways-paper-01.pdf
https://www.ipaac.eu/res/file/outputs/wp10/patient-pathways-paper-01.pdf
https://doi.org/10.1007/S13755-017-0020-2/METRICS
https://doi.org/10.1007/S13755-017-0020-2/METRICS
https://iris.who.int/bitstream/handle/10665/364214/9789240061088-spa.pdf?sequence=1
https://iris.who.int/bitstream/handle/10665/364214/9789240061088-spa.pdf?sequence=1
http://www.jstor.org/stable/j.ctv14nphn0
https://doi.org/10.1093/INTQHC/MZM042
https://doi.org/10.1016/j.jclinepi.2013.08.005


Supportive Care in Cancer (2025) 33:400	 Page 13 of 13  400

	42.	 Ministerio de Salud. Ley N° 21375. Available: https://​www.​bcn.​
cl/​leych​ile/​naveg​ar?​idNor​ma=​11668​46. Accessed 02 Mar 2025 
[Online]

	43.	 R Harrison, M Raman, RL Walpola, A Chauhan, U. M. Sansom-
Daly (2021) Preparing for partnerships in cancer care: an explora-
tive analysis of the role of family-based caregivers. BMC Health 
Serv Res 21(1). https://​doi.​org/​10.​1186/​S12913-​021-​06611-0

	44.	 Dillon EC et al (2024) ‘It is not the fault of the health care 
team - it is the way the system works’: a mixed-methods qual-
ity improvement study of patients with advanced cancer and 
family members reveals challenges navigating a fragmented 
healthcare system and the administrative and financial burdens 
of care. BMC Health Serv Res 24(1):1378. https://​doi.​org/​10.​
1186/​S12913-​024-​11744-Z

	45.	 AN Ehsan et  al. (2023)  Financial toxicity among patients 
with breast cancer worldwide: a systematic review and 

meta-analysis. JAMA Netw Open 6(2). https://​doi.​org/​10.​1001/​
JAMAN​ETWOR​KOPEN.​2022.​55388

	46.	 Arastu A et  al (2020) Assessment of financial toxicity 
among older adults with advanced cancer. JAMA Netw Open 
3(12):E2025810. https://​doi.​org/​10.​1001/​JAMAN​ETWOR​
KOPEN.​2020.​25810

	47.	 Abadia CE, Oviedo DG (2009) Bureaucratic Itineraries in 
Colombia. A theoretical and methodological tool to assess man-
aged-care health care systems. Soc Sci Med 68(6):1153–1160. 
https://​doi.​org/​10.​1016/J.​SOCSC​IMED.​2008.​12.​049

	48.	 Mittelman M (2005) Taking care of the caregivers. Curr Opin 
Psychiatry 18(6):633–639. https://​doi.​org/​10.​1097/​01.​YCO.​
00001​84416.​21458.​40

Publisher’s Note  Springer Nature remains neutral with regard to 
jurisdictional claims in published maps and institutional affiliations.

https://www.bcn.cl/leychile/navegar?idNorma=1166846
https://www.bcn.cl/leychile/navegar?idNorma=1166846
https://doi.org/10.1186/S12913-021-06611-0
https://doi.org/10.1186/S12913-024-11744-Z
https://doi.org/10.1186/S12913-024-11744-Z
https://doi.org/10.1001/JAMANETWORKOPEN.2022.55388
https://doi.org/10.1001/JAMANETWORKOPEN.2022.55388
https://doi.org/10.1001/JAMANETWORKOPEN.2020.25810
https://doi.org/10.1001/JAMANETWORKOPEN.2020.25810
https://doi.org/10.1016/J.SOCSCIMED.2008.12.049
https://doi.org/10.1097/01.YCO.0000184416.21458.40
https://doi.org/10.1097/01.YCO.0000184416.21458.40

	Barriers to accessing formal cancer care from the perspective of informal caregivers: a qualitative study
	Abstract
	Background 
	Methods 
	Results 
	Conclusions 

	Introduction
	Methods
	Study design
	Study participants
	Recruitment of participants
	Data collection process
	Data analysis
	Qualitative methodological rigor
	Ethical considerations

	Results
	Availability
	Medical devices
	Home care
	Emergency services
	Information

	Accessibility
	Physical accessibility
	Organizationaladministrative accessibility
	Financial accessibility

	Acceptability
	Communication
	Clinical patient care
	Palliative care

	Contact
	Criticisms and recommendations for the health system from the caregivers’ voice and experiences

	Discussion
	Acknowledgements 
	References


