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Abstract/Résumé 
Background: Advance care planning (ACP) is a method used for patients to express in 
advance their preferences, beliefs and values for life-sustaining treatments at the end-of-life. 
With growing ethnocultural diversity in Canada, health care providers are managing an 
increasing number of diverse beliefs/values that are commonly associated with preferences 
for mechanical ventilation (MV) at the end-of-life. The aim of this project is to explore 
methods used by health care providers to set care plans for MV with ethnocultural 
populations. 
Methods: Qualitative analysis of semi-structured interviews with open-ended questions and 
two clinical vignette components was conducted with eight (8) health care providers who 
engage in ACP. Participants were recruited using a snowball-sampling approach from five 
acute-care hospitals within the Ottawa region.  
Results: Three major themes emerged from collected dataset: 1) Goals of care across illness 
trajectories, 2) Respecting beliefs, values, and wishes for care, and 3) Cross-cultural support 
in ACP. Using a value-based approach in ACP was described as an effective method for 
managing and interpreting diverse beliefs/values that impact decisions for MV. However, 
organizational, systemic, and personnel barriers that exist continue to hinder the provision of 
cross-cultural ACP across health settings.  

Contexte: La planification préalable des soins (PPS) est une méthode utilisée par les patients 
et les familles pour exprimer à l'avance leurs préférences liées aux traitements de 
prolongation de vie. En raison de la diversité ethnoculturelle croissante au Canada, les 
professionnels de la santé sont confrontés à des croyances et valeurs différentes, souvent 
associées à une préférence pour l’initiation et le maintien de la ventilation mécanique (VM) 
en fin de vie. L'objectif de ce projet consiste à explorer les stratégies utilisées par les 
professionnels de la santé lors des discussions associées à la VM auprès d'une clientèle 
multiculturelle. 
Méthodes: Huit (8) participants (médecins et infirmières) impliqués dans la PPS ont accepté 
de participer à une entrevue semi-structurée avec des questions ouvertes et deux scénarios 
cliniques. Les participants ont été recrutés à l'aide de la méthode d’échantillonnage par 
réseau (« boule de neige ») de cinq hôpitaux de la région d'Ottawa. 
Résultats: Trois grands thèmes ont émergé des entrevues: 1) les objectifs de soins à travers 
les trajectoires de la maladie, 2) le respect des croyances, valeurs et souhaits pour les soins, 
et 3) le soutien dans la PPS en contexte interculturel. Lors de la PPS, utiliser une approche 
basée sur les valeurs a été décrite comme une méthode efficace pour interpréter et prendre en 
compte les diverses croyances et valeurs qui ont une influence sur les décisions liées à la VM. 
Cependant, les barrières systémiques, organisationnelles et personnelles continuent 
d'entraver les services associés à la PPS en contexte interculturel dans les établissements de 
santé. 



ADVANCE CARE PLANNING 

	  

iii	  

Acknowledgements 

First and foremost, I would like to thank Professor Isabelle Marcoux; I am extremely grateful 
to have had you as my thesis supervisor and have benefited tremendously from your 
knowledge and constant motivation. Thank you for the last two years, it has been so 
wonderful teaming with you. 
 
To my co-supervisor, Professor Jeff Jutai; you have provided me with great support 
throughout my Master’s degree. Thank you for lending me your expertise, you have been 
valuable to my professional and research development.  
 
A special thank you to my Thesis Advisory Committee: Professor Martine Lagacé, it has 
been an honour to have your expertise as a part of my committee. Dr. Paul Hébert, though 
our time was short, your insights had a significant influence on my project.  
 
I would also like to thank Dr. Ian Graham for your willingness to welcome me to the Ottawa 
Hospital Research Institute.  
 
A special thank you to my family and boyfriend, Chris, for your constant love and support. 
As well as my friends and colleagues, who have been on this journey with me since day one. 
To my father, thank you always for being my inspiration and motivating me to succeed in 
everything I do. 
 
I gratefully acknowledge financial support from Bruyère Research Institute and TVN 
(Technology Evaluation in the Elderly Network), which is supported by the Government of 
Canada through the Networks of Centres of Excellence program.  
 
Thank you to the following institutes for allowing me access to their research sites: Bruyère 
Research Institute, Ottawa Hospital Research Institute, and Institut de recherche de l'Hôpital 
Montfort. 
 
 
 
 
 
 
 
 
 
 
 



ADVANCE CARE PLANNING 

	  

iv	  

Table of Contents 
Abstract/Résumé ....................................................................................................................................... ii	  

Chapter 1 - Introduction ................................................................................................................1	  
Chapter 2 - Background.................................................................................................................3	  

End-of-Life Care in Canada ................................................................................................................... 3	  
Purposes and Policies of Advance Care Planning .............................................................................. 7	  
Ethnocultural Variations in Death and Dying ..................................................................................11	  
Cross-Cultural Considerations in ACP ..............................................................................................15	  
Cross-Cultural Skills at the End-of-Life ............................................................................................18	  
Rationale ...................................................................................................................................................23	  

Chapter 3 - Methodology ............................................................................................................ 25	  
Research Design.......................................................................................................................................25	  
Recruitment and Data Collection ........................................................................................................27	  
Data Analysis............................................................................................................................................29	  

Chapter 4 - Results ....................................................................................................................... 31	  
Goals of Care Across the Illness Continuum ....................................................................................32	  
Respecting Diverse Beliefs, Values, and Wishes for Care ..............................................................39	  
Cross-Cultural Support in ACP...........................................................................................................45	  
Clinical Vignettes ....................................................................................................................................49	  

Chapter 5 - Discussion ................................................................................................................. 52	  
Respecting and Accepting Ethnocultural Beliefs and Values........................................................52	  
Education and Support for Ethnocultural Assessments in ACP ..................................................57	  
Barriers Across the illness Continuum in ACP ................................................................................59	  
Implications of ACP in Long-Term Care ..........................................................................................61	  
Recommendations ...................................................................................................................................63	  
Reflection of the Researcher .................................................................................................................65	  
Limitations ................................................................................................................................................66	  

Conclusion ...................................................................................................................................... 67	  
References ...................................................................................................................................... 68	  
Appendices ..................................................................................................................................... 88	  

Appendix A Health Care Spending in Canada .................................................................................88	  
Appendix B Advance Care Planning Jurisdictions in Canada .....................................................89	  
Appendix C Interview Guide ................................................................................................................90	  
Appendix D.1 REB Approval Bruyère Research Institute ............................................................93	  
Appendix D.2 REB Approval University of Ottawa........................................................................94	  
Appendix D.3 REB Approval l’Hôpital Montfort............................................................................95	  
Appendix D.4 REB Approval Ottawa Hospital Research Institute .............................................96	  
Appendix E.1 Information Consent form Bruyère Research Institute .......................................97	  
Appendix E.2 Information Consent form l’Hôpital Montfort ................................................... 100	  
Appendix E.3 Information Consent form Ottawa Hospital Research Institute ..................... 103	  



ADVANCE CARE PLANNING 

	  

1	  

Chapter 1 - Introduction 

Advances in medical technologies are allowing patients with complex and terminal 

disease to live longer, but this does not necessarily mean that treatment will restore health or 

improve quality of life. Making medical decisions at the end-of-life has become more 

complex with increasing control of disease and illness. Patients today have the opportunity to 

consider, choose, or refuse life-sustaining treatments that he/she deems appropriate through 

the process of advance care planning (ACP). How one views the world and makes sense of 

thoughts, behaviours, and events that transpire throughout the life cycle, such as illness and 

death, is dependent on one’s ethnocultural worldview (Cooley & Jennings-Dozier, 1998). 

With growing ethnocultural diversity in Canada, health care providers are managing an 

increasing number of diverse beliefs and values that have significant impacts on medical 

decision-making at the end-of-life (Statistics Canada, 2008).  

Medical decisions that are informed by cultural or religious beliefs are commonly 

associated with preferences for mechanical ventilation (MV) and hospitalization at the end-

of-life (Phelps et al., 2009; True et al., 2005). Health care providers should be able to 

recognize and be sensitive to ethnocultural influences when discussing prognoses and 

options for care. Cross-cultural communication and culturally-competent skills support the 

provision of individualized health care plans that address physical, psychosocial, and 

spiritual needs of patients and families at the end-of-life (Coolen, 2012; Kagawa-Singer & 

Backhall, 2001).  

Unfortunately, cross-cultural considerations in ACP have rarely been considered in 

public policy and legislative frameworks in countries recognized for their linguistic and 

ethnocultural diversity, such as Canada, Australia, United Kingdom, and United States 
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(Johnstone & Kanistaki, 2009). How we manage ethnocultural beliefs and values at the end-

of-life is a significant indicator for the quality of care and quality of death that patients and 

families experience. The purpose of this thesis project is to provide an in-depth look at cross-

cultural methods used by health care providers in ACP, which is pertinent to the 

development of a sustainable long-term care approach in Canada. 
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Chapter 2 - Background 

End-of-Life Care in Canada 

Aging population in Canada.	  	  End-of-life care decisions have become increasingly 

important in Canada in the face of an aging population, escalating health care costs, and 

advances in medicine and technology that allow older adults with co-morbidities to live 

longer (Ontario Health Quality Council [OHQC], 2007). With increasing control of disease 

and illness through the use of antibiotics, symptom management, and resuscitative measures, 

older adults (65+) have become the fastest growing age group in Canada and it is estimated 

that this group will make up 23-25% of the total population by 2036 (Statistics Canada, 

2010). 

As of 2011, the leading causes of death among seriously ill older adults were due to 

frailty and chronic illnesses such as cancer, cardiovascular disease, and respiratory disease 

(Statistics Canada, 2014). As reported by the Manitoba Centre for Health Policy (2004), a 

significant proportion of health care costs are consumed at the end-of-life and these costs are 

strongly associated with age (Menec et al., 2004). In the final six months of life, end-of-life 

patients (1% of total population) consumed 21.3% of total health care costs and frail older 

adults (75+) incurred almost three-quarters (72%) of these costs (see Appendix A) (Menec 

et al., 2004). Considering that 1 in 10 Canadians will be over the age of 80+ years by 2056 

(Statistics Canada, 2010), there is a particular need for frail older adults to discuss end-of-life 

care in advance to prevent unnecessary or unwanted use of considerable health resources 

(Murray, Kendall, Boyd, & Sheikh, 2005).  

End-of-life care helps those with serious illness to live as well as possible as they 

approach death (End-of-Life Care Network, 2011); policies in Canada are currently targeted 
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to illnesses that have a predictable timeline, where patients will experience a short period of 

evident decline in functional status (Fassbender, Fainsinger, Carson, & Finegan, 2009). 

Palliative care is different in that it addresses different aspects of end-of-life care by 

maximizing quality of life for the patient, family and loved ones, with focus on achieving 

comfort through the management of pain and symptoms (Health Canada, 2009). While there 

is more of a holistic approach to palliative care, this term can be used interchangeably with 

end-of-life care in some cases, as is done throughout this report. Cancer patients make up 

about 85% of those who seek palliative care services and this shift from curative to comfort 

care has been associated with higher satisfaction, improved symptom control, and cost-

savings (Higginson et al., 2003; McPhereson, Higginson, & Hearn, 2001; Ontario Medical 

Association, 2014). Unfortunately, physicians have difficulty predicting timing of death and 

there is no real urgency to plan for end-of-life care in frail older adults or patients suffering 

from chronic illnesses with serious intermittent declines (Fassbender et al., 2009). This 

population is generally not a priority for palliative care and episodes of deterioration are 

commonly associated with hospital admissions and aggressive treatments (Murray et al., 

2005). This approach, however, is not affordable in the long run (Fassbender et al., 2009).  

Use of mechanical ventilation at the end-of-life.  Mechanical ventilation (MV) is 

the most used form of life-sustaining treatment at the end-of-life and most frequently the 

treatment withheld or withdrawn in anticipation of death (Cook et al., 2004). This 

resuscitative measure is used to protect a patient from respiratory failure by reducing work 

involved with breathing and promoting optimal conditions for recovery (O’Higgins, 2003). 

Mechanical ventilation treatment is commonly delivered invasively through an endotracheal 

or tracheosectomy tube (intubation), or non-invasively using a tight-fitting face or nasal 
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mask (O’Higgins, 2003). It is the responsibility of the physician to discuss with the patient 

and family the severity of illness, underlying health conditions, and appropriate options for 

care (O’Higgins, 2003; Stacy, 2012). 

Unfortunately, these conversations occur infrequently (Heyland et al., 2006; Mirza, 

Kad, & Ellison, 2005; You et al., 2014) and patient preferences for MV are often unknown 

upon hospital admission (Cook et al., 2004). In such situations, the default directive is often 

to initiate intensive care; however, nearly half of physicians felt they had acted against their 

conscience while providing care to seriously ill patients and four times as many physicians 

felt they had provided over-treatment at the end-of-life (Cook et al., 2004; Council on Ethical 

and Judicial Affairs [CEJA], 1991). It is this intensive use of health services at the very end 

of life combined with the higher probability of death as we age that drives health care 

spending (Brown & Suresh, 2004).  

Generally, physicians and nurses feel more comfortable withholding rather than 

withdrawing MV (Rubenfeld, 2004). While there are no distinctions from an ethical 

standpoint between withdrawing MV and other life-sustaining treatments like dialysis, 

hydration, or nutrition, the withdrawal of MV leads to discomfort and dyspnea (difficulty in 

breathing), extensive medication to manage pain and symptoms, and is most likely the event 

that precedes death (Rubenfeld, 2004). A study by Heyland et al. (2006) found troubling 

evidence that a majority of seriously ill hospitalized patients had very limited knowledge 

about resuscitative measures, including MV, and a significant number (37%) were unwilling 

to partake in the decision-making process regarding their treatment. Unwillingness to 

participate in decision-making may be a result of constraining patients to consider options for 
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care without adequate discussions regarding the burden and outcomes of treatment (Heyland 

et al., 2006).  

A majority of older adults and families have misconceptions and misunderstandings 

about MV, and family members often believe they are causing the patient’s death by 

withdrawing life-sustaining treatment  (Heyland et al., 2006; Rubenfeld, 2004). In fact, a 

study by Marcoux, Mishara, & Durand (2007) shows that 66% and 38% of the Canadian 

population identify withdrawing and withholding treatment as an act of euthanasia, 

respectively. Euthanasia or physician-assisted suicide is the intentional act of ending a life to 

relieve pain and suffering and is illegal in most industrialized countries including Canada. 

The withdrawal or withholding of MV is different in that health care providers stop doing 

actions or do not act in manner necessary for keeping a patient alive (Canadian Medical 

Association, 2007). Health providers are encouraged to clarify for patients and families the 

moral equivalence between ‘acts’ and ‘omissions’ that result in death in order to avoid 

misperceptions or disagreements that ultimately leave the patient in pain or receiving 

unwanted treatments (Marcoux et al., 2007; Rubenfeld, 2004).  

Patients who receive end-of-life care that is inconsistent with their wishes are more 

likely to be dissatisfied at the end-of-life, as found in a study measuring disparities between 

care received and patient/family preferences for care (Teno, Fisher, Hamel, Coppola, & 

Dawson, 2002). Additionally, the use of MV with little potential for health recovery 

continues to place a significant burden on health care spending in Canada (Alberta Heritage 

Foundation for Medical Research [AHFMR], 2005). Prognostic information provided early 

in the disease course may improve decision-making for MV and have a favourable impact on 

patient/family satisfaction with care (Leclaire, Oakes, & Weinart, 2005). Using a low-cost 
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strategy like advance care planning (ACP) may be a valuable tool for reducing the use of 

considerable health resources that do not provide a health benefit or restore quality of life for 

seriously ill patients. 

Purposes and Policies of Advance Care Planning 

Advance care planning was introduced into the Canadian health system as a method 

for patients to express in advance their preferences, beliefs, and values for end-of-life care. 

The purpose of ACP is to improve the provision of quality care by respecting patient 

autonomy and reducing uncertainty with making medical decisions that may precede death 

(Canadian Hospice Palliative Care Association [CHPCA], 2012). These discussions are most 

effective when they occur on an on-going basis with patients to ensure recent wishes are 

expressed and are dependent on the physician’s training and experience with ACP, his/her 

comfort level with discussing death and dying, and availability of adequate time to have the 

discussion (CHPCA, 2012; Coolen, 2012).  

Patients with the capacity to make meaningful decisions have the right to express 

their wishes for care and may do so through oral or written inquiries. Over the last 15-20 

years, jurisdictions for advance directives have been enacted in almost all provinces and 

territories with variations across Canada (see Appendix B). Goals for care may be 

documented through two formal mechanisms of advance directives: 1) Instructional 

Directive outlines patient desires for life-sustaining treatments in a given level of health, and 

2) Proxy Directive designates the person or surrogate responsible for making medical 

decisions when the patient becomes incapable of doing so for him/herself (Canadian 

Association of Critical Care Nursing Working Group [CACCN], 1999; Guo & Harstall, 

2004). 
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The majority of advance directives are used to instruct health care providers to 

initiate, continue, withhold, or withdraw life-sustaining treatments such as MV, CPR, 

dialysis, blood transfusions, and artificial nutrition/hydration (CACCN, 1999). In provincial 

legislations that recognize instructional directives like Alberta, Saskatchewan, and Manitoba, 

it is important to understand that in the event of mental incapacity where an individual has 

left an advance directive, prior instructions or wishes for care do not always provide consent 

to or refusal of treatment (Educating Future Physicians in Palliative and End-of-Life Care 

[EFPPEC], 2008). 

There is great difficulty with sufficiently detailing every possible reaction in a 

hypothesized situation; advance directives documented in a vague or ambiguous manner 

cannot be taken on their own to govern medical decisions (Health Law Institute [HLI], 2009). 

Additionally, seriously ill patients change their minds about medical treatments as their heath 

status changes and there is instability in ACP when the topic is not frequently revisited 

(Carmel & Mutran, 1999). Health care providers who feel that an advance directive is not 

representative of the patient’s most recent wishes may seek clarification from family 

members or surrogate-decision-makers (Fritsch, Petronio, Helft, & Torke, 2013). 

On the other hand, jurisdictions in Ontario, British Columbia, Nova Scotia, and 

Quebec only provide proxy directives for the mandate of care; for example, Ontario has the 

‘Power of Attorney for Personal Care’ and Nova Scotia has ‘Written Authorizations’ 

(Dunbrack, 2006; EFPPEC, 2008; CHPCA, 2012). In other words, consent is always 

required prior to initiating or changing treatments, whether it is from the patient him/herself, 

a family member, or a surrogate decision-maker (CHPCA, 2012). Bioethical standards for 

surrogate decision-making state that decisions must be made using a patient-centered 
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approach that takes into consideration the patient’s previously stated wishes and best 

interests (Emanuel & Emanuel, 1992).  

Family members rely heavily on advance directives and patient input when this 

information is available; the majority of older adult patients, however, do not have advance 

directives and surrogate decision-makers frequently make inaccurate predictions of the 

patient’s wishes for care (Fritsch et al., 2013). A study by Fritsch et al. (2013) showed that 

surrogates include factors such as their own wishes, religious beliefs, and past hospital 

experiences to make decisions on behalf of their loved one, and that these decisions were 

more closely aligned with preferences for themselves than with the patient.  

Especially in cases where patient preferences are unknown, making medical decisions 

on behalf of a loved one can cause emotional distress and family members may be 

emotionally-driven to give the patient every chance at recovery in an effort to avoid feelings 

of guilt (Fritsch et al., 2013). Looking back to the death of a loved one, family members 

express desires to have had more information on patient preferences and wishes for end-of-

life care (Fritsch et al., 2013; Hanson, Danis, & Garrett, 1997). Unfortunately, physicians 

rarely suggest for patients to involve family members in discussions regarding resuscitative 

measures and MV (Heyland et al., 2006).  

The use of advance directives among older adults is especially important considering 

the number of patients affected by Alzheimer’s disease or dementia is expected to double to 

1.1 million by 2038, or 3% of the population (Alzheimer’s Society of Canada [ASC], 2010; 

Raymont et al., 2004). A study by Raymont et al. (2004) reported that 40% of hospitalized 

patients do not have the capacity to be making medical decisions due to cognitive 

impairment, and physicians most often work with family members to determine an 
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appropriate plan for care (Raymont et al., 2004). The involvement of family in ACP 

discussions presents an opportunity to prepare surrogates and mitigate distress associated 

with medical decision-making (Fritsch et al., 2013).  

The increased use of advance directives and policies for do-not-resuscitate (DNR) 

orders have resulted in significant health system improvements; two decades ago; patients 

who died in intensive care units (ICU) were staying longer and using more resources (Cook 

et al., 2004). In a study by Molloy et al. (2000), Ontario nursing homes that implemented the 

‘Let Me Decide Health and Personal Care Directive’ program had reduced health care costs 

and improved patient/family satisfaction with care received (Molloy et al., 2000). Older adult 

patients that had discussed ACP and advanced directives with their physicians felt they had 

more ability to influence their medical decisions (Smucker et al., 1993). Likewise, family 

members or surrogates of patients with advance directives had greater understanding and 

comfort compared to surrogates of patients without any form of ACP (Tierney et al., 2001). 

Unfortunately, advance directives continue to be underused in clinical contexts with 

only a 10% completion rate in Canada (CHPCA, 2012). Findings from several studies 

suggest reasons for not completing advance directives, including lack of knowledge and 

access to ACP forms, little understanding about life-sustaining treatments and clinical 

outcomes, and mistrust of advance directives as a means to exert control over end-of-life care 

(Guo & Harstall, 2004; Heyland et al., 2006; Perkins, 2000; Siegert, Clipp, Mulhausen, & 

Kochersberger, 1996).  

Interestingly, several studies show that the completion of ACP is less common 

among ethnic minorities compared to the majority population (Baker, 2002; Johnstone & 

Kanitsaki, 2009; Kwak & Haley, 2005; Maciejewski et al., 2012). In fact, international 
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research suggests that end-of-life decision-making and uptake of ACP is more dependent on 

culture and ethnicity than variables such as age, socioeconomic status, and education (Baker, 

2002; Crawley, 2005; Fowler & Hammer, 2013; Heyland et al. 2006; Kwak & Haley, 2005). 

In a country as multicultural as Canada, understanding the impact of ethnocultural beliefs 

and values on the process of ACP is a good starting point for improving clinical outcomes at 

the end-of-life. 

Ethnocultural Variations in Death and Dying 

Culture is one of the 12 key determinants of health and individuals living in Canada 

have a cultural right to maintain their ethnic, linguistic, and religious identities	  (Health 

Canada, 2003). Canada is home to over 200 ethnic groups, with more than half (54.2%) of 

visible minorities living in Ontario and the largest groups being South Asian, West Asian, 

Black Canadian, Filipino, and Chinese (Statistics Canada, 2008). An ethnocultural group is 

characterized by ethnic or cultural origins that share common values and perceptions that 

differ from another group, and are influenced by factors such as religion, language, and 

nationality (Ngo, 2008; Statistics Canada, 2008). Roman Catholic and Protestant religions 

remain the two largest denominations in Canada, though Islam, Hinduism, Sikhism, and 

Buddhism have grown substantially over time (Ngo, 2008). With a growth rate five times 

faster than the total population, it is estimated that one-fifth of the Canadian population will 

be a visible minority by 2017 (Statistics Canada, 2008). 

Cultural, religious, and spiritual beliefs have been identified as the most important 

factor for coping with terminal illness, and there appears to be a positive correlation between 

illness severity and value of religion and use of prayer as a coping mechanism (Balboni et al., 

2010; Pargament, Koenig, & Perez, 2000; Sulmasy, 2006; True et al., 2005). Positive 

religious coping is often used to have a sense of control or to give meaning to end-of-life, 
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and is defined as reliance on faith to promote healthy adaptation and psychological 

adjustment to serious illness (Pargament et al., 2000; Phelps et al., 2009). The use of cultural 

or religious methods for coping, however, is commonly associated with preferences for 

hospitalization, resuscitation, and MV (Phelps et al., 2009; True et al., 2005). Several studies 

have identified cultural and religious coping as a significant contributing factor to the use of 

health care resources at the end-of-life (Maciejewski et al., 2012). 

Diverse ethnocultural perceptions challenge health care providers to engage in ACP 

when there is a clash in values, norms, and beliefs (Bowman, 2004; Coolen, 2012). Canadian 

studies that explore cross-cultural differences at the end-of-life are limited in scope 

(Bowman, 2004; Bowman & Singer, 2001; Clarfield, Gordon, Markwell, & Shabbir, 2003; 

Con, 2007; Ellerby, McKenzie, McKay, Gariepy, & Kaufert, 2000; Rose, 2007), though 

international research from the United States, United Kingdom, and Australia have shown 

consistent findings that can be applied to Canada’s ethnoculturally diverse population (Ali, 

Khalil, & Yousif, 1993; Bito et al., 2007, Blackhall, Murphy, Frank, & Azen, 1995; Candib, 

2002; Goldstein, Thewes, & Butow, 2002; Johnstone & Kanitsaki, 2009; Koenig & Gates-

Williams, 1995; Kwak & Haley, 2005; Maciejewski et al., 2012; Meleis & Jonsen, 1983; 

Sulmasy, 2006; Trill & Holland, 1993).	  Fundamental values for patient autonomy, truth-

telling, quality of life, and control over dying may be deemed foreign or anti-ethical by 

ethnocultural groups who do not share the same beliefs. 

Patient autonomy and truth-telling in ACP.  Health care providers have an ethical 

and professional duty to uphold major bioethical principles central to decision-making: 

patient autonomy, nonmaleficence (do no harm), beneficence (do good), and justice 

(Beauchamp & Childress, 2009). The Canadian health system uses these principles to guide 
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ACP activities, where patient autonomy is regarded as the guiding principle in health care 

(Bowman, 2004; CHPCA, 2012). This is the belief that the best person to be making medical 

decisions is the person experiencing the illness. Health care providers are encouraged to 

empower patients to be assertive in medical decision-making by engaging in an open, 

truthful, and direct manner (CHPCA, 2012). 

This individualistic stance, however, is not considered appropriate in some 

ethnocultural groups and may in fact cause more harm than good for patients and families 

(Bito et al., 2007; Johnstone & Kanitsaki, 2009). International research shows that 

individuals from ethnic groups like Greek, Italian, and Ethiopian cultures feel that patients 

are too sick to understand their medical information to be making meaningful decisions 

(Blackhall et al., 1995; Johnstone & Kanitsaki, 2009). As well, truth-telling and discussing a 

poor prognosis with a patient in ACP can be viewed as disrespectful and dangerous to a 

patient’s health in Aboriginal communities (Ellerby et al., 2000) and Chinese populations 

from Taiwan, Hong Kong, and mainland China who are often fearful and reluctant to discuss 

end-of-life in fear that it will hasten the dying process and cause suffering for the patient 

(Bowman & Singer, 2001). 

Collective or family decision-making is the norm in some ethnocultural groups, and 

patients and families will prefer that medical information be disclosed to family members 

who will then decide the direction of care or ensure that information is disclosed to their 

loved one in a sensible manner (Blackhall et al., 1995; Candib, 2002; Karim, 2003; Searight 

& Gafford, 2005). The process of ACP is deemed foreign and unnecessary within the context 

of familial autonomy, and disruptive to the idea of emotional harmony and positive energy 

(Bowman & Singer, 2001). Emphasizing patient autonomy and forcing negative information 

on patients can be considered paternalistic, disrespectful, and even racist (Candib, 2002).   
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Many have suggested that the persistent approach to patient autonomy in health care 

may be a significant factor for failing to improve aspects and outcomes of ACP (Heyland et 

al., 2006; Koenig & Gates-William, 1995). Preferences for decisional roles vary across 

ethnocultural groups and Canadian hospitals need to reconsider how consent should be 

obtained from patients; it is an autonomous expression and a self-determining choice for a 

patient to defer his/her decisional role and disengage from the decision-making process 

(Candib, 2002; EFPPEC, 2008; Heyland et al., 2006; Rose, 2007).  

Sanctity of life and locus of control in death and dying. In Canada, health is the 

natural state and illness is caused by an unhealthy lifestyle or external factors that are not in 

the patient’s control. Medical treatments are used to control disease and illness to support 

patients’ health (Rose, 2007). Conversely, in certain ethnocultural groups only God has the 

power to heal terminal illness and the locus of control in death and dying is in the hands of 

God (Phelps et al., 2009; True et al., 2005). Control over dying by withholding or 

withdrawing MV treatment is considered inappropriate for human decision-making in 

Filipino, African American, and South Asian cultures (Bowman, 2004). It is deemed 

unacceptable to engage in ACP and take control over a decision that belongs to God. 

Advance directives are believed to deny God the opportunity to provide patients with health 

recovery (Nishimoto & Foley, 2001). 

Some individuals believe that there is a religious purpose to suffering to overcome 

illness and this can be perceived as a ‘test of faith’ for seriously ill patients (Bullock, 2006; 

Crawley et al., 2000). To opt for palliative care or to express desires to withdraw or withhold 

MV treatment equates to giving up on God (Bullock, 2006; Candib, 2002; Maciejewski et al., 

2012; Phelps et al., 2009; Sullivan, Muskin, Feldman, & Haase, 2004; Sulmasy, 2006). 
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Patients and families who have strong beliefs that God could heal terminal illness despite 

medical futility will often opt for intensive, life-prolonging treatments (Bullock, 2006; 

Crawley et al., 2000; Jacobs, Burns, & Bennett Jacobs, 2008; Maciejewski et al., 2012; 

Phelps et al., 2009; Sullivan et al., 2004).  

As well, some patients and families who have strong values for the sanctity of life 

will push to preserve life at all costs (Clarfield et al., 2003; Jericho, 2011). Individuals from 

Jewish, Muslim, and Catholic religions believe that life is sacred and an invaluable gift from 

God; the longevity of life is often regarded with more value than the quality of life (Clarfield 

et al., 2003). While there is no obligation for individuals of these faiths to prolong dying with 

futile treatments, actions that hasten the process such as MV withdrawal are prohibited 

(Jericho, 2011). Suicide is condemned in these three monotheistic religions and the act of 

withdrawal can be interpreted as such; the inclusion of religious representatives from these 

communities can be important for providing religious inquiries to patients and families in 

ACP when the doctrine is flexible or misunderstood, or to convince the physician of the 

validity of beliefs (Clarfield et al., 2003; Jericho, 2011; Orr & Genesen, 1997). Health care 

providers who offer religious or spiritual support to patients and families may produce a five-

fold reduction in preferences for MV at the end-of-life (Balboni et al., 2010). 

Cross-Cultural Considerations in ACP 

The Canadian national framework for ACP encourages health care providers to use a 

patient-centered approach that focuses on tailored care to meet diverse needs at the end-of-

life (CHPCA, 2012). Health care providers are required to adjust to different ethnocultural 

contexts to achieve patient-centered care, with awareness of their own attitudes and 

behaviours that can have significant impacts on the process (Lewis, 2009). The goal is to 
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enhance a patient’s capacity to self-manage and participate in their health care planning 

(Lewis, 2009). Evaluative research on the impact of patient-centered care found an increase 

in patient and health care provider satisfaction, facilitated teamwork, and reduced hospital 

costs (Charmel & Frampton, 2008; Sidani, 2008).  

The Canadian Medical Association (2008) developed a policy document, Achieving 

Patient-Centered Collaborative Care, that states: “Medical care delivered by physicians and 

health care delivered by others should be aligned around the values and needs of patients. 

Collaborative care teams should foster and support patients, and their families, as active 

participants in their health care decision-making”. This concept is different from patient 

autonomy that encourages individuals to direct their own medical care; with a patient-

centered approach, patients are able to defer their autonomy in decision-making to family 

members in accordance with his or her values. While individuals have a cultural right to 

maintain their ethnic, religious, and linguistic identities, this does not mean that health care 

providers should blindly accept all cultural or religious beliefs (Fakuda-Parr, 2004). 

Ethnocultural beliefs and values are modifiable characteristics in that they can be recreated 

as people adapt to changing realities and redefine their values with exchanges of ideas 

(Fakuda-Parr, 2004; Maciejewski et al., 2012). Health care providers should do their best to 

expand the “capability of people to live and be what they choose with adequate opportunity 

to consider other options” (Fukuda-Parr, 2004, p. 4).  

In 2000, Canada established the Quality End-of-Life Care: The Right of Every 

Canadian report in an attempt to move away from generating advance directives and putting 

emphasis on effective communication in ACP (CHPCA, 2012). While advance directives are 

important tools for documenting treatment preferences in ACP, their use is highly criticized 
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for providing vague information that fails to ensure beliefs and values are respected (Cantor 

& Pearlman, 2004). A Canadian study by Bravo, Dubois, and Wagneur (2008) revealed the 

best way to promote encourage people to express preferences for future health care is 

through oral information given over multiple sessions. Understanding the purpose and utility 

of advance directives is a sensitive matter that cannot be achieved through written materials 

alone; some researchers suggest that engaging in ACP with knowledgeable informants will 

allow informed decisions for end-of-life care to develop over time (Bravo et al., 2008; 

Perkins, 2000). 

In fact, one of the largest studies exploring end-of-life decision-making in the United 

States (SUPPORT) found that advance directives have little impact on medical decision 

making for resuscitation among seriously ill hospitalized patients (Teno et al., 1994). While 

this data is relevant, its application to the Canadian context is limited; with increasing focus 

on patient-centered care in Canada, recent studies assessing the effectiveness of advance 

directives remain underexplored in Canada (Guo & Harstall, 2004; Molloy et al., 2000). 

Health care providers are encouraged to elicit a values history from patients in 

addition to advance directives to facilitate the interpretation of treatment preferences in 

medical scenarios that cannot always be predicted (CHPCA, 2012). While physicians have a 

primary role in ACP, nurses also play an influential part and have a primary responsibility in 

advocating and eliciting important beliefs/values from patients and families (Canadian 

Nurses Association [CNA], 2008). Nurses have a unique role in providing daily care to 

patients and are in a position to promote the exploration of values, educate choices, and 

provide clarity through partial interpretation of medical information (CNA, 2008). Narrative 

inquires provided by patients allow nurses to play an instrumental role in ensuring 
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beliefs/values are effectively communicated to the health care team, and advocating for the 

patient if wishes are not being fulfilled (CNA, 2008; Werner, Carmel, & Zeidenberg, 2004). 

However, nurses have lower decisional latitudes than physicians and often experience 

higher levels of moral distress in end-of-life scenarios (Elpern, Covert, & Kleinpell, 2005; 

Dodek, Norena, Ayas, & Wong, 2013). The Canadian Nurses Association’s (2002) defines 

ethical or moral distress as “situations in which nurses cannot fulfill their ethical 

obligations and commitments, or they fail to pursue what they believe to be the right course 

of action, or fail to live up to their own expectation of ethical practice” (CNA, 2002, p. 6). 

Nurses who experience moral distress report adverse effects on job satisfaction, retention, 

and physical and psychological well-being (Elpern et al., 2005). 

With growing cultural diversification in health care, nurses are encountering cross-

cultural barriers that impede their ability to provide quality end-of-life care (Mitchell, Gale, 

Matzo, Mcdonald, & Gadmer  2002). Ethnocultural populations can successfully adapt to 

ACP models, though health care providers must be equipped with the cross-cultural skills to 

adjust to ethnocultural contexts for patient-centered care (CHPCA, 2012; Health Canada, 

2008). Health care providers who have the knowledge and skills to inquire and understand 

that which is sacred to a patient and family’s life may be the key to overcoming cultural, 

religious, and linguistic boundaries. 

Cross-Cultural Skills at the End-of-Life 

Simply because a patient identifies to a specific ethnocultural group does not mean 

that he/she maintains the same beliefs as that group; there is extensive heterogeneity between 

and within ethnocultural groups and failing to recognize diversity within cultures can 

significantly impact a patient’s well-being by unknowingly providing fragmented care, 
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inadequate symptom management, miscommunication, and a poor quality of death (Coolen, 

2012; Eues, 2007; Giger, Davidhizar, & Fordham, 2006; Moore & Spiegel, 2004). Culturally 

competent skills and cross-cultural communication support the provision of individualized 

health services that assist physicians and nurses in actively engaging in cultural assessments 

that address physical, psychosocial, and spiritual needs of patients and families in ACP 

(Coolen, 2012; Kagawa-Singer & Backhall, 2001).  

Cultural competency.  Culture provides a map of meaning through which people 

understand and interpret the world around them, and health care providers who carry 

different “cultural maps” may have hindered communication in ACP if they do not have 

adequate skills to adjust to different ethnocultural contexts (Bowman & Singer, 2001). 

Cultural competency is defined as the adaptation and adjustment of care in a culturally 

sensitive manner that is consistent with the norms and traditions of diverse populations being 

served (Purnell, 2002), and is defined as “the application of knowledge, skills, attitudes, and 

personal attributes required to provide appropriate care and services in relation to cultural 

characteristics of their clients” (CNA, 2004, p. 1). Providing culturally competent care can 

have positive health impacts on many ethnocultural groups in Canada, including Aboriginal 

peoples who make up 5.4% of the Canadian population and have higher rates of infant 

mortality and chronic illnesses than the rest of the population (Health Canada, 2003; 

Statistics Canada, 2008).  

Being equipped with culturally competent skills that bring attention to ethnic or 

religious needs ensures patients and families have the opportunity to make meaningful 

decisions in ACP. The Purnell Model of Cultural Competency is a well-known framework 

that is used by health care providers across the globe including Canada, for practice, research, 
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and administration (Purnell, 2002). This model encompasses 12 domains that take into 

consideration primary and secondary characteristics of culture that can impact health: 

heritage, communication, family roles/organization, workforce issues, biocultural ecology, 

high-risk behaviours, nutrition, pregnancy/childbearing, death rituals, spirituality, health care 

practice, and health practitioners (Purnell, 2002). 

The key elements to achieve cultural competency include: 1) cultural desire: the 

motivation to actively engage and commit to becoming culturally competent, 2) cultural 

awareness: the process of becoming more sensitive, respectful and attentive to a patient’s 

cultural beliefs, 3) cultural knowledge: the process of understanding similarities and 

differences in values, beliefs, and practices between and within cultural groups, 4) cultural 

skill: the ability to engage in cultural assessments to understand patient beliefs, values, and 

practices, 5) cultural collaboration: a partnership approach to reach mutual goals between 

health care providers, patients, and families, and 6) cultural encounter: openness to learning 

and understanding meaningful cultural experiences (Camphina-Bacote, 2011; Kachingwe & 

Huff, 2007). Health care providers who are culturally competent engage in self-reflection or 

self-awareness of their own personal values, beliefs, and experiences to meaningfully 

communicate and address patient needs without letting these factors impact patient care 

(CHPCA, 2012).  

Cross-cultural communication.  Cross-cultural communication is a skill critical for 

completing cultural assessments that address physical, psychosocial, and spiritual needs of 

patients and families (Coolen, 2012). The goal of cross-communication is to arrive at a 

shared understanding of health and disease, and for health care providers to establish trust 

with patients and families in order for information to flow freely (Coolen, 2012). While 
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building trust and rapport can be time consuming, it is essential for having effective 

communication that allows physicians to observe, gather and document information 

regarding the patient’s beliefs/values in ACP (Coolen, 2012; Schyve, 2007). 

Unfortunately, studies devoted to understanding cultural influences at the end-of-life 

found that verbal and nonverbal communication between physicians and patients/families 

continues to be the greatest barrier throughout the decision-making process (Coolen, 2012). 

Physicians’ use of technical medical language and jargon makes it difficult for patients to 

understand valuable information regarding care and treatment; consequently, patients with 

limited English proficiency suffer from more serious adverse events with misinterpretation or 

miscommunication in comparison to English-speaking patients (Schyve, 2007; Workshop 

Scientific Community [WSC], 2004). The inability to communicate effectively across 

cultures can also lead to stress for health care providers, causing anxiety and job 

dissatisfaction (Gibson & Zhong, 2005). 

A study by Trill & Holland (1993) suggests that ACP discussions that are not in the 

patient’s primary language may burden the patient and cause him/her to emotionally 

withdraw from the conversation (Trill & Holland, 1993). A language translator can be used 

to facilitate communication in ACP and improve patient comprehension and satisfaction, as 

well as provide physicians with an understanding of diverse ethnocultural worldviews 

(Chambers et al., 2000; Con, 2007). Even then, however, research shows that patients 

conversing with physicians in their primary language experience better outcomes than 

patients working with translators (Con, 2007; Gregg & Saha, 2007). The use of language 

translators can also be costly and time-consuming (WSC, 2004).  
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While a relative or friend may fulfill this role as a trusted and preferred messenger for 

the patient (Goldstein et al., 2002; Papadaoplous & Lees, 2004), this is often not encouraged 

in situations where the translator is emotionally involved. Discussing a poor prognosis with a 

patient is seen as impolite and ‘bad luck’ in some ethnocultural groups; a relative/friend may 

not provide their loved one with all of the information needed to make an informed decision 

and there is a risk that information will be filtered or inaccurately conveyed (Chambers, 

2000). More so, it remains difficult to provide translations for words like ‘palliative’ or 

‘cancer’ that do not have equal terms in other languages or instill negative feelings in other 

cultures (Con, 2007; Meleis & Jonsen, 1983; Payne, Chapman, Holloway, Seymour, & Chau, 

2005; Rose, 2007; WSC, 2004). 

The disclosure of information also occurs in non-verbal contexts that use body 

language to communicate by means of gestures, eye contact, and bodily contact. What may 

be acceptable in one culture, however, may be considered inappropriate in another. For 

example, Chinese and Japanese cultures believe in indirect communication - knowing what 

another person wants without being told. It is considered socially unacceptable to express 

emotion, complain, or ask for help outside of family (Ali et al., 1993). Health care providers 

who are unaware of non-verbal cues may unknowingly provide inadequate pain and 

symptom management (Chambers, 2000; Rose, 2007). 

Although health providers have access to ethnocultural assessments and models for 

cross-cultural care, some critics suggest that these models presume that care improves simply 

through basic knowledge of different cultures (Higginbottom et al., 2011). While it is not 

possible for health care providers to be knowledgeable of all ethnocultural subtleties, 

researchers have suggested that efforts to improve communication between health care 
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providers, patients, and families is likely to have the greatest impact for achieving quality 

care at the end-of-life (Eues, 2007; Heyland, Rocker, O’Callaghan, Dodek, & Cook, 2003; 

Rose, 2007). 

Rationale 

Advance care planning is a fairly new concept in Canada and the cross-cultural 

application of this process remains under-explored, with only one major study conducted 

with the Canadian population (Con, 2007). While other studies have explored methods and 

approaches used by physicians to engage in end-of-life discussions (Hudelson, Perron & 

Perneger, 2011; Jackson et al., 2008; Mallery, Hubbard, Moorhouse, Koller, & Eeles, 2011; 

Quinlan & O’Neill, 2009; Reid et al., 2013), there is little research that explores this process 

from a cross-cultural perspective. Having basic knowledge and access to culturally-

competent models for care does not grant predictability of health care providers’ behaviours 

(Chambers, 2000; Higginbottom et al., 2011), and physicians’ experiences with current 

methods of practice is not well understood. A deeper understanding of the facilitators and 

barriers that impact the ACP process can highlight gaps that hinder the provision of patient-

centered care across cultures. 

The aim of this thesis project is to explore practices/strategies used by health care 

providers to engage in ACP for MV with patients and families from different ethnocultural 

backgrounds. The objectives for this project are: 1) understand methods used to manage 

ethnocultural beliefs/values in ACP, 2) highlight barriers in ACP that may hinder health care 

providers’ ability to provide cross-cultural care, and 3) explore methods used to overcome 

perceived cross-cultural barriers and challenges. Research outcomes from this study can have 
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short-term and long-term implications that are important for meeting diverse ethnocultural 

needs at the end-of-life. 
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Chapter 3 - Methodology 

Research Design 

A qualitative approach is often used to explore the topic of end-of-life and address 

meaning-centered questions that are not easily quantifiable (Gysels, Shipman, & Higginson, 

2008; Marshall & Rossman 1999; Merriam, 2014). To best meet our research objectives, 

using the approach of phenomenology was appropriate for describing what all participants 

have in common as they engage in ACP cross-culturally and to reduce individual experiences 

to a description of experience (Creswell, 2006). Other qualitative methods, such as grounded 

theory, were not used since the aim of this project is not to move beyond a description of 

experience to develop theory. As well, using the approach of ethnography, narrative studies 

or case studies would not capture a collective essence of experience (Creswell, 2006). 

Designing a phenomenological study strengthens our understanding of health care providers’ 

experiences in ACP and perceived facilitators/barriers that impact cross-cultural aspects of 

this process. 

The most common method used to collect data in qualitative health care research is 

through the use of semi-structured interviews that consist of a few key questions that define 

areas to be explored, with flexibility for the interviewer to pursue a response for more detail 

(Gill, Stewart, Treasure, & Chadwick, 2008; Legard, Keegan, & Ward, 2003). Several 

qualitative studies that explore end-of-life discussions use a semi-structured approach with 

open-ended questions and clinical vignettes to probe for a deeper understanding (Hudelson, 

Perron & Perneger, 2011; Jackson et al., 2008; Mallery et al., 2011; Quinlan & O’Neill, 

2009; Reid et al., 2013). Clinical vignettes have been shown to be a feasible method for 

exploring physicians’ knowledge on ethnocultural factors that impact health care (Hudelson, 

Perron, & Perneger, 2011). With these considerations, the interview guide developed for this 
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study includes open-ended questions and two clinical vignettes that define three themes to be 

explored with participants along the knowledge-attitude-behaviour continuum.  

Open-ended questions were designed to address gaps highlighted in the literature 

review and to achieve a greater understanding of the cross-cultural experience and 

application of ACP. Clinical vignettes were developed based on cross-cultural scenarios at 

the end-of-life that are frequently encountered by health care providers, as described through 

the literature and reinforced in our pilot study. Follow-up questions were developed to assess 

consistency with the participant’s previous responses or to elicit new themes. All interviews 

were conducted in English by the principal investigator, Ayah Nayfeh, and took place in a 

private and quiet location (e.g. hospital, office). 

The interview guide was pilot tested with 10 health care providers to ensure 

applicability of questions across different health disciplines, including: two physicians, four 

nurses, three respiratory therapists, and one social worker. Participants were initially 

recruited with the assistance of Clinical Managers and a snowball sampling approach was 

used thereafter. The results of the pilot study show that non-physicians’ roles and 

responsibilities in ACP vary across different health settings. For example, a respiratory 

therapist at one hospital may have responsibility covering major aspects in ACP discussions, 

whereas a respiratory therapist at another hospital may have minimal involvement. Several 

questions in the interview guide could not be answered by some of the respiratory therapists 

and the social worker in the pilot study. As well, some nurses also had varying degrees of 

involvement in ACP, though nursing roles and responsibilities had significant contributions 

to the generation and implementation of advance care plans. 

Based on these results, the inclusion criteria for this study was limited to English-

speaking physicians and nurses who engage in ACP discussions with patients/families in 
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acute-care settings (medical residents were permitted to participate in the study if the 

inclusion criteria was met). The questions included in the interview guide were slightly 

revised and adjusted according to pilot study feedback. A copy of the interview guide is 

included in Appendix C. 

Recruitment and Data Collection 

In accordance with qualitative research guidelines that suggest phenomenological 

studies sample at least six or five to 25 participants (Creswell, 1998; Morse, 1994), this study 

aimed to recruit a sample of eight participants (four physicians and four nurses) or until data 

reaches saturation and no new themes emerge. In comparison to our pilot study that included 

four different types of health care providers, a sample of eight participants collected from 

two types of health professionals is appropriate for meeting study objectives. Ethics approval 

was received from Bruyère Research Institute (Spring 2013), University of Ottawa (Spring 

2013), Ottawa Hospital Research Institute (Winter 2014), and Institut de recherche de 

l'Hôpital Montfort (Winter 2014) (see Appendix D). Participants were recruited by the 

principle investigator, Ayah Nayfeh, between March 2014 – July 2014 from the following 

research sites: l’Hôpital Montfort, Ottawa General Hospital, Saint-Vincent’s Hospital, Civic 

Hospital, and Queensway Hospital. 

A purposeful sampling approach was used to recruit physician and nurse participants 

with maximal phenomenal variation in dimensions of interest, including (1) demographic 

factors such as gender, age, and ethnocultural diversity, and (2) environmental factors such 

as hospital organizations, acute-care settings, and years of medical/nursing experience 

(Sandelowski, 1995). Clinical Managers, Medical Directors, and Research Directors were 

helpful in identifying physician and nurse staff that met the inclusion criteria for the study. 

With permission to be contacted, potential participants received an e-mail letter of invitation 
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for voluntary participation. Two weeks after initial contact with no response, a follow-up e-

mail letter was sent as a kind reminder for the pending invitation. Participants were recruited 

using a snowball sampling approach thereafter (Social Research Methods, 2006). 

Information consent forms (available in French and English) were verbally detailed and 

signed prior to the interview, which was conducted in-person for approximately 30-40 

minutes at a time and place most convenient for the participant (see Appendix E).  

One of the advantages of using a semi-structured interview is that it allows 

researchers to elaborate on information that may not have been previously considered or 

known to be important (Gill et al., 2008). At 50% data collection, our interview was slightly 

revised to ensure that areas of information that emerged in the previous interviews were also 

collected from subsequent participants (McNamara, 2009). Tracked changes in the interview 

guide show the removal of one question that was difficult to answer and the addition of three 

questions that probe for more detail in responses describing cross-cultural methods.  

Interviews were audio-recorded and transcribed by the principle investigator, Ayah 

Nayfeh, to facilitate data analysis. Data collected from research participants throughout the 

study remained confidential and secured in an encrypted file in Professor Jeff Jutai’s research 

lab at Saint-Vincent’s Hospital. Personal identifiers were removed and participants were 

assigned a code prior to the interview using a letter-number system to ensure on-going 

confidentiality (e.g. P1, P2, N1, N2). The code-list linking the participant’s name to their 

research file was kept in a locked cabinet separate from the encrypted file in Professor Jeff 

Jutai’s research lab at Saint-Vincent’s Hospital. Only the principal investigator and co-

investigators in the study have access to these research files.  



ADVANCE CARE PLANNING 

	  

29	  

Data Analysis 

Narrative data from the transcribed interviews were analyzed and interpreted using 

content data analysis, which was done separately for physicians and nurses in order to 

highlight potential differences in approaches used under different scopes of care (Taylor-

Powell & Renner, 2003). Due to a small data set and modest analysis needs, data analysis 

was completed traditionally by hand using Microsoft Word and Microsoft Excel. Themes 

that emerged from the transcribed interview dataset, as well as any observational and 

interactional data obtained during the interview, were inductively coded and categorized 

using emergent codes and context coding units, such as words, sentences, or paragraphs 

(Krippendorff, 1980; Mayring, 2000). Emergent themes were confirmed early in the analysis 

process by validating consistency of the coding scheme on a sample of data. Little is known 

about health care providers’ experiences with cross-cultural ACP, therefore deduction or a 

priori coding was not appropriate for addressing our research question. 

By establishing frequency counts of emergent themes in Microsoft Excel, we were 

able to establish meaningful variation of major approaches used by physicians and nurses 

under different scopes of care. Inferences were made from emergent themes to meet the 

research objectives of the study. As well, field notes that reflect the interviewer’s thoughts, 

ideas, and feelings throughout the interview were noted to bring awareness to any 

preconceptions or biases to enhance credibility during analysis (Krefting, 1991). 

The term reliability relative to quantitative research does not fit objectives of 

qualitative approaches whose major purpose is to generate hypotheses for further 

investigation rather than to test them (Sandelowski, 1986). However, the term validity in a 

qualitative sense can be used to gain credibility, knowledge and understanding of the nature 
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of the phenomenon under study (Leininger, 1985). To gain credibility and trustworthiness of 

study findings, the use of open-ended questions and clinical vignettes in the interview guide 

were strategically designed to help verify meanings of experiences by assessing truth value 

of responses (Krefting, 1991; Lincoln & Guba, 1985). Another method often used to 

establish validity in qualitative research is triangulation, “where researchers search for 

convergence among multiple and different sources of information to form themes or 

categories in a study” (Creswell & Miller, 2000). This project incorporates environmental 

triangulation by using a multi-institutional approach to recruit participants from different 

acute-care settings to establish validity with the results (Guion, Diehl, & McDonald, 2002). 

As well, co-investigator examination of emergent categories helped to enhance credibility 

with the evolving design of the study (Krefting, 1991). 
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Chapter 4 - Results 

As a reminder, the objectives for this thesis project are: 1) understand methods used by 

health care providers to manage ethnocultural beliefs/values in ACP, 2) highlight barriers in 

ACP that may hinder health care providers’ ability to provide cross-cultural care, and 3) 

explore methods used by health care providers to overcome perceived cross-cultural barriers 

and challenges. Recruited participants work at one or a combination of the following acute-

care hospitals within the Ottawa region: l’Hôpital Montfort (N=4), Ottawa General Hospital 

(N=4), Civic Hospital (N=1), Queensway Hospital (N=1), and Saint-Vincent’s Hospital 

(N=1). Two of the physicians interviewed work in ICU, one physician works in palliative 

care, and one physician works in both ICU and palliative care. Some physicians also do 

rotations in the ambulatory clinic, long-term ventilation, emergency room, operating room, 

and also practice as hospitalists and internists within the hospital. Of the nurses interviewed 

for the study, three work in ICU and one nurse works in palliative care with consults in 

psychiatry, ICU, emergency room, operating room, and family medicine (see Table 1).  

All study participants completed their medical or nursing training and education in 

Canada, with the exception of one nurse who studied in Paris, France. Participants recall 

providing care to many ethnocultural groups, including African (Somalian, Haitian), Eastern 

European (Italian, Polish), Asian (Chinese), South American, First Nations, and Caribbean 

populations from various religious backgrounds (Muslim, Jewish, Jehovah’s Witness, Greek 

Orthodox, Christianity). Support for ACP is found through hospital policies/frameworks, 

Speak Up campaign materials/resources, and journal articles (e.g. ACCEPT, Family 

Meetings). 

The coded dataset of transcribed interviews revealed three major themes: 1) Goals of 

care across the illness continuum, 2) Respecting beliefs, values, and wishes for care, and 3) 
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Cross-cultural support in ACP. Methods of practice used within these themes, as well as 

factors that act as facilitators or barriers, are described in more detail below. 

Table 1 – Characteristics of Physician and Nurse Participants 

Number of participants invited 
Number of participants recruited 

Physicians 
Nurses 

12 
8 

4 
4 

Number of participants who are male 4 

Mean number of years in practice 
Medical 

Nursing 

11 
10.5 

11.5 

Participation in cultural competency training/workshops 

Physicians 
Nurses 

2 

0 
2 

 
Goals of Care Across the Illness Continuum 

	   Physicians and nurses describe goals of care as an important process for setting care 

plans with patients and families. Understanding beliefs and values for end-of-life care 

facilitates the interpretation of goals that encompass decisions for MV. A value-based 

approach is deemed an effective way for health care providers to ensure a respectful and 

dignified death. Physicians and nurses use several methods to explore goals for care with 

ethnocultural populations (See Table 2).  

Exploring beliefs and values systems of patients and families.  All participants 

believed that ethnicity, culture, or religion had a significant influence on patient/family 

decision-making and expectations for care. All physicians and nurses described using a ‘one 

size fits all’ approach with different ethnocultural populations in ACP, asking general 

questions to elicit cultural/religious values, meanings, and perceptions on death, dying, and 
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quality of life. Eliciting beliefs and values that encompass goals for care for care was seen as 

an effective method for interpreting treatment preferences in medical scenarios that could not 

always be predicted.	  

If I were lucky enough to meet people early in their disease course, what I would be 
telling them is: ‘what brings meaning to your life, what are your values, what’s 
important you, what would be acceptable for you’, as opposed to ‘I never want a 
[nasogastric] tube’. You don’t know the circumstances of your future illness, it’s very 
difficult to pinpoint particular interventions and MV would fall into that. (N1)	  
	  
You ‘feel’ your way differently, so just the way you interact with [patients and 
families], there is a different expectation, it’s a different approach, it’s more of a 
blank slate. They’re not the same people, they don’t hear the same things, they don’t 
recognize the same issues, so it’s different. (P1)	  
	  
You can’t predict every possible scenario at the end-of-life, so when something is 
based on values, then the physicians can interpret ‘Well, what was important to this 
person was to live independently, was to have their full mind, etc. This treatment is 
unlikely to give that person what was important to them, therefore we will not do it’. 
(P2) 
 
While there are common ethnocultural perceptions or trends seen in medical or 

nursing practice, three nurses and one physician discuss the importance of not generalizing 

or stereotyping beliefs/values to certain ethnic or religious groups based on these past 

experiences. All participants recognize that variations exist between and within ethnocultural 

groups and believed their role was important for understanding unique patient/family 

perceptions. 

I try to not generalize, so my approach shouldn’t really be all that different, right? 
I’ve had French Canadians who are the same cultural background as myself with 
completely different views on end-of-life care and truth-telling. I think it’s more of an 
individual family culture thing than one specific cultural worldview. (P2) 
 
You can’t generalize certain principles from a previous experience that you may have 
had with a similar family. There are so many variables within the same cultures that 
your role is really to learn about what their perception is and what is bringing that 
sort of meaning and value in how they interpret it. (N1) 
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 Due to extensive heterogeneity between and within ethnocultural groups, two 

physicians and two nurses find it difficult to ensure that all important cultural or religious 

subtleties are addressed. Even though these two nurses in particular were the only 

participants in the sample to have participated in some form of culturally-competency 

training, both believed that patients and families had a responsibility to be verbal with 

beliefs/values, otherwise important aspects may be missed. The two physicians and one other 

nurse expressed a desire for more knowledge on ethnocultural perceptions to enhance their 

skills for exploring goals for care. There exists among all participants a dependency on 

interdisciplinary health care team members, like social workers, spiritual care, and 

physician/nurse colleagues, to lend insights on cross-cultural scenarios based on their 

experiences. 

There are for sure some cultural trends, for instance truth-telling in a Chinese culture 
can typically be more of a difficult topic but it’s not across the board. I mean it’s 
pretty common to have that view but again I think there are some exceptions. I’d say 
I’m comfortable but I probably lack in some knowledge in all these subtleties in 
cultures, but I just try to ask. (P2) 
 
With the number of different cultures, you never really know. There’s a bit of an onus 
on the family to let me know because I’m not familiar with their own views or what 
they want. (N3) 
 
It is not like I have a handbook, you know ‘what does a Buddhist believe’, I don’t 
have any of that.  It’s mostly on experience and dealing with colleagues and spiritual 
care workers and social workers. But I’m not really aware of that, so that would be 
really helpful. (P4) 

 
Finding common ground for setting care plans for MV.  Participants mentioned 

the value in finding common ground and achieving mutual understanding in ACP with 

patients and families prior to making decisions for MV. All physicians described their role in 

exploring patient/family understanding of the medical situation, belief systems and reasoning 

behind medical decisions, and exploring views on what a patient/family considers to be a 
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reasonable or acceptable quality of life. This process allows an opportunity for physicians to 

address for patients and families the reality of the medical situation using data and evidence, 

and reinforcing their professional obligations in providing end-of-life care. 

At the end of the day, it’s getting people to understand what is and what is not a 
quality of life, because all of these different cultures that have a sanctity for life no 
matter the cost, they can all imagine a scenario whereby life at any cost is not 
reasonable. There’s a quality that doesn’t involve endless, intractable, untreatable 
pain. So okay, now at least we have a point of agreement that we can start from, 
let’s move forward from there. (P1)	  
	  
Some people feel that if you’re DNR you’ll get suboptimal care, you know ‘If you 
are DNR, it’s equivalent to euthanasia’. So I try to explore what is behind the 
belief system, sometimes to say ‘You’re not actively participating in their death if 
we’re not intubating, it’s the natural progression of the disease, you’re permitting a 
natural death’. Either way the person is going to die, it’s about how it’s going to 
happen. (P2)	  
 
We start talking about what their perspective is of what’s going on, I need to try as 
much as possible to see how much of an understanding they have about the gravity 
of the situation. The other thing I explore, I somehow very delicately get at what 
their needs are. So lets say we’ve reached a point where we can’t cure this, we 
can’t make this better, but we’re going to try and ensure a dignified passing: what 
are the family’s needs, and what would the patient’s needs be from a cultural 
perspective, spiritual perspective, and social supports? (P4) 
 
The key thing is to gain an understanding of who you’re dealing with and why 
they think the way they do. Usually if you could have that understanding, you 
could establish some common ground somewhere. (P3) 

	  
One physician describes practical challenges in having all health care team members 

deliver the same message, especially in situations where there is a real risk of mortality that 

cannot be undermined.  

The largest, single most important thing is ensuring that my team speaks with a single 
voice and a single message. That is incredibly hard to manage on a practical basis 
because all it takes is one nurse to say ‘Oh yeah, there’s a good chance that this could 
work’ and the whole thing is undermined. (P1) 

 
Nurses describe finding common ground by educating or addressing misconceptions 

regarding the dying process, MV, euthanasia, and palliative care that often occur and could 
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significantly impact the decision-making process. Although there are resources aimed at 

supporting patients and families through the dying process, one physician and one nurse see 

organizational barriers with providing generic materials that may not meet cultural, religious 

or linguistic needs.	  

There’s a lot of misinformation out there about what end-of-life illness is and what 
it’s not, and I think everybody needs to be better educated as to what that entails. I 
think if people had a better idea of what it entailed before they ended up in that 
situation, then that may translate into how they view their spiritual, religious or 
cultural beliefs. (N4) 
 
I think often patient/families don’t understand what MV is and if it is explained, they 
have a lot of misconceptions coming into it. I think its important for patient/families 
to actually understand what that is, but I think it’s also incredibly difficult because 
they hear about life support and they see it on in media sources and now that reality is 
in front of them. I think you can think about things like that in abstract terms, but my 
experience has been that it’s extremely hard for them to translate those abstract terms 
into a concrete reality. All of those discussions often go out the window because 
when they see the reality of what’s happening, they will change their minds. (N3) 
 
I came to the realization that the reason that I exist in the hospital is to teach about 
dying: ‘How do you die, what’s normal when you die, recognizing dying, how do you 
talk about dying’. Almost everything I think about when I'm with people is based on 
my role to teach them. It doesn’t matter if it’s a day or if it’s five-month relationship, 
it’s almost always based on that and honestly that has served me well. (N1) 
 
Our resources are only in English and in French, there are so many people that don’t 
speak those languages or they would like support in other languages; I think that is a 
barrier. (N3) 
 
Interpreting goals of care into care plans for MV.  The content and questions of 

ACP move across the illness continuum from general goals of care towards the translation of 

those goals into treatment preferences as patients’ transition between curative and comfort 

care. Physicians and nurses describe several methods used to help patients and families 

interpret their beliefs/values into goals for MV and other life-sustaining treatments. One 

nurse suggests avoiding yes/no questions for treatments and instead focusing on how goals 

for care fit into different medical scenarios. It can be difficult to interpret in different medical 
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contexts the true meaning of advance directives that simply pinpoint treatment preferences. 

Using this approach is said to facilitate interpretation of end-of-life wishes and is seen as 

effective for avoiding family guilt or burden associated with feeling actively involved in a 

loved one’s death.  

What I’ve learned is you need to bring [patients and families] beyond these yes/no 
questions, because first of all they’re kind of false, that is not the questions that we 
are asking. The question or the statement usually is ‘Your loved one is dying. They 
are unable to sustain their life without advanced technology. How do you see that 
dying phase unfold?’ So we’re not actually asking you about the tube. People feel an 
incredible weight and feel like they’re actively participating in people’s dying. (N1)	  
 
We try to make contact with our families just to discuss who the patients is and what 
their goals are, not necessarily end-of-life goals, but just goals period right at the 
beginning. Then as times goes on, again it really depends on the patient’s trajectory 
and the family’s perception as to when and how we entertain discussions about ‘We 
think this patient is now acutely dying and now we’re going to talk about end-of-life 
and how to keep them comfortable’. (P4) 

 
If I am being 100% honest, I think it is important to get a sense of where patients are 
and really it depends on what the cause is, right? Sometimes I think it’s more 
important to get a sense of what the values are, get a sense of ‘Is quality of life more 
important to you?’ To answer your question directly, MV is important but what is 
more important to me is your goals, objectives, and values. (P3) 
 
Two nurses specifically described the involvement of non-denominational chaplains 

or religious persons to assist patients/families with interpreting important religious principles 

that can be misinterpreted or misunderstood. 

We have some non-denominational chaplains who know and have taken courses in 
different religions and cultural backgrounds and stuff, so they know better than we do. 
Sometimes we will talk with the non-denominational chaplain or the social worker 
about how best to proceed. (N4)



ADVANCE CARE PLANNING 

	  

38	  

Table 2 - Goals of Care Across the Illness Continuum 

Methods Facilitators (F) or Barriers (B) Illustrative Quotes 

Exploring beliefs and 
values systems of 
patient and families  

 

(F) Do not generalize 

(F) Interdisciplinary support  
 
(B) Lack ethnocultural knowledge  
(B) ICU tech-heavy environment 

(B) Onus on patient/family for 
guidance 

 

“If they’re open to talking about, then the best 
way is to just talk about it. Every now and then 
if they’re not open to talking about it, I can go 
on the internet and read about stuff but the 
internet isn’t the greatest resource.” (N4) 

“These discussions are extremely important, I 
think that they’re undervalued because in ICU 
it’s great when we’re doing our tasks, but we 
sort of see emotional support for the families 
and things secondary because we’re a very 
tech-heavy, machine-heavy, task-heavy 
environment.” (N3) 

Finding common 
ground with 
negotiating care plans 
for MV 

 

(F) Data and evidence 
 
(B) Team Consensus 
(B) Resources in other languages 

 
 

 

“You have to keep bringing the object of 
reality back to them; an object of reality is data 
and evidence and in certain stages of illness, 
there’s certain prognostic scales you can use. If 
you come into ICU and have these set criteria, 
you may have a 50% chance of dying. So you 
need to talk about that realistically, openly, and 
honestly. That is a very real conversation that I 
don’t think we have with enough import, it’s 
often glossed over.” (P1) 

“Our hand-outs that we give to patients are 
pretty generic. Does it meet the needs of 
different cultural backgrounds? I have no idea, 
I don’t think it’s ever been looked at. Maybe 
they look at it and that’s not at all what they 
need.” (P2) 

Interpreting goals of 
care into care plans 
for MV 

(F) Avoid yes/no questions 
 
(B) Difficult to pinpoint treatments 
 

 
 

“I had a call once of a woman who came in 
with an acute stroke and they wanted to put in 
a [nasogastric] tube in order to give her 
medication to reduce her pressure...but the 
daughter was frantic because her mother’s 
advance will had said ‘no NG tubes’. In that 
context, I think it could have been interpreted 
differently. We get involved in cases like that 
to help them interpret what the advance 
directives really mean and that is why we find 
it more useful when we do rely on values and 
meaning of life.” (N1) 
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Respecting Diverse Beliefs, Values, and Wishes for Care 

 A health care providers’ role in ACP is to provide patients and families with the 

information and skills to make informed decisions for care. Physicians have an obligation to 

uphold preferences for MV even if these wishes are inconsistent with what they believe to be 

appropriate care for the patient. Physicians and nurses use several methods to work with the 

patient/family to set care plans for MV in a culturally sensitive manner (see Table 3). 

Accepting ethnocultural beliefs/values. 

No objectives to convince care plans in ACP.   Two physicians and one nurse 

recognize from experience that ethnocultural beliefs/values never fade. Patients and families 

will prefer to die in different ways and there will always be demand for aggressive care. The 

most helpful approach for avoiding frustrations described by these three participants is to 

accept the existence of diverse beliefs/values for care, and to avoid going into ACP 

discussions with objectives to convince other care plans. Doing so will only cause 

roadblocks and feelings of failure when patients/families do not adopt different views for 

care. 

When the patient and family have a different opinion than the team, generally 
speaking, it’s rare that you’re going to change that opinion or change those goals. If 
you go in there with an agenda of convincing them that their way is wrong and your 
way is right, it’s not going to work. (P2)	  
	  
I think it’s important to be open-minded because sometimes you have your own 
values, your own culture, and sometimes it could hurt your own values. So you have 
to deal with this and accept the differences but still be a nurse. (N2)	  
	  
I’ve come to believe that we don’t approach [patients/families] with these objectives 
to get them somewhere they’re not ever going to get to. We all die very differently 
and there are some people who are going to die with aggressive interventions and 
resuscitation and they’re never going to be a DNR, but that’s not my job. (N1)	  
	  
Depending on how restrictive or aggressive they want to be, say if it’s the example of 
‘do everything no matter what’, I have learned over the years there’s not much 
purpose of fighting and bringing it up nine times. (P3)	  
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There’s still frustrations, there’s still a feeling that we failed to bring them to that spot 
where we want all the families to be at the end-of-life, which is accepting of comfort 
care. There’s still that feeling of not having been completely successful, but what I 
have always said is that it’s okay some people don’t want that. It’s about having 
made the effort and having had those discussions and if you’ve done your very best to 
explain your perspective and to inform them so they can make an informed decision, 
that’s all you can do really. (P2) 
 
Of all eight health care providers, two physicians and three nurses described having 

experienced ethical/moral distress in situations where cultural or religious beliefs/values 

were inconsistent with what they believed to be appropriate for care. One physician and two 

nurses describe this experience to be more emotionally difficult for nurses because of their 

intimate role in the daily care of patients. The two physicians who did not experience distress 

were both male and instead described feeling ‘uncomfortable’ and ‘physically and 

emotionally drained’ in these situations. Of all participants, only one nurse described having 

no negative feelings and does not experience ethical/moral distress in such situations.  

You just feel like ‘this is not who I am as a person, this is not who I feel as a nurse, 
and this situation is wrong’. I can emotionally tell you it’s wrong, I can cognitively 
tell you it’s wrong, I physically feel sick being in this room, like this is just not right. 
And so it’s very distressing, you don’t want to come into work, you don’t want to do 
that work. (N3)	  

	  
I think that as much as possible we want to honor peoples’ ethnic and cultural 
background and their beliefs. You want to respect people for their beliefs and 
sometimes they’re in conflict with our beliefs. And yeah it’s tough, that’s very, very 
tough. Or the whole quality of life decision, with some ethnic or cultural beliefs, any 
life is life, right? I could think of this one family member where he was explaining to 
me that it doesn’t matter that his mom can’t move or can’t communicate, the fact that 
she can just open her eye, that’s life. And all the resource stuff comes into it too, not 
that you want to think about resources in that context, but it’s really challenging. (P4)  
 
I used to think it was my job to make [patients and families] change their mind, like 
that’s the perception when you’re younger, especially when you’re the palliative care 
team. We actually have more success now that we don’t feel that pressure. (N1) 

	  
In this setting in the ICU, it’s harder on the nurses to take care of a patient that you 
feel you’re just prolonging their suffering. They’re with the patient for 12 hours a day, 
they know the patient intimately. I’m with the patient for 10 minutes. I think it 
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impacts them even more than it impacts [physicians], so that’s a pretty difficult 
challenge to manage at times. (P3) 
 
Support from interdisciplinary health care teams.  All participants describe informal 

support from interdisciplinary health care teams as a helpful method for dealing with 

ethical/moral distress or clashes in values for care. In addition to physician and nurse 

colleagues, social workers and spiritual care teams offer support and input based on past 

cross-cultural experiences, and validate that the situation is being perceived or managed 

accordingly. One nurse described involvement in ethics debrief meetings as a helpful method 

for relieving stress and frustration, and discussing new ways to manage similar situations. 

Involvement of the ethics team and ethics case conferences were said to be rarely used in 

clinical practice by one physician and one nurse both from ICU, with no mention of this 

service from the remaining five participants. Only one physician described using ethics case 

conferences to determine whether treatments like MV should be offered in medically futile 

cases. 

In my hospital, every first Tuesday of every month we have a staff meeting where we 
talk about all of the ethical situations we had during the month. We sometimes invite 
family representative members, the ethical nurse, ethical team, priests - it is a 
multidisciplinary meeting. And we talk about all the situations: ‘How do you we 
think we could manage this? Could we manage this in other ways?’ I think it helps us 
to deal with these kinds of situations and I try to attend every meeting because it 
helps me to listen to other experiences and how they deal with it. I think it is a kind of 
support for the team and for the nurses because you can talk about all of your 
frustrations. Sometimes you don’t have a lot of say, you just follow the [care plan] 
and that could be frustrating.” (N2) 
 
I lean on my colleagues that have more experience than me: ‘I’m at a loss here, help 
me out or help me understand this, or help me come to terms with what this is, am I 
seeing things properly or am I being biased’ or sort of double check yourself on stuff, 
because it’s tough…it’s tough stuff. (P4)	  
If the goals are the same like if everyone is on the same page, I feel like there’s lots 
of support. But when there isn’t, the support usually lies in each other within the 
group, so other [physicians], other nurses, allied health professionals within our 
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organization. I don’t know technically what’s out there but I feel supported within 
our own circle. (P3) 

 
Revisit the conversation. When inconsistent wishes for MV must be respected, all 

physicians and one nurse describe upholding wishes for care with the expectation to revisit 

the conversation with new information as the health status changes. One physician suggests 

setting a timeline in advance to proceed to next steps if health conditions deteriorate or do 

not improve. Allowing time for the medical situation to progress is said to instill trust with 

patients and families, and helps with grief when major steps like MV withdrawal must be 

made.  

What I tend to do is do everything with the expectation to reconvene and rediscuss 
goals when it’s clear things haven’t been working, or things are going in the wrong 
direction, or if they’re actively dying. I find that approach can be more useful because 
you’re still able to maintain trust because you’re doing everything. So when you 
eventually come and say ‘despite everything the patient is dying’, there tends to be 
less resistance and at the time the more appropriate treatment, so palliative care or 
comfort care, is provided. (P3)	  
	  
We will continue doing whatever we’re doing and then inevitably get them out of 
ICU or they will get worse and we can revisit the family with new information. But in 
the mean time we just wait, which is not a nice. The care plan for no patient should 
ever be wait. (N3) 

In situations where a patient experiences a sudden or acute deterioration in their 

illness, there is uncertainty in the health outcome or benefits of MV treatment. Three of the 

physicians express difficulty with initiating a hard-topic like end-of-life when there is a 

potential that the decline can be reversed or that MV can actually provide a health benefit. 

Three nurses and one physician describe difficulty with discussing goals for care with 

patients/families when there is pressure for timely action or they are in a state of shock at the 

sudden risk of mortality. In these circumstances, all physicians said they would initiate MV 

to allow time for the situation to progress, and for the family to be calm and ready to discuss 

next steps. 	  
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If [the patient] comes to us and they haven’t been intubated yet, how do I put it, it’s a 
touchy subject because usually the family is under such stress that you can tell them 
what it means, but they don’t necessarily understand because there’s too much 
information coming all at once and they’re really stressed out about what’s happening 
to their loved one. (N4) 
 
There’s uncertainty in an acute situation, is the person going to pull through? 
Whereas it’s more certain when you’re seeing a progressive decline. When there’s 
uncertainty with the outcome, you kind of tend to say ‘do I really need to discuss 
this?’ Because it’s obviously not a topic anybody wants to discuss, including myself, 
like it’s a hard topic. If you can avoid it, you will, right? (P2) 
 
The problem is usually by the time they come to the ICU they’re ventilated, or if 
they’re in the [emergency room] and they’re in extremis and a decision has to be 
made - that is the most non-optimal time to be having a discussion with the family 
about ventilating or not ventilating someone. So to be honest, I don’t have many of 
those discussions. The discussions we’ll have are ‘the patient is ready to have the 
tube out, we think we’ve got them as good as we can get them. If they’re not able to 
sustain themselves when having the tube, what’s the next process? (P4)	  
	  

 However, one nurse finds it more challenging to discuss MV withdrawal once 

treatment has already been initiated.  

Sometimes the patient is already on a ventilator because we have to treat in 
emergency situations so after that, we say ‘What were the patient’s wishes or what 
was the family’s wish?’ There are patients who come to emergency and they are 
DNR, no CPR, no ventilation, etc. but at the end they finish with ventilation, CPR, 
etc. because we don’t their wishes. For me it’s very important to have a discussion 
before the worst happens but sometimes it’s too late and it is harder to say ‘Okay, 
now he’s on ventilation - do we stop the ventilator or what? (N2) 



ADVANCE CARE PLANNING 

	  

44	  

Table 3 - Respecting Diverse Beliefs, Values and Wishes for Care 

Methods Facilitators (F) or Barriers (B) Illustrative Quotes 

Accepting beliefs and 
values 

(F) Ethics debrief meetings 

(F) Interdisciplinary support 
 
(B) Clash with training/experience  
(B) Ethical/moral distress 

(B) Caregiver attitudes 
 

“Sometimes you just accept that they’re 
going to die in the ICU with very aggressive 
management and that’s what their story was 
going to be. Try to not to let that get in the 
way of end-of-life care, although it’s very 
difficult.” (P2)	  

“Especially working with First Nations, I’ve 
seen some colleagues have some really 
negative attitudes for a variety of 
reasons…Especially if they sort of approach 
with a mindset of suspicion or distrust or a 
lack of respect. That sets a tone for the entire 
health care team and then for all the 
interactions with that family.” (N3) 

You want to try to prevent harm, suffering, 
and discomfort in your patients. If the patient 
or family themselves want it, [physicians] 
have very little weight in saying ‘no, we’re 
not doing it’. That’s really hard because you 
know more what the outcome is going to be 
and then it’s trying to communicate that. (P2) 

Revisiting ACP (F) Instills trust/rapport 

(F) Address family concerns 
 
(B) Costs of time 
(B) No previous ACP discussions 

(B) State of shock 
(B) Difficult to discuss MV 
withdrawal 
 

 

“In palliative care, our patients are kind of 
our easy part, we’re very comfortable with 
how to manage end-of-life and symptoms. 
We appreciate it could be much harder to be 
the person journeying and we’re very 
attentive to [the family’s] needs because we 
know it makes an impact on their future grief 
and future experience. So we’re sort of all 
over their perception and how we can help 
them.” (N1)	  
	  
Time has a very real cost in terms of cost to 
the team, cost to yourself, an actual financial 
cost to the system, there’s all of these things. 
(P1)	  

“In someone who was previously well and 
acutely unwell and may die, it is very likely, 
especially in our society, that they’ve never 
thought about end-of-life. So you’re bringing 
up a topic that is completely new to them and 
unlikely that they want to discuss.” (P2) 
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Cross-Cultural Support in ACP 

 Physicians and nurses use several methods to provide patients/families with the 

support and skills to be making meaningful decisions within ethnocultural contexts in ACP. 

Providing recommendations in the decision-making process and using the support of 

language translators can reduce burden associated with decisions for MV (see Table 4). 

Participation in the decision-making process.	  	  Three participants described using 

the approach of shared decision-making as a method to provide patients/families with 

varying degrees of input, options, and recommendations for care. Although decisions 

ultimately rest with the patient/family, this approach is seen to be helpful for reducing burden 

and providing patients/families with evidence and support to consider different options for 

care. One physician finds it helpful to offer an alternative plan or an action, as opposed to 

presenting a plan that simply refuses MV.	  

Usually you get a sense of their values, who they are as a person, learn more about 
their illness, why are they here, what have they gone through with their illness, what 
stage of their illness they’re at, what’s their goals for treatment, are they hoping to be 
cured or are they hoping to just live at any costs, or hoping to maintain function? 
When I get a sense of that, then I usually make a recommendation and get feedback 
from them and whether they feel like that’s an appropriate step or if they think I’m 
‘out to lunch’. (P3) 
 
I have seen a lot of discussions where they’re just asking a question, ‘Do you want 
everything done? Do you want to go on a ventilator?’ Well, what’s the alternative? 
So I’ll present the alternative, I’ll say ‘if things are going very badly, I don’t think we 
should go to ICU, I don’t think we should go on a breathing machine and it’s not 
going to help in the long-run. I think at that point we should focus on your comfort’. I 
don’t just say ‘we’re not doing this’ but I also say ‘this is what we’re going to do’, so 
there’s something tangible and an action being made. (P2) 

 
Share in the decision-making if you can … They want that information and what they 
want is to know that this is reasonable, this is normal, this is respectful, this is loving. 
You don’t want them to feel unsupported. There is a category of people that really 
just don’t know and they’re just not able to make decisions with the skills that they 
have, so you have to recognize that and support them. (N1)	  
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One nurse believes that because nurses experience suffering with the patient at the 

bedside, they are therefore quicker to push for comfort care because they see situations 

where patients suffer and do not do well.	  

It can be hard for ICU nurses. I would say for myself that we so often see so much 
suffering and case after case where people don’t do well. So if anything we’re quick 
to say ‘let’s have comfort measures or let’s move in a comfort direction’ rather than 
give this three weeks, flog this poor person along, cause them all kinds of suffering, 
and then if we’re going for comfort measures anyways, let’s just go for it now. (N3)	  

	  
In cultures with strong values for family decision-making, such as a 

patriarch/matriarch, one physician and one nurse find it challenging at times to participate in 

the decision-making process. Discord between decision-maker(s), other family members, and 

the health care team often defaults to aggressive life-sustaining care. To overcome this 

challenge, one physician describes using a ‘family insider’ to advance the physician’s 

position on withdrawing MV within a group that is pushing for aggressive care. 	  

I think one of our biggest challenges is when you look at old school patriarchal 
culture…if the patriarch or matriarch do not get it, it doesn’t matter if everybody 
under them does, you’re not making any headway. (P1) 
  
You’ll almost always find in a group somebody who will get it, if I can use that 
terminology, and then you tend to rely on them as an ‘insider’ in that group to 
advance your position within that group. (P1) 
 
The other thing that can be hard in terms of culture is depending on how decisions are 
made and who the decision-makers are, you can get some strong opinions. You can 
have three sons and they all want to be involved. I find they can, not wanting to, but 
they can be in your face a little bit. (N3) 
  
If you have discord within the family, I can’t think of hardly any time where there’s 
fighting among the family that we would quickly turn to palliate the patient or turn to 
comfort measures. If there’s on-going fighting within the family, we’re going to go 
full curative treatment for at least a period of time because they wont make any 
decisions about comfort vs. curative care if they’re not all on the same page. (N3) 
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Language translators.  Two physicians and three nurses identified language as a 

barrier for communicating with patients and families in ACP. Language translators were 

described as a great resource used to overcome language barriers and in some cases assist 

with understanding different ethnocultural worldviews. However, one nurse finds it difficult 

to provide emotional support through a translator. When translators were unavailable, two of 

the nurses mentioned the benefit of having a diverse, multidisciplinary team from which they 

are able to seek ethnocultural input. While family members can also serve as translators and 

trusted messengers for the patient, two physicians worry of the risk of having information 

filtered in a way that would impact patient understanding and decision-making.  

Sometimes I worry about language barriers and sometimes we use patient’s family to 
translate and so on. I’m not a big fan of that because you don’t know what’s being 
filtered and how it’s being interpreted. I always think that if you’re having these 
discussions and you’re not 100% comfortable with speaking the language, then 
having an outside interpreter might have some value. (P3)	  
	  
The thing that has been great is translating services or interpreter services. It’s a 
service that before I was using barely enough and now even if the family can translate, 
I don’t care I want an interpreter because I want the unbiased discussion with the 
patient without somebody filtering through. (P2)	  
 
There would be a comfort if there was someone I could reach out to. Sometimes we 
use translators for that but that’s not their role. They’re taught to translate words but 
they tend to come with more. I find that incredibly helpful because they can say ‘in 
our culture, this is what we hear when you say that’. (N1) 

 
What becomes difficult is when you’re doing the day-to-day things. So we’ve had 
that big meeting, big discussion, but now I want to explain that I’m going to brush 
[the patient’s] teeth. I want to tell the family that but I’m not necessarily going to get 
a translator for that, so I find what usually happens there is one family member, 
usually there’s one child that was born in Canada and they speak English, and they’ll 
act as the messenger and the translator for their family. That is good when they’re 
there, I find that the rest of the time it can be really hard because you can’t provide 
any emotional support and the language barrier can be really huge. (N3) 
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Table 4 - Cross-Cultural Support in ACP 

Methods Facilitators (F) or Barriers (B) Illustrative Quotes 
Participation in the 
decision-making 
process 

(F) Provide opinions for care 
 
(B) Nurses quick to push comfort 
care 
(B) Surrogate-centered decision-
making 

“[I] try and ask the questions to frame it in 
terms of goals of care, what they think the 
patient would want, not what they want, but 
what the patient would want…because the 
last thing we want is for our families to feel 
guilty, or to feel pressure, or to feel that 
they’re making the decision, because that’s 
an awful burden for family members.” (P4) 

The best approach is to find common ground 
and you work from there. We just need to 
figure out you think is best and is what we 
think is best, and what we can come to agree 
to is best. (P1) 
	  
When I feel that it is not a reasonable 
treatment plan because the outcome will be 
very poor, I say it like that, ‘you’re very sick, 
there are things that could be done but I do 
not recommend you go to ICU, I do not 
recommend we put you on a breathing 
machine’. So I’m not at all reluctant to give 
my opinion, in fact I like to take that burden 
off. (P2) 

Language translators (F) Diverse interdisciplinary team 
 
(B) Communicating daily activities 
(B) Non-verbal communication 
(B) Difficult to provide emotional 
support 
 

“Non-verbal communication can be a very 
big [barrier] too, a lot of people forget that 
but sometimes the way you interact with 
family members while you're providing care, 
you’re non-verbal communication can signal 
something that the family picks up on as not 
being congruent with care their loved one 
should be provided and that can cause 
issues.” (N4) 
 
“I had a translator once who made it very 
clear that all she would do was transfer 
words, and it was a very unpleasant 
experience. I have had other translators 
where they get tears in their eyes and they 
feel it and they help us with those things, 
‘well, when you say that word it doesn’t 
translate well and it can mean a different 
thing’. It’s incredibly helpful. But you know, 
I don’t know if it’s Ottawa but our medical 
team or multidisciplinary teams are very 
diverse so that’s wonderful.” (N1) 
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Clinical Vignettes 
	  
Box 1 – Death as a taboo topic 

In some cultures, discussing death and dying with a seriously ill patient is considered 
offensive, taboo and inappropriate. In an attempt to develop an ACP for MV, the family 
pushes for familial autonomy and prefers to take responsibility for decision-making, despite 
the patient’s capacity to make decisions. 

 
All participants except one physician and one nurse specifically described having 

experienced a similar cross-cultural challenge with patients/families who have strong values 

for familial autonomy. No new themes emerged in response to this simulated scenario and 

proposed behaviours were consistent with previous methods described. 

The principle of patient autonomy was regarded as the guiding principle in ACP with 

opportunities for the patient to defer decision-making. The main methods used to find a 

solution for care include (1) accepting beliefs/values, meaning patients who truly value 

familial autonomy can defer their role in the decision-making process, (2) adjusting to 

ethnocultural contexts that prefer a different approach to ACP, such as avoiding the use of 

negative terms like ‘cancer’, and (3) finding common ground and addressing family concerns, 

by having family members present during ACP discussions to ensure information is 

delivered in a sensible manner. 

We always ask the [patient], we give them the option to defer or not. If it’s truly 
cultural phenomenon, the [patient] will defer, they’ll say ‘nope, don’t talk to me, talk 
to my family’ and we respect that 100%. And when someone is competent and able 
to ask for their information, with principles of autonomy we can’t - physicians will 
not hide it from them. Now we do respond to their cues, like some people want to 
know incredible details, other people are looking for very general. So there’s no 
doubt there’s that sort of adjustment. We try to make sure the families are there when 
we’re having these discussions. (N1) 
 
If they don’t want you to say death and dying, work around it and say ‘your lungs 
aren’t able to breathe for you anymore, they have come to the end of what they can 
do’. Then it’s no body’s fault, no body has to make a hard decision. It is a statement 
of fact and then that provides a starting point. (N3) 
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The most important thing from a communication perspective is to say ‘your loved 
one who’s being ventilated and critically ill is able to have a conversation with us 
about this, so to be respectful of the human being, we need to communicate in a 
compassionate way what’s going on’ and have an open discussion about that. But I 
try to have the family there with me, I try not to have those discussions in isolation 
because that just sets up for mistrust. (P4) 
 
If he/she didn’t want to know their prognosis or didn’t want to talk about, that’s their 
prerogative. I would try and explain to them the value in it, having a sense of control, 
and just having people not have to make difficult decisions for you, and just abiding 
by your wishes, even if it’s to do everything. But if he/she didn’t want to hear it, then 
I’ll respect that. (P3) 
 
 If the patient is capable and says ‘I want to be fully informed and I want to fully 
participate in decision-making’, then sometimes I will say ‘Well you know you’re 
family is concerned that this will be distressing to you and that this is in fact 
something we should not be doing’. I’ll be very honest and see what kind of response 
we’ll get. (P2) 

 
Box 2 – Sanctity of Life 

In some cultures, there is a strong value for the sanctity of life or the idea that human life is 
sacred and should be preserved at all costs. During an ACP discussion, a patient/family 
under your care express strong preferences for MV intubation, despite futility or minimal 
benefits of this treatment. 

All participants described having experienced a similar scenario with patients and 

families who have strong values for the sanctity of life or preservation of life at all costs. One 

new method emerged in response to this simulated scenario; two physicians and one nurse 

made reference to a physician’s right to not offer futile treatments, like MV, in cases where it 

would not provide a health benefit. 

Other methods used to find a solution for care include (1) respecting wishes for 

aggressive care, (2) initiating MV and revisiting the ACP discussion with emerging 

information regarding the illness, (3) receiving input and support from interdisciplinary 

health care team members throughout the decision-making process, (4) exploring belief 

systems and feelings of guilt with decision-making, (5) educating or addressing 
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misconceptions regarding MV, palliative care, and euthanasia, and (6) involving religious 

persons to assist with interpretation of beliefs/values.  

Those are awful situations where you’re feeling that you must intubate somebody that 
you don’t want to intubate...To be honest, sometimes I will intubate them with the 
goal of continuing to have those discussions, and I’ll bring other colleagues in and get 
support from other ways to try and help people come to terms with what the issues 
are. (P4) 
 
If you’re seeing that this is futile or really of no benefit, a way to go around that is to 
possibly put like a timeline, ‘We will try it for 72 hours, if there is no improvement 
we are going to suggest an extubation and focusing on comfort’. So I think if that’s 
done ahead of time rather than three days later, I think that can be helpful. (P2) 
	  
If they insist on wanting everything despite futility, I’ll tell them that we could 
document this but reinforcing that no body is required to give you care that they deem 
futile. Futility is very difficult to determine, I find that in medicine there’s few 
situations where you could say something is absolutely futile. (P3) 
 
We have no ability without consent to remove therapy. We currently at this point 
today have the ability to not offer medically futile treatment. So in those cases where 
you can see that no body is going to listen because they have a preconceived position 
that they will not move off of, then we have to get the health care team involved, the 
hospital ethicist involved, and other people involved to make decisions as to what we 
feel is appropriate to offer and not offer. (P1) 
 
In this situation, sometimes it’s because [patients/families] don’t know about 
palliative care. I think we don’t talk a lot about palliative care, people sometimes 
think palliative care means we’re going to give them medication to die…It’s not like 
euthanasia. I think we have to introduce palliative care more than we do. (N2) 
 
These are the cases where I feel my role is to reassure people that it’s okay if they die 
having those advance care plans. I don’t judge those advance care plans and I don’t 
feel it’s my job to bring them somewhere they’re never going to get…We’re never 
going to achieve perfect ACP with all people. (N1) 
	  
One [method] would be to see if we could get a religious person from that 
background involved because sometimes people have ideas but then if they have the 
priest or rabbi or somebody come, there can be some interpretation of that. I found 
sometimes that can be really impactful. (N3) 
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Chapter 5 - Discussion 

 With growing attention to the value of patient-centered care in Canada, our findings 

suggest systemic, organizational and personnel barriers that impact the ACP process for 

ethnocultural populations. There is a need for cultural competency education and training for 

health care providers to enhance ethnocultural knowledge, attitudes, and behaviours of 

personnel in ACP. We further discuss the need for organizational support within hospitals for 

meeting cross-cultural needs of patients and families, as well as the implementation of 

policies that support the movement of ACP across the illness continuum within the health 

care system. We identify through our findings cross-cultural facilitators that could be helpful 

for developing evidence-based tools enhance quality care across the illness continuum in 

ACP. 

Respecting and Accepting Ethnocultural Beliefs and Values 

The ruling for the Hassan Rasouli case in October 2013 was a landmark decision in 

Canadian health care when the Supreme Court of Canada ruled that family/surrogate 

decision-makers ultimately have the upper hand in making decisions to withdraw life-

sustaining treatments (Barrett, 2013). With growing ethnocultural diversity, health care 

providers will increasingly face cross-cultural situations where patient/family wishes for care 

are inconsistent with what health care team members believe to be appropriate for the patient. 

Similar to the Rasouli case, religious values for the ‘sanctity of life’ and the push for 

aggressive treatments was the most frequent doctrine in our study that conflicted with 

physicians’ and nurses’ training, experience, and moral values for end-of-life care. 

Considering the bioethical principles of Beauchamp and Childress (2009), it is not 

surprising that physicians and nurses are at times conflicted in situations where there is 

demand for MV for a seriously ill patient. Physicians that uphold values of beneficence and 
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malficence often do not see a benefit in providing an invasive treatment that merely prolongs 

dying, and are likely to experience frustration when families/surrogates reject the idea of 

withholding or withdrawing treatment. Nevertheless, it is also wrongful to assume that all 

ethnocultural groups have or should have similar views as Western culture when it comes to 

quality of life and death. 

Ethnocultural groups that use the notion of ‘sanctity of life’ often make medical 

decisions that override aspects of ‘quality of life’. With sanctity of life, available medical 

care and treatment should always be sought to give the patient a chance at health recovery – 

while the relief of pain and symptoms are important, life itself is considered invaluable and it 

is a foreign idea to weigh it otherwise. Physicians who discuss withholding or withdrawing 

MV with family members who advocate for these beliefs may be met with resistance, 

mistrust, and emotional distress. There is a wide disparity of ethnocultural views on the use 

of futile treatments, yet expectations for care remain underexplored. Cross-cultural studies 

that further explore disparities between what is expected for care and what is realistic may 

lend insight into solutions that work to bridge this gap. 

Making medical decisions on behalf of a dying loved one is an important role with 

large responsibilities to guide care in the patient’s best interest. For some ethnocultural 

groups, this is a honourable duty for family members to collectively make decisions that 

fulfill perceived obligations for their loved one (Blackhall et al., 1995; Candib, 2002; Karim, 

2003; Searight & Gafford, 2005). The foundation of ACP is built on the principle of patient 

autonomy, yet empowering patients to direct their own medical care contradicts directly with 

values for familial autonomy. All physicians and nurses in our study said they would respect 

a patient’s decision to withdraw from the decision-making process and defer medical 

information to family members. With patient-centered care at the forefront in Canada, 
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adjusting to patient preferences to defer from the decision-making process can be seen as an 

autonomous decision. Patient autonomy must be clarified with emphasis on patient-centered 

care to define the true meaning of this guiding principle. 

Health care providers described their role in ACP as providing information and 

resources to empower patients and families to make informed decisions for care. While 

physicians emphasized on bringing the reality of mortality risk to patients/families through 

prognostic tools and data/evidence, nurses were more inclined to describe their role as 

educating and helping patients/families in interpreting different options for care. Although 

certainly ideal, physicians in our study describe time and resources as barriers for having 

conversations that relate to one’s ethnocultural needs when there is pressure to dictate and 

deliver medical care. Responsibility of discussing ethnocultural aspects in ACP is often 

shifted to nurses, however, it is still important for physicians to be equipped with the skills to 

deliver and be accepting of diverse preferences for care.  

Providing information on the risk of mortality and alternative options for care like 

palliative or hospice care is an important aspect of ACP, though the sole objective is not to 

succeed in convincing the patient and family to choose specific options for care. There seems 

to exist a wrongful perception among physicians and nurses who feel that ACP is a method 

used to move patients towards comfort care when outcomes look grave. Especially in cases 

concerning frail older adults, several nurse participants in our study discussed the urgency of 

having these conversations immediately upon ICU admission. Research shows that frail 

older adults are less likely to receive aggressive care with increasing age (Menec, Lix, 

Nowicki, & Ekuma, 2007). Ageism that exists among health care staff may be a factor for 

pushing ACP conversations to avoid MV withdrawal in seriously-ill older adults. There 

appears to be concern that frail patients experience more harm than good when MV is 
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initated, and ultimately treatment is invasively withdrawn in the end when patient health is 

not restored. 

This ageist approach, however, can have negative outcomes if older adult patients are 

pushed away from MV treatment that may actually have health benefits. As well, physicians 

and nurses who have objectives to change patient/family goals for care experience 

frustrations when they are unable to move frail older adults towards what is deemed 

appropriate care, most often comfort or palliative care. Feeling of ‘failure’ among health care 

providers in ACP appears to be linked to ethical/moral distress and negative caregiver 

attitudes, which research has shown can have adverse affects to job satisfaction, retention, 

and physical and psychological well-being (Dodek et al., 2013; Elpern et al., 2005). 

The approach of shared decision-making is gaining prominence in health care policy, 

where “clinicians share the best available evidence when faced with the task of making 

decisions, and where patients are supported to consider options, to achieve informed 

preferences” (Elwyn et al., 2010). However, based on some physicians’ responses to 

approaches in ACP, the concept of shared decision-making seems to extend beyond that of 

simply supporting deliberation. Physicians who described giving recommendations or 

opinions regarding MV to patients and families in our study may be acting in a paternalistic 

manner. Especially for some Asian cultures, physicians are viewed as authoritative figures 

and are obligated to comply with physician recommendations, pushing away from the true 

principles of patient-centered care (Kramer, Kwong, & Chung, 2002). 

There is a difference between respecting and accepting ethnocultural beliefs and 

values that seems to be dictating these experiences for physicians and nurses. Health care 

providers must be open to diverse beliefs/values and varying preferences at the end-of-life to 
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be culturally sensitive in ACP, and should have awareness of their own values to separate 

this from the provision of care (Biocchi & Radcliffe, 1983). Health care providers who have 

the mindset to be accepting of diverse beliefs/values may experience less frustrations and 

negative attitudes that impact quality care. 

Interestingly, ethical and moral distress with using MV was often linked to the notion 

of ‘suffering’ from a physical perspective for physicians and nurses. Though seldom 

discussed with regards to the patient, focus on psychological and existential components of 

suffering were often considered for family members who experience the griefing journey 

through the dying process and beyond death. One nurse provided a great example of an 

incident in which MV treatment was essential in avoiding psychological and existential 

suffering in the patient and family. Pushing for eternal life on earth was a strong belief for 

the patient’s wife, and the health care team was attentive to how this may impact her future 

grief. In working with community leaders, the decision to withdraw MV was eventually 

made when the time was appropriate. From an outsider’s perspective, this may seem like the 

wrongful approach was used with agressive care, though in reality, the wife was satisfied 

with care and this was an appropriate approach for their situation.  

As expressed by some participants and confirmed by research, these situations can be 

more difficult for bedside nurses who experience suffering with the patient and have little 

input for the direction of care (Dodek et al., 2013). Also interesting to note, the two 

physicians that experienced ethical/moral distress in such situations were both female, 

alluding to research findings that show female physicians display higher levels of empathic 

concern, values, and an array of negative feelings in clinical practice (Elpern et al. 2005). 

Physicians and nurses in our study describe seeking support from interdisciplinary health 

care team members in cross-cultural conflicts. While this is a great method for maintaining 
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continuity of care and a diffusion of knowledge between patients/families, colleagues, and 

other health professionals, this also highlights the need for cultural sensitivity training for 

end-of-life care. 

A Canadian study conducted by Majumdar, Browne, Roberts, and Carpio (2004) 

showed long-term benefits of a cultural sensitivity training program that increased health 

care providers’ open-mindedness, cultural awareness, improved understanding of 

multiculturalism, and ability to communicate with ethnocultural populations. Improving 

cross-cultural attitudes and awareness among health care providers through training and 

education can overcome personnel barriers in ACP and have positive outcomes for patients 

and families at the end-of-life.  

Education and Support for Ethnocultural Assessments in ACP  

Health care providers in this study recognize the strong influence of culture and 

religion on medical decisions and expectations for end-of-life care, and describe using a ‘one 

size fits all’ approach with patients and families to understand unique ethnocultural 

perceptions. There are many variations between and within ethnocultural groups and health 

care providers are aware that using this approach does not guarantee that all ethnocultural 

realms will be explored. Moreso, physicians and nurses in our study are aware that they may 

lack ethnocultural knowledge in aspects that should be further explored with 

patients/families which may act as a limitation in ACP. Yet a majority of physicians and 

nurses in the study feel confident with their skills in exploring and adjusting to diverse 

beliefs and values in ACP.  

While the number of years in medical or nursing practice does not guarantee 

complete knowledge of all ethnocultural realms, our findings suggest an increase in 

confidence with engaging in ACP over time and with experience. Two nurse participants 
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described feeling ‘uncomfortable’ and ‘intimidated’ with approaching patients/families in a 

culturally sensitive manner due to potential gaps in ethnocultural knowledge. Despite one of 

these nurses having attended a cross-cultural workshop, having less than 10 years experience 

in nursing practice seemed to impact feelings of cultural competency in both nurses.  

This is not to say, however, that having low confidence or less than 10 years 

experience translates into a lack of cultural competency; and vice versa, feeling confident or 

having more experience does not ensure that a health care provider is actually culturally 

competent. In a study by Watson & Day (2008), more than one-third of study respondents 

who identified themselves as being culturally competent were unable to correctly respond to 

a test of actual competency. There would be great value in providing health care providers 

with education and training on ethnocultural knowledge and effective cross-cultural 

communication skills in order to bridge potential gaps that may be unknown, harmful, or 

better improved. In fact, even respondents in our study that described feeling confident in 

ACP expressed desires for cross-cultural support and education pertaining to different 

methods for communicating across cultures. 

Current postgraduate studies and training in Canada use the newly developed Triple 

C Competency-based Curriculum, which emphasizes the importance of patient-centered care 

within ethnocultural contexts (Tannenbaum et al., 2011). While efforts to improve patient-

physician communication may have enhanced patient-centered care since the incorporation 

of this curriculum, a study by Johnson et al. (2004) found evidence that ethnic minorities are 

still more likely to perceive bias and a lack of cultural competency when seeking health care 

services in comparison to Caucasians. Targeting personnel barriers by enhancing culturally 

competent skills alone will not enhance patient-centered care; attention to systemic and 
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organizational barriers that facilitate the transferability of ACP can improve the provision of 

cross-cultural care. 

Barriers Across the illness Continuum in ACP  

Physician and nurse respondents describe ACP discussions as moving across the 

illness continuum from general beliefs, values, and goals for care towards the translation of 

those goals into treatment decisions when health outcomes look grave. As stated by 

physicians in our study as well as other research studies, this current approach to ACP works 

well with patients dealing with illnesses that experience a gradual and evident decline in 

health towards death, such as cancer (Fassbender et al., 2009). Unfortunately, physicians 

express difficultly with predicting timing of death in patients suffering from acute co-

morbidities and this is commonly associated with the initiation of MV during serious 

deteriorations. 

Patient preferences are often unknown in these situations when they are admitted to 

hospital and our respondents feel this is a non-optimal time to be exploring goals for care 

under timely pressure. Physicians in our study said they would initiate MV in these high-

pressure situations with the expectation for physicians to reconvene goals of care. Aside 

from the obvious issue of potentially providing unwanted life-sustaining treatment, the 

initiation of MV is often the site where cultural or religious clashes occur. As previously 

stated, Jewish, Muslim, and Catholic religions allow the refusal of MV but forbid the 

withdrawal of life-sustaining therapies once they have been initiated (Jericho, 2011).	  Suicide 

is condemned in these three monotheistic religions and the act of MV withdrawal can be 

interpreted as an action that hastens death (Jericho, 2011). 

A Canadian study by Marcoux et al. (2007) shows that people often confuse 

withholding or withdrawal of life-sustaining treatments as acts of euthanasia, and some 
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misinterpret this as an active step towards death or believe they do not have rights to express 

such preferences for care. This may be a cause from recurring debates on euthanasia and 

physician-assisted suicide which have been at the forefronts recently in Canada, particularly 

with the landmark passing in June 2014 of Bill 52 in Quebec that now allows terminally ill 

patients the right to choose to die (Hivon, 2013). Respondents in our study described the 

involvement of non-denominational chaplains or spiritual care workers as helpful for 

patients/families in interpreting their medical situation within ethnocultural contexts. 

However, a study by Abu Ras & Laird (2011) found that generic interfaith spiritual 

care workers find it challenging to address the needs of Muslim patients and non-

denominational services are often rejected and refused. It would be interesting to assess 

patient/family satisfaction and effectiveness with using non-denominational chaplains in 

place of religious persons or community leaders. Collecting feedback and information from 

key informants in Canada’s largest visible minority groups may help with tailoring support 

services to meet diverse cultural or spiritual needs. 

Patients and families who do not have the support or skills to interpret important 

beliefs/values into goals for care not only burden themselves, but also make it difficult for 

health care teams to act on decisions that are not well informed. In such scenarios, physicians 

described keeping a seriously ill patient on the ventilator while discussions to withdraw MV 

occur with the family over a period of time. While nurses in this study, as well as other 

studies, find it more difficult to discuss MV withdrawal once it has already been initiated 

(Rubenfeld, 2004), physicians use this approach to instill trust with families and it is said to 

help with coming to terms with the reality of mortality risk as emerging health information is 

brought to the family.  
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Physicians are not obligated to provide care or treatment that is deemed medically 

futile, though assessing futility in some cases was said to be very difficult. Particularly in 

patients who experience intermittent episodes of serious decline (e.g. heart failure, 

pulmonary disease), physicians have a difficult time in judging whether MV would provide a 

health benefit or if this is the hospital admission in which the patient does not recover from.  

Interestingly, physicians who fought to withdraw MV from Mr. Hassan Rasouli argued that 

treatment was futile and they did not in fact require consent from the family to withdraw 

treatment (Barrett, 2013). However, Ontario law interprets ‘treatment’ broadly as palliative, 

therapeutic, preventative, diagnostic, or cosmetic care for the patient under different 

circumstances. For Mr. Rasouli, forestalling death was considered to be ‘therapeutic’ and 

‘preventative’ purposes of treatment, therefore requiring consent under Ontario’s Health 

Care Consent Act (Barrett, 2013). 

By providing clarification of Canada’s driving bioethical principles can work to 

address organizational gaps that make it difficult for physicians and nurses to enhance 

patient-centered care. However, these efforts must also be supported by a systemic structure 

that allows ACP discussions to move across the illness continuum with the patient to 

different health care settings. The implementation of an effective ACP framework in health 

settings that support different illness trajectories may serve as a valuable tool for avoiding 

unnecessary or unwanted MV treatment. 

Implications of ACP in Long-Term Care 

End-of-life is a hard topic to discuss for not only patients and their families, but 

health care providers as well who were not always comfortable with initiating the 

conversation. Especially when it comes to patients dealing with acute co-morbidities, there is 

no urgency to plan for end-of-life care and if the conversation could be delayed, physicians 
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and nurses in our study said they would. Only about one-third of long-term care facilities 

currently have policies for ACP and these discussions are not in routine practice (CHPCA, 

2012). The implementation of routine ACP in organizational settings such as long-term care 

can be important for allowing patients in different stages of illness trajectories and their 

families to begin the consideration of important beliefs/values early in the disease course to 

guide how decisions should be made. 

An increasing number of older adult patients from a wide range of demographics 

receive specialized care in long-term care or nursing facilities and about 63% of these 

patients are hospitalized in the last six months of life (Jayaraman & Joseph, 2013; Menec et 

al., 2004). Researchers have supported the implementation of ACP policies in long-term care 

to help patients, families, and health care providers plan for care in an environment that 

supports decisions to evolve over time (Cantor & Pearlman, 2004). The availability of social 

workers, clinical managers and nurses in the daily care of patients helps in advocating and 

regulating the consideration of important beliefs/values that are interpreted into goals for 

care. 

As well, the advantage of having ACP discussions in long-term care settings is that 

most patients have the mental capacity to consider and express informed preferences for 

treatment and hospitalization. However, considering the number of patients affected by 

Alzheimer’s disease and dementia is expected to rise significantly in Canada (ASC, 2010), 

there is significant need for evidence-based methods for engaging in ACP with cognitively 

impaired patients. Goals for care must be revisited as a patient moves through stages in an 

illness trajectory, and it is crucial for health care providers to be equipped with the tools, 

skills, and framework to obtain this information from frail older adults in long-term care. 



ADVANCE CARE PLANNING 

	  

63	  

These organizational efforts should be met with public health efforts that empower patients 

and families, and even the general population, to have effective ACP discussions. 

Providing patients/families with informational resources early in the disease course 

that educate on euthanasia, palliative care, and end-of-life care treatment such as MV can 

work to avoid hospitalization and unwanted care (Cantor & Pearlman, 2004; Silveria, 

DiPiero, Gerrity, & Feudtner, 2000). However, generic materials and resources available in 

French and English only may not provide ethnocultural populations with the required support 

and skills for decision-making, and may be at a disadvantage in comparison to individuals 

who are able to take away valuable information. Researchers and stakeholders should 

explore whether current end-of-life resources meet the needs of diverse populations and 

identify ways to address any disparities. 

Due to the current reality of end-of-life care for frail older adults and patients with 

acute co-morbidities, the implementation of ACP policies in long-term care and nursing 

facilities works to provide continued care within the health care system. However, there is a 

crucial need for an integrated ACP framework that moves with patients and families across 

the illness continuum through the health care system. Health care preferences are not stable 

over time and health care providers across health settings should be equipped with the 

education and skills to communicate with ethnocultural populations to ensure wishes are up 

to date and regularly revisited.  

Recommendations 

In light of our study findings that highlight systemic, organizational, and personnel 

barriers, we propose the following recommendations. First and foremost, cross-cultural 

education and culturally competent training must be provided to health care providers across 

health settings. Many organizations, such as the Speak Up campaign, are working to bring 
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increased focus to values/beliefs and patient-centered care to facilitate the interpretation of 

treatment preferences that can be misguided with advance directives. Incorporating training 

and education on ethnocultural realms, ethnocultural assessments, and cultural sensitivity 

into curriculums is a great initiative, though continued learning is crucial for ensuring on-

going behaviours. In line with these efforts, how health care providers’ views on patient 

autonomy and concepts of suffering should also be addressed in training workshops to 

support a patient-centered approach. The development of evidence-based online learning 

modules that are easily accessible to health care staff is a cost-effective tool that can be 

easily implemented into health care organizations. 

In support of education initiatives, cross-cultural considerations should be 

incorporated into ACP frameworks. While findings from this study give insight into methods 

or guidelines used to find solutions for care, evidence-based research using various 

methodological approaches and from different stakeholder perspectives should be done on 

this topic. Future research studies should dive deeper into understanding patient/family 

expectations for cross-cultural care at the end-of-life and the reality of those expectations. 

Lastly, Canadians need an integrated health system that emphasizes continued care. 

The importance of ACP in health settings should not be downplayed in the wake of an 

upcoming crisis for sustainable care. Physicians’ expressed the great value that would come 

with having a central database or a unifying tool to facilitate the transferability of advance 

care plans or advance directives. Ontario’s Local Health Integration Networks (LHIN) was 

developed to improve patient experience and access to health care services within a specified 

region; to utilize a developed system to implement a unifying jurisdiction for ACP is a 

feasible method for facilitating the transferability of ACP documents as patients/families 

move across the illness continuum between health settings.  



ADVANCE CARE PLANNING 

	  

65	  

Box 3 – Recommendations for knowledge-translation in health care 

• Culturally competent education and training to enhance knowledge, attitudes, and behaviours 

of physicians and nurses 

• Inclusion of evidence-based cross-cultural considerations in ACP frameworks 

• Implementation of ACP policies in settings that support different illness trajectories 

 
Reflection of the Researcher 

 With media attention to the topic of end-of-life and particularly patient cases where 

ethnocultural influences were causing friction in health care, I was driven to this research 

topic when I found myself torn on what an ethical approach to care would look like. As a 

Palestinian-Canadian from a Muslim background who has completed Health Ethics and 

Health Policy courses in my undergraduate degree, I was perplexed by the decisions I believe 

I would make if I was to balance my own beliefs and values with this knowledge. Having 

this ‘patient’ perspective in mind, I was emotionally driven to immerse the ‘health sciences’ 

side of me in research that aims to mediate an ethical solution. 

 As part of my research fellowship with the Technology Evaluation in the Elderly 

Network, I was privileged to have a patient/family support system voice to ensure that major 

themes from the interview dataset could be discussed with patient/family perspectives in 

mind. In conclusion of my research, I stand stronger in saying that there is no guaranteed 

approach and policies dictating a one way road will only present conflicts. The solution 

comes from efforts on both sides; my belief is that the Canadian health system needs to 

mediate through education and training efforts on a widescale to ensure these conversations 

are effectively being had in advance.    
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Limitations 

There are a few limitations and methodological weaknesses in our study that should 

be acknowledged. While the use of a multi-institutional approach helps to establish validity 

with results, recruitment was limited to acute-care hospitals within the Ottawa region. 

Though the strength and consistency of major themes suggest they may be generalizable, our 

findings need to be confirmed with health care providers’ experiences with cross-cultural 

ACP in hospitals elsewhere in Ontario. Participants were only recruited from ICU and 

palliative care units with consults in other various acute-care settings. Advance care planning 

occurs across the illness continuum and responses may vary depending on the health care 

unit. As well, ethnocultural demographics of patients/families within the research sites were 

not obtained and it us unknown whether certain hospitals present more cross-cultural 

scenarios than others, influencing responses to culturally competent care. In cases where 

only one participant was recruited from a hospital setting, this limitation was strengthened by 

recruiting from hospitals with the same over-arching policies under the Ottawa Hospital 

Network. 

It is also possible that some participants had social desirability bias in their responses 

to sensitive questions regarding attitudes and behaviours towards cross-cultural care (Kirk & 

Miller, 1986). Descriptions of approaches to care may not be the same as the care that was 

actually delivered. To strengthen this limitation in accordance with our time and resources, 

the interview guide was designed in a manner that allows cross-validaton of knowledge, 

attitudes and proposed behaviours. There was no indication that participants were hesitant or 

reluctant with their answers, however, there could be more certainity by using a different 

methodological approach. Future research studies on this topic should cross-validate 
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information collected from health care providers with responses from patient and family 

members. Using a comparative approach that measures potential disparities in the way care 

is received would be a good way to assess culturally competent care. 

Conclusion 

In conclusion, methods for managing ethnocultural diversity in ACP are essential to 

the provision of patient-centered care. An ACP framework that integrates systemic, 

organizational, and personnel aspects as a working unit can have significant improvements 

on the success of advanced planning. Cross-cultural education and skills training for health 

care providers alone will not ensure a culturally-sensitive and dignified death for patients and 

families. Efforts to structure an ACP process that supports patients/families in different 

illness trajectories may be effective for ensuring advance consideration of goals of care, as 

well as the continued provision of culturally competent care across the illness continuum. 

Ultimately, strengthening the application of ACP in different tiers within the Canadian health 

system can prove to be a valuable tool for reducing economic, financial, and social burden at 

the end-of-life.
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Appendices 

Appendix A 

Figure 1. Public health care spending per person per age group (2008) 

 
	  
Note: Retrieved from “Canada’s Aging Population and Public Policy: 3. The Effects on 
Health Care” by R. Deraspe (2011) and “National Health Expenditure Trends, 1975 to 2010” 
by Canadian Institutes of Health Information (2010), Ottawa, Ontario. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



ADVANCE CARE PLANNING 

	  

89	  

	  
Appendix B 

Table 5. Overview of advance directive legislation in Canadian provinces and territories 

	  
	  
Note: Retrieved from “Advance care planning: the Glossary project- Final report” by J. 
Dunbrack (2006), Ottawa, Ontario: Health Canada. 
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Appendix C 

Interview Guide: 
 
Opening: Hello. Thank you again for taking the time to be a part of my research project.  I 
will start by giving you some information on the structure of this interview. 
 
I am interested in the topic of advance care planning (ACP): the process used for patients to 
describe their preferences, beliefs, and values for life-sustaining treatments in the event that 
he/she no longer has the ability to consent or refuse treatment. 
 
I will be asking you a few questions to get insight on your experience with advance care 
planning for mechanical ventilation (MV) from a cross-cultural perspective. Two of the 
questions will be simulated scenarios; I will ask you to describe for me the approach you 
would take in a given scenario. The interview should last no more than 30-40 minutes. 
 
Just a reminder that I will be audio-taping the interview and that information collected from 
you throughout the study will remain confidential. I will let you know when I begin audio-
recording. You can stop me at any time if you no longer wish to proceed with the interview.  
I will start with a few basic questions to get to know you better. 

Part I – Introduction 
 

1. Please tell me your job title and the medical units you normally work in? 
2. How long have you been practicing as a physician/nurse? 
3. In what country did you complete your medical/nursing training/residency? 

Part II –Advance Care Planning Across Cultures 
 
Advance Care Planning 

4. Are you normally involved in ACP discussions with patients/families? 
a. If so, are you familiar with any frameworks or policies (published or 

unpublished) that help guide you through the process?  
i. Based on your experience, what is your role in ACP? 

ii. Who is often involved in the ACP discussion?  
iii. At what point over the course of illness are you normally involved in 

the ACP conversation?  
b. If no, are you able to describe for me how ACP takes place in your practice? 

i. Is there anything specific that you do that supports or contributes to 
planning for end-of-life care? 

ii. SKIP TO #8 + SIMULATED SCENARIOS 
5. How comfortable are you discussing end-of-life care with patients and families? 
6. Generally, what approach  works best for you for planning end-of-life care with 

patients/families? 
7. Briefly, what are some of the main points that you want to get from patients/families 

in an ACP discussion? 
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8. In your opinion, how important is it to discuss plans for MV treatment (invasive/non-
invasive) in advance with patients/families? 

 
Cross-Cultural Care 

9. Do you feel that in your medical experience, you have managed care for patients 
from a variety of different ethnocultural backgrounds? 

a. If so, briefly what ethnocultural backgrounds have you cared for?  
i. Have you ever participated in any form of cultural competency 

training or workshops? 
ii. In your opinion, how important is the patient/family’s ethnocultural 

background when it comes to end-of-life care? 
iii. How confident do you feel providing care for a patient/family with an 

ethnocultural background that is different from your own?  
b. If no, have you ever participated or taken part in cultural competency training 

or workshops? 
i. In your opinion, how important is the patient/family’s ethnocultural 

background when it comes to end-of-life care? 
ii. How confident would you feel providing care for a patient/family with 

an ethnocultural background that is different from your own? 
iii. SKIP TO SIMULATED SCENARIOS 

10. Can you describe for me the general approach that works best for you for 
understanding different religious or cultural beliefs/values at the end-of-life? 

11. Does your approach to ACP change when you are dealing with a patient/family from 
a different ethnocultural background?  

a. If so, can you describe for me what you do differently? 
 
ACP for Mechanical Ventilation Cross-Culturally 

12. Do you find that, at times, ethnocultural beliefs/values for MV use at the end-of-life 
are inconsistent with what you thought was appropriate for the patient? 

a. Do you experience ethical or moral distress in these situations? 
b. What methods or skills do you find helpful for working with the 

patient/family to find a solution for care? 
c. How does this method or approach change with different illness trajectories 

(progressive vs. acute)? 
13. Are there any other sorts of challenges that you experience that hinder your ability to 

provide end-of-life care cross-culturally?  
a. If any, what methods do you use to overcome these challenges? 

14. OPTIONAL: Can you think of an example where there was a cultural 
misunderstanding or a disagreement with regards to MV treatment?  

a. How did you find a solution for care? 
15. Do you feel that you have the support (ex. organizational, systematic, material, etc.) 

to provide end-of-life care that matches ethnocultural needs of patients/families? 
16. Overall, do you feel that ACP is effective for avoiding cross-cultural issues that may 

arise at the end-of-life? 
a. If not, in your opinion, how can the provision of cross-cultural care be 

improved in ACP? 
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Simulated Scenarios 
 
For the last part of the interview, I am going to ask you to consider the following scenarios… 
 
Consider the following scenario: In some cultures, discussing death and dying with a 
seriously, ill patient is considered offensive, taboo and inappropriate. In an attempt to 
develop an ACP for MV, the family pushes for familial autonomy and prefers to take 
responsibility for decision-making, despite the patient’s capacity to make decisions:  

a. What are some important considerations that you would take into account? 
b. Can you describe for me how you would work with the patient/family to set a 

care plan in this situation? 
c. How would your approach change if the patient were dealing with a 

gradual/progressive illness (ex. cancer) vs. an acute deterioration (ex. organ 
failure)? 

   
Consider the following scenario: In some cultures, there is a strong value for the sanctity of 
life or the idea that human life is sacred and should be preserved at all costs. During an ACP 
discussion, a patient/family under your care express strong preferences for MV intubation, 
despite futility or minimal benefits of this treatment: 

a. What are some important considerations that you would take into account? 
b. Can you describe for me how you would work with the patient/family to set a 

care plan in this situation? 
c. How would your approach change if the patient were dealing with a 

gradual/progressive illness (ex. cancer) vs. an acute deterioration (ex. organ 
failure)? 

 
16. In your opinion, is there anything that should be changed or done that would improve 

your ability to provide end-of-life care cross-culturally? 
17. Knowing what you now know about this topic, what advice would you give to 

researchers or fellow health care providers about how they should talk or think about 
this issue?  

Part IV - Closing 
 

18. Is there anything else that you would like to say or add to this discussion that I did 
not bring up in the interview?  

19. Are there any reports or other literature that you would recommend that would be 
helpful to my research? 

20. Could you suggest anybody who would be helpful in providing me with more 
information on ethnocultural considerations in ACP or might be interested in doing 
this interview with me? 

 
Thank you, I will now turn off audio-recording. 
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Appendix D.1 

Figure 2. Ethics Approval from Bruyère Research Institute (May 2013) 
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Appendix D.2 

Figure 3. Ethics approval from University of Ottawa (May 2013) 
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Appendix D.3 

Figure 4. Ethics approval from l’Hôpital Montfort (February 2014) 
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Appendix D.4 
 
Figure 5. Ethics approval from Ottawa Hospital Research Institute (March 2014) 

 
 



ADVANCE CARE PLANNING 

	  

97	  

Appendix E.1 

Figure 6. Bruyère Research Institute Information Consent form  
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Appendix E.2 
	  
Figure 7. l’Hôpital Montfort Information Consent form	  
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Appendix E.3 
 
Figure 8. Ottawa Hospital Research Institute Information Consent form 
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