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Abstract 

Background: End-of-life decision-making presents a critical ethical and clinical challenge in 

modern healthcare. With medical technologies enabling prolonged life even in advanced illness, 

families and physicians often face conflicts between respecting patient autonomy, cultural 

values, and medical judgments. This study explores who should hold the final authority in end-

of-life decisions and how ethical frameworks, cultural influences, and family dynamics shape 

these processes . 

Methods and Materials: A mixed-methods approach was employed, including an extensive 

literature review of bioethical frameworks and clinical guidelines, expert interviews with 

physicians and bioethicists, and surveys distributed to healthcare professionals and families with 

lived end-of-life care experiences. The data were analyzed to identify communication gaps, 

ethical tensions, and practical barriers in decision-making. A shared decision-making (SDM) 

framework was developed, integrating ethical principles, cultural considerations, and emotional 

support strategies . 

Results: Findings revealed a persistent tension between medical recommendations and family 

preferences, with 68% of surveyed families reporting feelings of exclusion from decisions and 

75% of physicians expressing frustration over demands for non-beneficial treatments. Cultural 

values strongly influenced preferences, with Western norms prioritizing individual autonomy 

and many non-Western contexts emphasizing family consensus. The proposed SDM 

framework—centering on communication, informed consent, cultural competence, and 

emotional support—was positively received by both families and healthcare providers as a tool 

to bridge ethical and relational divides . 

Conclusion: End-of-life decision-making must balance autonomy, beneficence, non-

maleficence, and justice while respecting cultural and familial contexts. Implementing a shared 

decision-making model enhances collaboration, reduces conflict, and promotes dignity for 

patients. The study underscores the need for cultural competency, emotional support systems, 

and legal tools such as advance directives to guide ethical, patient-centered end-of-life care . 

Keywords: End-of-life care, Patient autonomy, Shared decision-making, Medical ethics, 

Cultural competence 
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Introduction 

End-of-life decision-making is a complex, multifaceted process that encompasses medical 

considerations and profound ethical, cultural, and emotional dimensions observed and/or 

experienced. As healthcare becomes increasingly sophisticated in modern times, with technology 

enabling life-saving treatments that can prolong life even in dire circumstances, the 

conversations surrounding death and dying become more intricate. This Capstone Project of 

mine investigates the question: Should families or physicians have the final say in end-of-life 

decisions? This inquiry addresses the labyrinth of factors influencing these decisions, including 

autonomy, family dynamics, beneficence, and cultural values. 

The Significance of the Study 

The significance of this study extends beyond academic curiosity; it holds real-world 

implications for patients, families, and healthcare providers. These decisions profoundly impact 

patient dignity, quality of life, and ultimately, the grieving process for families. In navigating the 

complexities of end-of-life care, it becomes essential to balance respecting the patient's wishes 

and recognizing the emotional and cultural realities families face. 

Research Questions and Objectives 

1. What role do physician expertise and medical ethics play in end-of-life decision-making? 

2. How do cultural beliefs influence familial preferences and decision-making practices? 

3. What frameworks can improve communication and collaboration between families and 

healthcare providers? 

4. How can advance directives and other legal tools enhance patient autonomy and decision-

making? 

The project aims to fill gaps in the literature and provide insight for healthcare facilities, 

ultimately promoting better outcomes for patients and families alike. 

Final Project Overview 

The Complexity of End-of-Life Decisions: The decision-making process at the end of life often 

encapsulates a tapestry of conflicting interests and perspectives. On one hand, healthcare 

providers—armed with years of specialized training—are duty-bound to act in what they 

perceive to be the patient's best medical interests. Physicians bring clinical expertise, knowledge 

of disease processes, and a commitment to medical ethics to the discussion. On the other hand, 
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families, driven by emotional connections, instinctual love, and deeply held cultural values, 

advocate for what they believe appropriate based on their intimate knowledge of the patient's 

wishes and quality-of-life considerations. 

This duality leads to friction in clinical settings, as differing priorities emerge. Physicians may 

advocate for palliative care options, believing this aligns with the principle of non-maleficence—

the obligation to avoid harm—while families may hold cultural beliefs that prioritize life 

preservation. Such discrepancies can lead to complex conversations about medical treatments, 

often accompanied by emotional stress and tension.  

Exploring Interpersonal Dynamics: Beyond the clinical and ethical dimensions, this project 

investigates the interpersonal dynamics between physicians and families during critical decision-

making. How do communication styles, emotional states, and societal expectations influence 

these interactions? By examining these human aspects, we can identify areas where 

improvements can be made to foster a more collaborative approach to end-of-life care. 

Understanding that end-of-life decision-making is not merely a clinical procedure but rather an 

interpersonal process allows for a more holistic view of patient care. The emotional burden on 

families can be overwhelming, as they grapple with the uncertainty of outcomes while remaining 

deeply concerned for their loved one's well-being. This high-stakes context requires healthcare 

providers to adopt strategies prioritizing empathy, active listening, and clear communication. 

Updated Research Summary 

Literature Review: Understanding the Landscape: The existing literature on end-of-life decision-

making illustrates a critical tension between medical authority and family preferences. Studies 

have consistently shown that resolving this tension is far from straightforward. Emanuel et al. 

(2022) argue that respecting patient autonomy, a cornerstone of bioethics, is paramount. 

However, they also emphasize the necessity for medical teams to weigh any proposed treatment's 

clinical realities and potential outcomes against a backdrop of ethical principles. 

Conflicting Views on Treatment Options: Research by Kaldjian et al. (2018) highlights the sharp 

divergence in views on what constitutes "a patient's best interest." Physicians, informed by 

clinical experience, guidelines, and empirical evidence, may perceive certain treatments as futile 

or even harmful. In contrast, family members may advocate for aggressive treatments that 
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provide hope, irrespective of the likelihood of success. This dichotomy serves as a breeding 

ground for conflict and misunderstanding in clinical settings. 

A case study illustrates this tension: a 70-year-old man with advanced cancer experiences 

significant pain. His physician recommends transitioning to hospice care, highlighting that 

further treatments will likely yield minimal benefit and may increase suffering. However, the 

patient's family, insisting on the continuation of chemotherapy, struggles to accept the physician's 

recommendation. This impasse exemplifies the often heart-wrenching discord between familial 

hope and clinical realism in end-of-life situations. 

Cultural Influences and Decision-Making Frameworks: Cultural perspectives dramatically shape 

practices surrounding end-of-life decision-making across different communities. Research 

conducted by Yadav et al. (2021) reveals that in many Asian cultures, family-centred decision-

making is the predominant norm. In these cultures, the family unit plays a vital role in 

determining the course of treatment, often deferring individual patient autonomy to the collective 

family consensus. This practice emphasizes familial obligations and respect for elders, 

potentially limiting the patient's independent choice. 

 In contrast, Western approaches tend to emphasize individual autonomy and decision-making 

rights. Policies in the United States, such as the Patient Self-Determination Act, support the 

notion of personal choice in healthcare, empowering patients to express their preferences for 

future medical treatments. This legal framework protects patient autonomy while ensuring that 

individuals are informed in their care decisions. 

 Understanding these cultural dynamics is paramount for healthcare providers. Cultural 

competence becomes a vital skill, as physicians who are sensitive to their patients' and families' 

values and beliefs can navigate difficult conversations with greater clarity and empathy. 

Employing culturally sensitive communication strategies can facilitate collaboration and 

understanding, allowing for more ethical and compassionate decision-making. 

The Ethical Dimensions: A Framework for Decision Making: Developing a structured approach 

to ethical dilemmas in end-of-life care is imperative. Bioethicists Beauchamp and Childress 

(2019) propose a foundational framework that identifies four core principles of biomedical 

ethics: autonomy, beneficence, non-maleficence, and justice. Each principle plays a pivotal role 

in ethical decision-making, yet its application can lead to ethical conflicts worth analyzing.  
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Autonomy: The principle of autonomy underscores the moral imperative to respect the patient's 

right to make informed decisions about their care. This includes ensuring that patients fully 

understand their medical condition and the implications of potential treatments. In end-of-life 

contexts, honouring patient autonomy becomes increasingly complex, particularly when patients 

are incapacitated or unable to articulate their preferences. 

Research (Fried et al., 2020) results show that many patients lack an understanding of their 

prognosis or the implications of treatment decisions. When patients have not discussed their 

wishes or completed advance directives, families are often left to make decisions on their behalf 

without clear guidance. 

Initiatives to educate patients about the importance of preemptive conversations about their end-

of-life wishes are indispensable. Such education underscores the need for clinicians to engage 

patients in discussions around their values and preferences far before a medical crisis. 

Beneficence: Beneficence mandates that healthcare providers act in the best interest of the 

patient. This principle often prompts difficult questions: Which treatments truly benefit the 

patient, and how do we define "benefit"? Physicians' assessments of what constitutes a beneficial 

outcome may differ significantly from those of the patient or family. 

Consider another illustrative scenario: An 80-year-old woman with advanced lung disease is 

presented with the option of a surgical intervention that may extend her life by a few months. 

While her physician believes that undergoing the procedure could lead to unnecessary suffering 

and decreased quality of life, her family insists on pursuing every available option as a 

demonstration of love and hope. This scenario raises poignant ethical questions regarding 

beneficence: Whose definition of benefit should prevail in the decision-making process, and how 

should the physician navigate this discord? 

  

Non-Maleficence:  

Relatedly, the principle of non-maleficence emphasizes the duty to avoid causing harm. This 

notion is particularly salient when healthcare providers weigh the risks and benefits of aggressive 

treatments that may prolong life at the cost of comfort. The physician's responsibility to mitigate 

suffering often contradicts family requests for aggressive treatment. 
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Studies (Klein et al., 2019) indicate that family members may struggle to accept decisions that 

lead to discontinuation of curative treatments, often interpreting them as abandonment rather 

than compassionate care. When discussing the potential for suffering associated with continued 

treatment, physicians must exercise empathy and clarity to bridge the gap between clinical 

judgment and familial emotional needs. 

 Justice: Finally, the principle of justice pertains to fairness and equality in healthcare. It reminds 

us that all patients should have access to quality care, regardless of race, ethnicity, 

socioeconomic status, or other potentially discriminatory factors. Ensuring equitable treatment in 

end-of-life care can be challenging when disparities exist along these lines. 

For instance, minority populations frequently face unique challenges in accessing end-of-life 

care resources. Studies highlight significant disparities in advanced care planning among African 

American and Latino communities, where cultural beliefs about death often clash with healthcare 

norms. Understanding these disparities can empower healthcare providers to employ targeted 

interventions to support these communities in advocating for their end-of-life wishes. 

Project Implementation Summary 

Action Steps Implemented: Throughout this Capstone Project, several key actions were 

undertaken to analyze end-of-life decision-making comprehensively. These actions included 

conducting literature reviews, engaging in expert interviews, distributing surveys to various 

stakeholders, developing a shared decision-making framework, and creating educational 

resources to aid families and healthcare providers. 

Literature Review: A key starting point was the conduct of an extensive literature review of 

existing academic research, including recent studies, policy documents, and established ethical 

guidelines within the field of bioethics. This foundational review aimed to identify established 

practices, gaps in research, and current challenges in the end-of-life decision-making landscape. 

This review revealed that although a significant body of knowledge exists, areas like cross-

cultural perspectives and the practical implementation of ethical principles need further 

exploration. For example, much of the existing research emphasizes Western norms while 

neglecting to address how cultural narratives shape decision-making practices globally. 

Expert Interviews: To augment the findings from the literature review, qualitative data were 

gathered through interviews with three renowned bioethics scholars and five practicing 
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physicians. These interviews aimed to capture a breadth of insights concerning the intricacies of 

navigating end-of-life care conversations. 

The insights shared by these experts illuminated firsthand experiences that underscored the 

frequent disconnect between theoretical models of decision-making and the messy realities of 

clinical practice. For example, one physician noted the emotional toll of balancing clinical 

recommendations against families' hopes, stating, "Every day, I find myself walking a tightrope 

between the medical facts and the emotional needs of the families." 

Their reflections revealed a pressing need for enhanced dialogue, greater empathy, and improved 

communication strategies. They emphasized that ethical discussions often fold into real human 

experiences filled with emotion, fear, and love. 

  

Survey Distribution: In an effort to gauge broader perspectives, a survey was distributed to 100 

participants, including healthcare professionals and individuals who faced end-of-life care 

situations. The survey collected data on personal experiences, perceptions of fairness in decision-

making, and overall trust in healthcare providers. 

 The findings from this survey unveiled significant disparities between families' desires for 

aggressive treatments and the medical community's recommendations for palliative approaches. 

A notable 68% of families reported feelings of exclusion and a lack of clear communication 

regarding care plans. In comparison, 75% of physicians expressed frustration over families' 

demands for interventions described as non-beneficial. 

 These trends underscore a clear need for improved communication strategies as families grapple 

with emotions and clinicians navigate the realities of medical ethics. Participants shared rich 

qualitative feedback that highlighted discontent and a yearning for collaborative frameworks that 

recognized both family and clinician perspectives. 

Development of a Shared Decision-Making (SDM) Framework:A comprehensive decision-

making framework centred on shared decision-making (SDM) was developed after extensive 

research and feedback. This framework emphasizes collaborative interactions between families 

and healthcare providers, focusing on effectively honouring patients' documented preferences 

while navigating emotional and ethical complexities. 

Key Components of the SDM Framework: 

https://sjmas.com/index.php/sjmas/index
https://sjmas.com/index.php/sjmas/issue/view/1


Special journal of the Medical Academy and other Life Sciences 
Vol. 3 No. 5 (2025)  

 
1. Enhanced Communication 

At the core of the SDM model is the commitment to improve communication skills among 

healthcare providers. Family meetings should include discussions about prognosis, treatment 

options, and the patient's wishes. This shift toward active listening and engaging dialogue aims to 

cultivate mutual respect and understanding. 

2. Informed Consent and Education 

Educating patients and families about their options empowers them to participate meaningfully 

in decision-making. Providing educational materials on prognosis, treatment risks, and benefits 

fosters an environment conducive to informed discussions. 

3. Cultural Competency Training  

Recognizing the cultural dynamics that play a crucial role in decision-making, healthcare 

institutions should prioritize cultural competency training for providers. This training equips 

them to engage meaningfully with diverse family units, respecting their values while navigating 

medical recommendations. 

4. Documentation of Preferences  

The SDM framework emphasizes the critical role of advance directives and healthcare proxies. 

Workflow structures should be established to facilitate routine discussions and documentation of 

patients' end-of-life preferences, ultimately guiding decisions when patients can no longer 

participate. 

5. Emotional Support Services  

 Recognizing the emotional toll of end-of-life decision-making, the framework advocates for 

integrated counselling services that can provide psychological support for families. These 

services can offer essential coping strategies as families navigate difficult conversations. 

6. Feedback Mechanisms  

 Implementing feedback mechanisms enables healthcare institutions to continually evaluate the 

SDM model's effectiveness. Gathering insights from families and clinicians ensures the 

framework remains responsive to changing needs and challenges. 

Drafting Educational Materials: Aligned with the project's objectives, educational materials 

focused on advance directives, the significance of early discussions about end-of-life care, and 

practical communication strategies were drafted for dissemination. These resources aim to 
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support healthcare providers and families in navigating complex conversations about care 

preferences. 

 The educational resources consist of printable brochures, online modules, and presentations that 

can be utilized in various healthcare settings. They cover essential topics such as: 

1. Understanding advance directives: Insights into what they are and why they matter. 

2. Guidelines for initiating conversations about end-of-life care. 

3. Navigating family dynamics and balancing emotional considerations. 

4. Legal rights and responsibilities surrounding healthcare decisions. 

By providing accessible information, the project aspires to promote awareness and foster 

engagement among families and healthcare providers, ultimately improving the overall decision-

making process. 

Project Analysis, Evaluation, and Recommendations 

 

Analysis of Findings: The project's analytical phase revealed critical insights into the dynamics 

of end-of-life decision-making. The survey results underscored significant communication and 

trust challenges, highlighting an urgent need for intervention. 

Survey data indicated that about 68% of families felt excluded from critical decisions regarding 

their loved ones, leading to frustration and helplessness. In contrast, 75% of physicians expressed 

feelings of exasperation when families requested treatments that were deemed non-beneficial. 

These findings reflect a disconnection between the two parties; a gap directly impacting the 

quality of care provided to patients during such vulnerable moments. 

The emotional fallout from these dynamics can be profound. Families grappling with loss 

naturally seek to hold on to hope, often leading to demands for interventions that may prolong 

suffering. Similarly, physicians tasked with the profound responsibility of patient care find 

themselves at risk of moral distress as they strive to respect patients' wishes amidst familial 

pressures. 

Evaluation of Objectives: The project's effectiveness was evaluated based on its ability to meet 

three primary objectives: 

1. Raising awareness 
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The educational materials produced during the project reached more than 500 individuals 

through targeted online campaigns, presentations, and forums. Feedback indicates that many 

found the resources informative, prompting discussions about advance directives and end-of-life 

options within their communities. 

2. Facilitating dialogue 

   Stakeholder feedback indicated an increased understanding of the shared decision-making 

(SDM) framework. Many participants appreciated the opportunity to discuss these challenging 

topics, suggesting that the framework fosters a more inclusive dialogue. 

3. Proposing Solutions 

The SDM framework was enthusiastically received by healthcare professionals. Many expressed 

interests in implementing this collaboration-oriented approach in their practices, asserting that it 

could bridge communication gaps while prioritizing patient-centered care. 

  

Recommendations for Implementation and Future Research 

The insights retrieved from this project lead to several important recommendations for healthcare 

organizations and policymakers: 

1. Implementation of the SDM Framework  

Institutions should adopt the shared decision-making framework as a foundational approach to 

improving end-of-life conversations. Initiatives should be established to equip healthcare 

providers with the skills necessary to facilitate these discussions effectively. 

2. Promoting Advice Directive Completion 

Strategies should be developed to promote the widespread completion of advance directives 

within communities, particularly with vulnerable populations. This might involve workshops, 

community outreach programs, and more prominent integration of discussions into routine 

medical visits. 

3. Enhancing Cultural Competence 

Healthcare systems must prioritize ongoing cultural competency training to equip providers with 

the skills to engage meaningfully with diverse family units. Tools such as interpreters, cultural 

liaisons, and educational resources can enhance understanding. 

4. Increasing Support Services 
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Psychological and emotional support services should be integrated into care settings. Empathy 

and understanding are essential in navigating families' emotional burdens as they confront these 

critical decisions. 

5. Further Research 

Ongoing research is necessary to evaluate the implementation of the SDM framework across 

varied clinical contexts. Investigating how cultural dimensions and community dynamics 

influence end-of-life care will enhance our understanding of decision-making processes. 

In addition to the above recommendations, further studies should investigate the ethical 

dimensions of technology and end-of-life care, assessing how advancements like artificial 

intelligence and telemedicine can be integrated into decision-making to empower families and 

practitioners. 

  

Conclusion 

End-of-life decision-making represents a core ethical challenge for modern healthcare, 

demanding a nuanced understanding of intersecting moral, cultural, and medical frameworks. 

This project has comprehensively examined the complex interplay between families and 

physicians grappling with these critical decisions. Delineating the roles of autonomy, 

beneficence, non-maleficence, and justice highlights the ethical considerations central to this 

dialogue. 

Developing a shared decision-making framework marks a significant step forward in creating 

shared understanding and improving communication in healthcare settings. The necessity of 

emotional support and the identification of cultural competence acknowledge the humanity 

inherent in these discussions, recognizing that behind every decision lies a person facing the 

reality of mortality and the profound effects of loss. 

As we continue to navigate the complexities of end-of-life care, our resolution must remain firm 

in prioritizing patient-centred approaches that honour diverse perspectives while addressing the 

fundamental human experience of death and dying. The recommendations derived from this 

project aim not solely to enrich the academic field of bioethics but to create tangible strategies 

that improve the lived experiences of families navigating the complexities of end-of-life care. 
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Through continuous advocacy, research, and dedication to empathetic clinical practice, we can 

strive to ensure that no family or patient faces these critical decisions alone, enabling a journey 

toward closure that is marked by dignity, respect, and shared understanding. 
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