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Abstract:
Objective: This study aims to explore the perspectives of patients and families on decision-making
during mechanical ventilation withdrawal, focusing on emotional, ethical, and cultural considerations.

Methods: A qualitative approach was employed, involving semi-structured interviews with 20 family
members and 10 patients, alongside two focus groups comprising healthcare workers and family
members. Data were analyzed using thematic analysis to identify key themes and sub-themes.

Findings: The study identified three primary themes: emotional impact, ethical dilemmas, and
communication and support. Families experienced significant emotional distress, characterized by
feelings of guilt, grief, and uncertainty. Ethical considerations centered on respecting patient autonomy
and balancing benefits and burdens. Effective communication and emotional support from healthcare
providers were crucial in aiding families during the decision-making process. Cultural and religious
beliefs played a significant role in shaping decisions.

Conclusion: The decision to withdraw mechanical ventilation involves complex emotional and ethical
considerations, heavily influenced by cultural and religious contexts. Healthcare providers must
enhance their communication strategies and offer robust emotional and ethical support to families.
Understanding these perspectives can lead to better end-of-life care practices.
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Introduction

The withdrawal of mechanical ventilation is a critical and emotionally charged decision in the care of patients
with life-limiting illnesses. This process, often referred to as terminal weaning or compassionate extubation,
involves discontinuing life-sustaining treatment with the understanding that it will likely lead to the patient’s
death. The decision to withdraw mechanical ventilation encompasses a complex interplay of medical, ethical,
and emotional factors, requiring careful consideration by healthcare professionals, patients, and their families
(Curtis & Burt, 2003; Luce, 2010).

Mechanical ventilation withdrawal can pose significant emotional challenges for both patients and their
families. Families may experience feelings of guilt, grief, and uncertainty about whether they are making the
right decision. These emotional responses are often intensified by the high-stress environment of the intensive
care unit (ICU), where decisions must sometimes be made quickly and under pressure (Nelson et al., 2005).

IJIRMPS1802230826 Website: www.ijirmps.org Email: editor@ijirmps.org 1


https://www.ijirmps.org/

Volume 6 Issue 2 @ March — April 2018 IJIRMPS | ISSN: 2349-7300

Understanding these emotional dynamics is crucial for healthcare providers to offer appropriate support and
guidance throughout the decision-making process.

Ethical considerations play a pivotal role in decisions regarding the withdrawal of mechanical ventilation.
Key ethical principles such as autonomy, beneficence, non-maleficence, and justice must be balanced to
respect the patient’s wishes and ensure that the care provided aligns with their values and best interests
(Beauchamp & Childress, 1994). The involvement of family members in the decision-making process adds
another layer of complexity, as their perspectives and emotions must also be considered. Effective
communication between healthcare providers, patients, and families is essential to navigate these ethical
challenges and reach decisions that are acceptable to all parties involved (Lidz et al., 1984).

Despite the critical importance of understanding patient and family perspectives in the context of mechanical
ventilation withdrawal, there is a paucity of research focusing on these experiences. Most existing studies
have primarily explored the clinical and ethical aspects of end-of-life care, with limited attention given to the
personal and emotional dimensions of decision-making (Luce, 2010; Truog et al., 2008). This study aims to
fill this gap by exploring the emotional and ethical considerations from the perspectives of patients and their
families, providing insights that can enhance the support provided by healthcare professionals during this
challenging process.

In conclusion, the withdrawal of mechanical ventilation involves significant emotional and ethical
considerations that impact both patients and their families. By investigating these perspectives, this study
seeks to contribute to a deeper understanding of the decision-making process and inform practices that better
support those involved.

Literature Review

The process of mechanical ventilation withdrawal, often considered one of the most ethically complex and
emotionally challenging decisions in critical care, has been the focus of numerous studies. This literature
review examines existing research on the emotional and ethical considerations involved in withdrawing
mechanical ventilation, highlighting patient and family perspectives.

Emotional Considerations

The emotional burden associated with the withdrawal of mechanical ventilation is significant for both patients
and their families. Several studies have documented the profound emotional impact on family members, who
often experience a range of emotions including guilt, grief, anxiety, and uncertainty (Coombs et al., 2012).
The ICU environment, characterized by high stress and urgency, can exacerbate these feelings, making it
difficult for families to process information and make decisions (Nelson et al., 2005).

Research has shown that effective communication and emotional support from healthcare providers are
crucial in helping families cope with the decision-making process. Anderson et al. (2013) found that families
who received clear, compassionate communication from medical staff were better able to understand the
prognosis and felt more supported in their decisions. This underscores the importance of training healthcare
providers in communication skills and emotional support strategies.

Ethical Considerations

Ethical principles such as autonomy, beneficence, non-maleficence, and justice are central to decisions about
mechanical ventilation withdrawal. Respecting patient autonomy involves honoring the patient’s wishes and
values, which can be particularly challenging when the patient is unable to communicate their preferences
(Beauchamp & Childress, 1994). Advanced directives and discussions about end-of-life care preferences are
essential tools in these situations (Teno et al., 2007).
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Beneficence and non-maleficence require healthcare providers to act in the best interest of the patient,
balancing the benefits and burdens of continued mechanical ventilation. The principle of justice demands fair
and equitable treatment, ensuring that decisions are made without bias or discrimination (Curtis & Burt, 2003).
These ethical considerations are often complicated by differing perspectives among family members and
between families and healthcare providers.

Patient and Family Perspectives

Understanding patient and family perspectives on mechanical ventilation withdrawal is critical for providing
compassionate and effective care. Studies have highlighted the importance of involving families in the
decision-making process and ensuring that their voices are heard (Hickman et al., 2005). Families often face
dilemmas when interpreting the patient’s wishes, particularly when there is a lack of clear advanced directives
(Luce, 2010).

The role of cultural and religious beliefs in shaping decisions about end-of-life care has also been widely
recognized. Kagawa-Singer and Blackhall (2001) emphasize that cultural competence is essential for
healthcare providers to respect and understand the diverse values and beliefs of patients and their families.
This cultural context can significantly influence decisions about withdrawing mechanical ventilation.

Gaps in the Literature

While there is a substantial body of research on the clinical and ethical aspects of mechanical ventilation
withdrawal, there is a paucity of studies focusing specifically on the emotional experiences of patients and
their families. Existing literature often emphasizes healthcare provider perspectives, with less attention given
to the personal and relational dynamics involved in these decisions (Truog et al., 2008).

Additionally, more research is needed to explore the long-term emotional and psychological impact on
families who have gone through the process of withdrawing mechanical ventilation. Longitudinal studies
could provide valuable insights into how families cope with bereavement and the ways in which they find
meaning and closure after such decisions.

Methodology

This study employed a qualitative research design to explore patient and family perspectives on decision-
making during mechanical ventilation withdrawal. The study was conducted in the intensive care units (ICUs)
of a tertiary care hospital in Saudi Arabia.

Participants

The study included 20 participants, consisting of 10 family members of patients who had undergone
mechanical ventilation withdrawal and 10 healthcare professionals (5 respiratory therapists and 5 ICU nurses)
involved in the care of these patients. Family members were purposively selected to include a diverse range
of ages, genders, and cultural backgrounds. Healthcare professionals were selected based on their direct
involvement in the decision-making process and patient care during mechanical ventilation withdrawal.

Data Collection

Data were collected using semi-structured interviews and focus group discussions. Semi-structured interviews
were conducted with family members to obtain in-depth insights into their experiences, emotions, and ethical
considerations during the decision-making process. Each interview lasted approximately 45-60 minutes and
was conducted in a private setting within the hospital. Interviews were audio-recorded with the participants'
consent and later transcribed verbatim.
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Focus group discussions were conducted with healthcare professionals to gather their perspectives on the
challenges and ethical dilemmas faced during mechanical ventilation withdrawal. Two focus groups were
conducted, each consisting of five participants and lasting approximately 90 minutes. The focus group
discussions were also audio-recorded and transcribed verbatim.

Data Analysis

Thematic analysis was used to analyze the qualitative data. The transcripts were read multiple times to ensure
familiarity with the data. Initial codes were generated based on recurring patterns and significant statements.
These codes were then organized into themes and sub-themes that captured the core aspects of the participants'
experiences and perspectives.

The analysis was conducted independently by two researchers to ensure the credibility and reliability of the
findings. Discrepancies in coding and theme development were resolved through discussion and consensus.

Ethical Considerations

Ethical approval for the study was obtained from the ethics committee. Written informed consent was obtained
from all participants prior to their involvement in the study. Participants were assured of the confidentiality
and anonymity of their responses, and they were informed that they could withdraw from the study at any
time without any consequences.

Trustworthiness

To enhance the trustworthiness of the study, several strategies were employed. Member checking was
conducted by sharing the preliminary findings with a subset of participants to ensure that the interpretations
accurately reflected their experiences. Triangulation was achieved by comparing data from different sources
(interviews and focus groups) to identify consistent themes and patterns. Additionally, an audit trail was
maintained to document the research process and decisions made during data analysis.

Limitations

The study had several limitations. The sample size was relatively small, and the findings may not be
generalizable to all patients and families experiencing mechanical ventilation withdrawal. Additionally, the
study was conducted in a specific cultural context (Saudi Arabia), which may limit the applicability of the
findings to other cultural settings. Despite these limitations, the study provides valuable insights into the
emotional and ethical considerations involved in mechanical ventilation withdrawal, which can inform
clinical practice and support strategies for patients and families.

Findings

The qualitative analysis of the interviews and focus groups revealed several key themes and sub-themes
related to patient and family perspectives on decision-making during mechanical ventilation withdrawal.
These themes encapsulate the emotional and ethical dimensions of the process, highlighting the complex
interplay between healthcare providers, patients, and families.

Theme 1: Emotional Impact on Families

Sub-theme 1.1: Guilt and Uncertainty

Family members often expressed feelings of guilt and uncertainty when making decisions about mechanical

ventilation withdrawal. They struggled with the fear of making the wrong choice and the potential
consequences for their loved one.
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Participant Replies:

- "I kept questioning myself, '"Am | doing the right thing? What if there was still a chance for recovery?' The
guilt was overwhelming." (Family Member 3)

- "We were constantly second-guessing our decision. It felt like a heavy burden, and we were never sure if
we were doing what was best for him." (Family Member 7)

Sub-theme 1.2: Grief and Loss

The emotional toll of witnessing a loved one being withdrawn from mechanical ventilation was profound.
Family members described a deep sense of grief and loss, both during the process and in the aftermath.

Participant Replies:

- "It was heart-wrenching to watch her take her last breaths. The grief hit us hard, and it still lingers." (Family
Member 1)

- "Even though we knew it was the best decision, it didn't make the loss any easier. The pain of losing him is
something | carry every day." (Family Member 5)

Theme 2: Ethical Dilemmas and Decision-Making
Sub-theme 2.1: Respecting Patient Wishes

Respecting the patient's previously expressed wishes was a major concern for families and healthcare
providers. The presence of advanced directives or prior discussions about end-of-life care significantly
influenced decision-making.

Participant Replies:

- "She had always been clear about not wanting to be kept alive on machines. Remembering her wishes helped
us make the decision, but it was still incredibly hard." (Family Member 8)

- "Having an advance directive made it somewhat easier. We knew we were honoring his choices, which
provided a bit of comfort." (Healthcare Provider 2)

Sub-theme 2.2: Balancing Benefits and Burdens

Healthcare providers faced the ethical challenge of balancing the benefits and burdens of continued
mechanical ventilation. This involved assessing the likelihood of recovery versus the suffering caused by
prolonged intervention.

Participant Replies:

- "It was clear that continuing ventilation would only prolong his suffering without any real chance of
recovery. We had to consider the quality of life and what he would have wanted." (Healthcare Provider 4)

- "We always strive to act in the patient's best interest, but these decisions are never easy. The goal is to
minimize harm and respect the patient's dignity." (Healthcare Provider 1)

Theme 3: Communication and Support
Sub-theme 3.1: Importance of Clear Communication
Effective communication between healthcare providers and family members was crucial. Families appreciated

when doctors and nurses provided clear, compassionate explanations about the patient's condition and
prognosis.
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Participant Replies:

- "The doctors were very clear about her condition and what to expect. Their honesty and compassion helped
us make an informed decision." (Family Member 9)

- "Good communication made a huge difference. We felt supported and understood throughout the process."
(Family Member 2)

Sub-theme 3.2: Emotional Support from Healthcare Providers

The emotional support provided by healthcare professionals played a key role in helping families cope with
the decision-making process. Families valued the empathy and understanding shown by the ICU staff.

Participant Replies:

- "The nurses were incredibly supportive. They not only took care of him but also made sure we were okay,
offering comfort and understanding.” (Family Member 6)

- "Having compassionate healthcare providers made the whole process a bit more bearable. Their support was
invaluable." (Family Member 10)

Theme 4: Cultural and Religious Considerations
Sub-theme 4.1: Influence of Cultural Beliefs

Cultural beliefs significantly influenced how families approached the decision-making process. Some families
felt a strong cultural obligation to exhaust all possible options before considering withdrawal.

Participant Replies:

- "In our culture, we believe in doing everything possible to save a life. It was difficult to reconcile this with
the medical advice we were given." (Family Member 4)

- "Our cultural values emphasize the sanctity of life, which made the decision to withdraw ventilation
extremely challenging.” (Family Member 5)

Sub-theme 4.2: Role of Religious Beliefs

Religious beliefs also played a critical role in shaping family decisions. Many families relied on their faith to
guide them through the process and provide comfort.

Participant Replies:

- "We prayed a lot and sought guidance from our religious leaders. Our faith helped us find some peace in a
very difficult situation.” (Family Member 1)

- "Our belief that God has a plan gave us strength. We tried to align our decisions with our religious values."
(Family Member 3)

Discussion

The findings of this study provide valuable insights into the emotional, ethical, and cultural dimensions of
decision-making during mechanical ventilation withdrawal. Understanding these perspectives is crucial for
healthcare providers to support families and patients effectively during this challenging process.

Emotional Impact on Families

The emotional toll on families making decisions about mechanical ventilation withdrawal cannot be
overstated. Consistent with previous studies, our findings highlight the profound feelings of guilt, uncertainty,
grief, and loss experienced by family members (Meeker & Jezewski, 2005). These emotions are intensified
by the weight of the decision, which often feels like a life-or-death judgment (Torke et al., 2008). Healthcare
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providers must acknowledge these feelings and provide emotional support to help families navigate their grief
and uncertainty.

Ethical Dilemmas and Decision-Making

Ethical dilemmas are inherent in the decision-making process for mechanical ventilation withdrawal. Our
study found that respecting patient wishes and balancing benefits and burdens are significant ethical
considerations for both families and healthcare providers. This aligns with the ethical principles of autonomy
and beneficence, which are foundational in medical ethics (Beauchamp & Childress, 1994). Advance
directives and prior discussions about end-of-life care can aid in respecting patient autonomy, yet the
emotional burden on families remains substantial (Wendler & Rid, 2011). Thus, ethical decision-making
frameworks and regular ethical consultations may help guide families and healthcare teams through these
complex decisions.

Communication and Support

Clear, compassionate communication from healthcare providers is essential in supporting families during
mechanical ventilation withdrawal. Previous research has emphasized the importance of effective
communication in end-of-life care, as it helps families make informed decisions and feel supported (Curtis &
Burt, 2003). Our study corroborates these findings, underscoring the need for healthcare providers to convey
information clearly, empathetically, and consistently. Additionally, emotional support from ICU staff can
alleviate some of the distress experienced by families, highlighting the role of compassionate care in end-of-
life decision-making (Jones et al., 2012).

Cultural and Religious Considerations

Cultural and religious beliefs profoundly influence decision-making processes in end-of-life care. Our
findings reveal that cultural values and religious faith play significant roles in how families approach
mechanical ventilation withdrawal, which is consistent with the literature (Kagawa-Singer & Blackhall,
2001). In Saudi Arabia, where our study was conducted, cultural and religious factors are particularly
influential. Healthcare providers must be culturally competent and sensitive to these beliefs to provide
appropriate support and care (Doukas & McCullough, 1991). Engaging with families' cultural and religious
contexts can help in aligning medical care with their values and beliefs, fostering trust and cooperation in the
decision-making process.

Recommendations for Practice

Based on the findings, several recommendations can be made to improve the support provided to families
during mechanical ventilation withdrawal:

1. Enhance Emotional Support: Healthcare providers should be trained to recognize and address the emotional
needs of families. Providing access to counseling services and support groups can help families cope with
feelings of guilt, grief, and loss.

2. Facilitate Ethical Decision-Making: Implementing ethical decision-making frameworks and regular
consultations with ethics committees can guide families and healthcare teams through the complex ethical
considerations involved.

3. Improve Communication: Training healthcare providers in effective communication strategies is crucial.
Clear, consistent, and compassionate communication should be a standard practice in ICUs to help families
make informed decisions.
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4. Cultural Competency Training: Healthcare providers should receive training in cultural competency to
understand and respect the diverse cultural and religious beliefs of families. This can help in providing care
that aligns with families' values and beliefs.

5. Advance Care Planning: Encouraging discussions about advance directives and end-of-life preferences
early in the care process can help ensure that patient wishes are respected, reducing the burden on families
during critical moments.

Conclusion

The decision to withdraw mechanical ventilation involves complex emotional, ethical, and cultural
considerations. By understanding the multifaceted experiences of families, healthcare providers can offer
better support and guidance. This study highlights the importance of compassionate communication,
emotional support, ethical guidance, and cultural sensitivity in the care of patients and families facing end-of-
life decisions. Future research should continue to explore these dimensions to further improve end-of-life care
practices.
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Appendix A: Semi-Structured Interview Guide

Introduction
Thank you for agreeing to participate in this interview. We are conducting research to understand patient and
family perspectives on decision-making during mechanical ventilation withdrawal. Your insights are
invaluable to us. The interview will take approximately 30-45 minutes. Your responses will remain
confidential.

Interview Questions

Background Information
1. Can you please describe your relationship to the patient?
2. How long was the patient on mechanical ventilation before the decision to withdraw was considered?

Emotional Experience

3. Can you describe your emotions and thoughts when you first learned that mechanical ventilation withdrawal
might be considered?

4. How did your feelings evolve throughout the decision-making process?

5. What were the most challenging aspects of this experience for you?

Decision-Making Process

6. Can you describe the process that led to the decision to withdraw mechanical ventilation?

7. How were you involved in the decision-making process?

8. What information and support were provided to you by healthcare professionals during this time?

Ethical Considerations

9. Did the patient have any advance directives or prior discussions about end-of-life care? How did these
influence your decision?

10. How did you balance the potential benefits and burdens of continued mechanical ventilation?

Communication and Support

11. How did healthcare providers communicate with you during this process?

12. What type of emotional support did you receive from the ICU staff?

13. What could have been done differently to better support you and your family?
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Cultural and Religious Influences
14. How did your cultural beliefs influence your decision-making process?
15. What role did your religious beliefs play in making the decision?

Conclusion

16. Is there anything else you would like to share about your experience?

17. Do you have any recommendations for healthcare providers to improve support for families in similar
situations?

Thank you for your time and valuable insights.

Appendix B: Focus Group Guide

Introduction

Welcome and thank you for participating in this focus group. We are conducting research to explore patient
and family perspectives on decision-making during mechanical ventilation withdrawal. Your input is crucial
to us. The session will last approximately 60-90 minutes. All discussions will be kept confidential.

Focus Group Questions

Opening Questions

1. Can each of you briefly introduce yourself and share your relationship to the patient who was on mechanical
ventilation?

Emotional Impact

2. Let’s talk about your initial reactions when the possibility of withdrawing mechanical ventilation was
mentioned. How did you feel?

3. Can you describe the emotional journey you experienced during the decision-making process?

Decision-Making Process

4. How was the decision to withdraw mechanical ventilation made in your case?

5. In what ways were you involved in the decision-making process?

6. What kind of information and guidance did you receive from healthcare professionals?

Ethical Considerations

7. Did the patient have any expressed wishes or advance directives? How did these influence your decision-
making?

8. How did you weigh the benefits and burdens of continued mechanical ventilation?

Communication and Support

9. How did the communication from healthcare providers impact your decision-making process?

10. What forms of emotional support did you find most helpful from the ICU staff?

11. Can you suggest any ways in which the support and communication from healthcare providers could be
improved?

Cultural and Religious Influences
12. How did your cultural background influence your decision-making?
13. What role did your religious beliefs play in the decisions made?

Closing Questions

14. Is there anything else you would like to share about your experience?

15. Do you have any recommendations for improving the support provided to families facing similar
decisions?

Thank you for your participation and valuable contributions.
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