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Abstract
When facing a life-threatening illness, patients and their families are often confronted with complex 
decisions. Decision aids have gained prominence as effective strategies to facilitate shared decision-
making among patients, families, and healthcare professionals. In this context, this study aims to analyze 
the impact of such tools on oncology patients who are in a terminal phase or receiving palliative care. 
A systematic review was conducted following the PRISMA Protocol, using online databases. The study 
population totaled over 1,200 patients, and the methods included programs, videos, structured 
interviews, and booklets. These resources helped enhance patients’ and caregivers’ understanding and 
involvement in decisions regarding palliative care, promoting more effective communication. Therefore, 
shared decision-making represents a patient-centered approach, which requires tools that humanize 
communication—especially in the context of limited prognoses.
Keywords: Palliative care. Decision making, shared. Medical oncology. Patient-centered care.

Resumo
Instrumentos de apoio à decisão e autonomia de pacientes oncológicos
Pacientes em final de vida e seus cuidadores/familiares frequentemente enfrentam decisões complexas. 
As ajudas decisionais têm ganhado destaque como estratégias para facilitar a tomada de decisão com-
partilhada entre pacientes, familiares e profissionais da saúde. Este estudo visou analisar o impacto 
delas em pacientes oncológicos em fase terminal ou sob cuidados paliativos. Foi realizada revisão sis-
temática, conforme o protocolo PRISMA, de literatura obtida em bases de dados on-line. A popula-
ção estudada totalizou mais de 1.200 pacientes, e os recursos analisados incluíram programas, vídeos, 
entrevistas estruturadas e livretos. Eles ajudaram a aumentar o entendimento e a participação de 
pacientes e cuidadores nas decisões sobre cuidados paliativos. Conclui-se que a tomada de decisão 
compartilhada é centrada no paciente, o que demanda instrumentos para humanizar a comunicação, 
especialmente diante de prognósticos limitados.
Palavras-chave: Cuidados paliativos. Tomada de decisão compartilhada. Oncologia. Assistência 
centrada no paciente.

Resumen
Instrumentos de apoyo a la toma de decisiones y autonomía de pacientes oncológicos
Al enfrentar una enfermedad potencialmente mortal, los pacientes y sus familias suelen encontrarse ante 
decisiones complejas. Las herramientas de apoyo para la toma de decisiones han ganado protagonismo 
como estrategias eficaces para facilitar la toma de decisiones compartida entre pacientes, familiares y 
profesionales de la salud. En este contexto, el presente estudio tiene como objetivo analizar el impacto 
de dichas herramientas en pacientes oncológicos en fase terminal o en cuidados paliativos. Se realizó 
una revisión sistemática siguiendo el Protocolo PRISMA, a partir de bases de datos en línea. La pobla-
ción estudiada totalizó más de 1.200 pacientes, y los métodos incluyeron programas, videos, entrevis-
tas estructuradas y folletos. Estos recursos contribuyeron a aumentar la comprensión y participación 
de pacientes y cuidadores en las decisiones sobre cuidados paliativos, favoreciendo una comunicación 
más efectiva. Así, la toma de decisiones compartida representa un enfoque centrado en el paciente, 
que requiere instrumentos que humanicen la comunicación, especialmente ante pronósticos limitados.
Palabras clave: Cuidados paliativos. Toma de decisiones conjunta. Oncología médica. Atención 
dirigida al paciente.
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As the world population ages, mortality 
patterns change, and with the growing number 
of individuals with incurable health conditions 
and terminal illnesses, end-of-life care and the 
associated complex decision-making processes 
have become a focus of attention for society 
and healthcare professionals. End-of-life care 
comprises medical and psychosocial support 
provided during the days, weeks, or months 
preceding death, with the objective of providing 
comfort, dignity, and quality of life 1.

Communicating prognosis and care goals 
at this stage can constitute a major challenge 
both for the healthcare team and for patients 
and families, especially in the face of intense 
emotions, uncertainties, and differences in 
values 2. In this context, shared decision-making 
is defined as an approach in which healthcare 
professionals and patients collaboratively discuss, 
considering individual values, preferences, and 
goals, the best available scientific evidence to 
build the care plan 3. This practice has been widely 
described as one of the pillars of person-centered 
care, as it has contributed toward more conscious 
and personalized decisions 4.

This process is supported by emerging 
decision support tools, called decision aids (DA), 
whose purpose is to help patients understand 
possible healthcare interventions and, thus, 
analyze available alternatives and reflect on their 
potential benefits and risks 5. The tools favor 
the understanding of healthcare information 
by presenting care options in an accessible and 
structured manner, thus promoting debate and 
providing inputs for informed individual choice 6.

This study aims to analyze the impact 
of DAs on shared decision-making among 
oncological patients under palliative care or 
end-of-life care, considering their effects on 
treatment understanding, decision quality, 
and care experience.

Method

This systematic review follows the 
recommendations of the Preferred Reporting 
Items For Systematic Reviews and Meta-Analyses 
(PRISMA 2020). The review protocol was 

registered with the International Prospective 
Register of Systematic Reviews (PROSPERO) 
under number CRD420251031120. The literature 
search used the online databases Scopus, Web of 
Science, and PubMed. The applied methodology 
had the following steps: 1) development of 
the research question and search strategy; 
2) sampling from the online literature; 3) data 
collection; 4) critical analysis of the included 
studies; 5) discussion of the results. 

The guiding question was: what are the 
benefits of using shared decision-making 
support tools in oncological patients under 
palliative care? Based on such question, we 
formulated the following search strategy, 
in English: (“End of life” OR “Terminal care” OR 
“Palliative care” OR “Supportive care” OR “Palliative 
treatment” OR “Palliative therapy”) AND 
(“decision support model” OR “Decision Support 
Technique” OR “Decision Analysis” OR “Decision 
Aid” OR “Decision Modeling”) AND (Neoplasm 
OR tumor OR cancer).

To guide the review, we adopted the PICO 
strategy, in which: Population referred to 
oncological patients under palliative care or 
end-of-life care; Intervention referred to shared 
decision-making support tools or techniques; 
Comparison referred to absence or standard 
use (without specific tools); and Outcomes 
referred to improved communication, patient 
satisfaction, reduced anxiety and depression, 
improved quality of life, and decisions aligned 
with patient values.

The online platform search was conducted by 
an independent researcher on March 29, 2025, 
and resulted in 426 records; after deduplication 
using the Mendeley platform, 290 studies 
remained. Blind screening was conducted 
by three authors, between April and May 2025, by 
reading the titles and abstracts using the Rayyan 
platform. The inclusion criteria encompassed 
full-text articles of randomized clinical trials 
and observational studies with a population of 
cancer patients, published from 2010 onwards, 
available in full, in English, Portuguese, or 
Spanish. Articles without full text available, 
literature reviews, studies with non-oncological 
patients, and studies in languages other than the 
selected ones were not included.
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After applying the eligibility criteria, ten 
articles remained for full-text reading, of which 
three were excluded due to unavailability 
or because they were research protocols. 
Data extraction used an online spreadsheet 
and was carried out by the three reviewers 
simultaneously and independently. Next, a 

critical content review was performed, based 
on the following criteria: title, country of 
publication, objectives, study characteristics, 
studied population, intervention/exposure, 
outcomes analyzed, main results, and 
limitations. The summary of the study selection 
process is illustrated in Figure 1.

Figure 1. Bibliographic search and study selection flow diagram

the databases (n=426):
• PubMed (n=65)
• Scopus (n=244)

• Web of Science (n=117)

ytilibigil E
gni neercS

dedul cnI

Excluded records (n=136)

Studies included in the analysis (n=7)

• Research protocol (n=2)
• Unavailable in full (n=1)for eligibility (n=10)

Results

Of the 426 records identified in the databases, 
seven met the eligibility criteria. The intervention 
was applied to a population of over 700 

participants, in four countries: the United States, 
Singapore, South Korea, and Norway. The methods 
included programs, videos, structured interviews, 
and booklets. The characteristics of these studies 
are summarized in Chart 1.
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Bakitas and collaborators 7 conducted a mixed 
study with 20 caregivers and 57 patients over 
18 years of age with advanced solid tumors or 
hematological malignancies and a prognosis 
between 6 and 24 months, excluding patients 
with dementia, active psychiatric disorders, 
or substance abuse. The study evaluated the 
clarity and usefulness of the Looking Ahead 
PtDA program immediately after a cancer 
diagnosis. Most participants reported high 
satisfaction with the material, noting its clarity, 
usefulness for care planning, and value in 
initiating difficult conversations; furthermore, 
they felt more informed and prepared. The tool 
showed potential to support early care decisions 
in critically ill patients.

Chong and collaborators 8 also evaluated, in 
patients over 21 years old and at the beginning 
of chemotherapy, a booklet as a tool to aid 
the decision-making process on the use of 
complementary and alternative medicine (CAM) 
during chemotherapy and the communication 
with oncologists. The booklet reduced the chance 
of using CAM, but did not show an effect on 
physician-patient communication, quality of life, 
decisional regret, or decisional conflict. However, 
limitations such as the absence of a validated 
questionnaire on CAM, assessment of prior 
knowledge, and measurement of adherence, 
as well as a high dropout rate, were noted.

In a retrospective study in Norway, 124 patients 
with brain metastasis and limited prognosis were 
evaluated to support the development of a survival 
prediction model to aid in the choice between 
palliative care and radiotherapy 9. The model, 
based on clinical and prognostic characteristics, 
showed that 51% of patients had short survival, 
without significant benefit from radiotherapy, 
proving appropriate. The Diagnosis-Specific Graded 
Prognostic Assessment (DS-GPA) score, alone, 
was not sufficient to guide therapeutic decision-
making. Despite the lack of external validation and 
data on quality of life, the model can help avoid 
unnecessary aggressive treatments and prioritize 
patient-centered care.

Similarly, Tate and collaborators 10 developed 
a decision support tool, with clear information 
on benefits and limitations, to aid adult patients 
with serious illnesses and their families consider 
palliative care. The assessment of the tool provided 

indications of increased understanding of these 
cares and of potential to improve communication 
with healthcare professionals. Despite the 
limitations, the results indicate that the tool 
was well received and can serve as a model for 
promoting informed decisions in similar contexts.

In 2012, Volandes and collaborators 11 evaluated 
an educational video as a tool to aid patients with 
advanced cancer to better understand treatment 
options and its potential to influence their 
preferences on cardiopulmonary resuscitation 
(CPR). Eighty outpatients watched the educational 
video, whose content explained the goals of 
care, such as prolonging life and providing 
comfort. Regarding patient preferences, there 
was no significant change. However, there was a 
significant increase in the number of patients who 
did not wish for CPR. Furthermore, it was observed 
that only 5% of patients who did not wish for CPR 
had a documented order in their medical record.

In South Korea, Yun and collaborators 12 

evaluated a tool, also composed of a video and 
a manual, aimed at aiding caregivers and family 
members to discuss the prognosis with end-stage 
cancer patients. The randomized clinical trial 
defined as intervention in the experimental group 
a video and a manual explaining how to discuss the 
terminal prognosis with the patient, and, in the 
control group, a video and a manual on cancer pain 
control. The caregivers in the experimental group 
had a reduction in decisional conflict, without 
a significant increase in anxiety or depression 
levels. The results suggest that the tool can 
facilitate difficult dialogues without emotionally 
overburdening caregivers.

Also in South Korea, Yun and collaborators 13 

conducted a randomized clinical trial to evaluate a 
video and a booklet on end-of-life care preferences in 
204 patients with advanced cancer. The experimental 
group received the aforementioned tool, and the 
control group received a video and a booklet on 
cancer pain management. There was a significant 
increase in the choice for palliative care after the use 
of the tool, with the effect maintained over time.

Discussion

The results of this review suggest that 
decision aids can improve specific components 
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of the decision-making process in oncology, 
especially by expansion of knowledge, preparation 
for conversations, clarification of values, 
and participation of patients and caregivers. 
However, their effects were not uniform: some 
interventions modified preferences or favored 
communication 7,10-13, while others did not produce 
differences in decisional conflict, regret, quality 
of life, or interaction with professionals 8. Thus, 
the evidence more clearly supports the utility 
of these resources as facilitators of deliberation 
than as interventions capable, in isolation, 
of ensuring shared decisions or care aligned 
with patient values 14,15. 

The interpretation of the results requires 
considering that the studies included interventions 
with distinct purposes and mechanisms. Videos, 
booklets, and programs for patients and caregivers 
seek to reduce unmet decisional needs, clarify 
values, and prepare communication 7,8,10-13; 
prognostic models and clinical records, in turn, 
improve the estimation of benefits and the 
therapeutic proportionality from a professional 
perspective 9. Although both can contribute toward 
more adequate decisions, clinical decision support 
and DA are not equivalent concepts. Gathering 
these interventions broadens the understanding 
of the phenomenon, but limits direct comparisons 
and prevents attributing to all of them similar 
effects on autonomy and participation 16.

The most consistent effects were concentrated 
on increasing participant understanding and 
preparation for deliberation. The program 
evaluated by Bakitas and collaborators was 
perceived as clear and empowering 7; the video 
used by Volandes and collaborators expanded 
knowledge about care goals 11; and the materials 
used by Yun and collaborators favored the 
approach to prognosis and reflection on palliative 
care 12. These results are consistent with the 2024 
Cochrane update, according to which DAs increase 
knowledge, adequate risk perception, clarity as 
to personal values, and active participation 14. 
However, informing better does not necessarily 
mean producing a different choice: the ethical 
function of the instrument is to improve the 
quality of the decision, not to lead the patient to 
a specific alternative 11,14. 

Not all interventions reduced uncertainty 
or decisional conflict 8. In the study of Chong 

and collaborators, the booklet modified the 
probability of using complementary medicine, 
but did not reduce conflict or regret 8. In the 
most recent evaluation of the hospice instrument 
developed by Tate, there was an improvement in 
self-efficacy, but not in knowledge or beliefs 17. 
Similarly, the HELP trial, conducted with 138 
patients with advanced lung cancer, found no 
difference in the primary outcome of clarity of 
values nor in decisional conflict, despite the 
majority considering the intervention useful for 
preparation 18. In this study, 57.6% presented 
very high decisional conflict, especially due to 
insufficient information and uncertainty. These 
findings indicate that instruments can support the 
patient without eliminating the intrinsic ambiguity 
of decisions involving limited prognosis, multiple 
treatments, and uncertain benefits.

Another central aspect is the distance between 
forming a preference and transforming it into 
effectively received care. In the study of Volandes, 
the video increased knowledge and the proportion 
of patients who did not wish for resuscitation or 
ventilation, but only a small portion had these 
preferences documented 11. Yun and collaborators 
also found a higher preference for palliative care, 
without demonstrating that the choices were 
subsequently implemented 13. Recent evidence 
confirms this gap: an intervention combining 
videos and oncologist training moderately 
increased advance care planning documentation 19, 
and a 2026 meta-analysis found improvement 
for engagement and documentation, but not for 
completion of advance directives, satisfaction, 
or decisional conflict 15. Thus, documentation 
constitutes a relevant outcome of the process, but 
it should not be considered in isolation as proof of 
care consistent with values.

The findings also indicate that the effectiveness 
depends less on the mere availability of material 
and more on its integration into the clinical 
meeting. The 2025 pragmatic trial combined 
patient-directed videos with communication 
training for oncologists and achieved increased 
documentation, although it was not possible to 
separate the effect of each component 19. The 
review by Punnett and collaborators showed 
that interventions including education, modeling, 
training, and conditions that facilitate professional 
practice are more promising for increasing shared 
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decision-making behaviors 20. Consequently, 
the implementation should involve patient 
preparation, team training, explicit opportunity for 
discussing values, and a mechanism for recording 
and reviewing the plan.

In oncology, shared decision-making should 
be understood as a longitudinal process, not a 
one-time choice. Preferences can change with 
disease progression, response to treatment, 
onset of toxicities, functional decline, and new 
understanding of the prognosis. The review by 
Edwards and collaborators noted the need to 
offer time for preparation and opportunities for 
revisiting decisions 16, while the metasynthesis 
by Rabben demonstrated that the mode of 
participation varies according to the timing and 
nature of the decision 21. Therefore, the instruments 
should support successive cycles of information, 
deliberation, recording, and reassessment.

The participation of caregivers requires 
a relational interpretation of autonomy 22,23. 
The studies of Yun showed that materials 
geared toward family members can facilitate 
conversations about prognosis without increasing 
emotional distress and favor the consideration of 
palliative care 12,13. Recent qualitative evidence 
indicates that patients often wish to involve 
their caregivers and reciprocally accommodate 
preferences due to trust, responsibility, and 
mutual concern 22. This interdependence is not 
necessarily contrary to autonomy; it becomes 
problematic when the family withholds 
information, substitutes the voice of a capable 
patient, or directs decisions according to their 
own interests 23. Tools aimed at the patient–
family–team triad should clarify who wishes to 
participate, what values belong to the patient, 
and how any disagreements will be managed. 

Shared decision-making in oncological 
palliative care also occurs in a context where the 
very perception of choice may be compromised. 
A 2024 meta-synthesis described a frequently 
experienced situation as “without choice,” 
marked by urgency, fear, limited options, and 
life-or-death decisions 21. Offering alternatives 
formally does not ensure autonomy when the 
patient does not understand that there exists 
a decision, feels unable to refuse treatment, or 
interprets the medical recommendation as the 
only legitimate possibility 18,21. In this situation, 

respecting autonomy does not mean transferring 
all responsibility to the patient, but rather offering 
proportional professional recommendations, 
exploring values, and preserving real space 
for agreement, refusal, or review 24,25

The incorporation of these resources should 
consider not only their availability but also their 
accessibility and real possibility of use by different 
patient groups. The systematic review of Ullrich 
and collaborators found favorable assessments 
of satisfaction, feasibility, and usability of web-
based tools, but also sometimes low adherence, 
infrequent use, and high heterogeneity as to 
content, development, population, and outcomes 
assessed 26. The realistic review of Edwards and 
collaborators showed that the effectiveness of 
aids depends on factors such as health literacy, 
balanced presentation of options, explanation of 
palliative terminology, provision of information 
in different formats, time for preparation, and 
opportunities for revisiting decisions 16. These 
findings suggest that digital tools should not 
be used as the exclusive mode. In the Brazilian 
Unified Health System (SUS), their implementation 
should integrate printed, audiovisual, and digital 
materials, presented in understandable language 
and monitored by professionals capable of 
verifying comprehension, clarifying doubts, 
and supporting deliberation 16,26. 

From a bioethical perspective, the instruments 
can strengthen autonomy by creating conditions 
for understanding, reflection, and expression 
of preferences, but they do not replace the 
professional responsibility for recommending 
cl inical ly  proportionate care   7,10-13,24,25. 
Beneficence and non-maleficence require that 
information about benefits, risks, and prognosis 
be presented in a balanced manner, even 
when indicating a low probability of benefit 
from invasive treatments 9,14,24. Truthfulness 
requires honest communication without 
abandonment of hope, while justice demands 
that decision support be accessible to different 
social groups 14,16. In Brazil, this requirement is 
normatively supported by the National Policy on 
Palliative Care, established within the scope of 
the SUS 27, and by CFM Resolution 1,995/2012, 
which recognizes advance directives and 
reinforces shared care planning as a concrete 
expression of respect for autonomy 28.
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The interpretation of these results should 
consider the heterogeneity of designs, populations, 
decisions, and outcomes, the presence of 
development studies and clinical supports, the 
small number of randomized trials, and the scarcity 
of Latin American evidence. Future research 
should evaluate instruments culturally adapted 
to Brazil, integrated into professional training and 
medical records, using as outcomes: knowledge, 
decisional conflict, agreement between values 
and decisions, documentation, care received, and 
patient and family experience.

Final considerations

The analyzed studies indicate that decision 
support tools can expand the knowledge, 

preparation, and participation of cancer 
patients and their caregivers in decision-
making related to palliative care and end-of-
life care. However, the effects on decisional 
conflict and regret, communication, quality 
of life, documentation of preferences and 
therapeutic choices were heterogeneous. 
These resources should be understood as 
components of a shared deliberative process, 
not as substitutes for clinical communication. 
Their ethical legitimacy depends on 
balanced and understandable information, 
presentation of uncertainties, clarification of 
values, accessibility, cultural adaptation, and 
integration into care. Given the small number 
and heterogeneity of the studies, there is a 
need for higher quality studies and instruments 
validated in the Brazilian context.
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