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Abstract 

Advance care planning is the process of reflection and communication of one's 

preferences for future care.  Technological and medical advances have made it possible for 

people to live longer.  It is likely that many people will live with a disability.  This study aimed 

to understand how people with physical and/or sensory disabilities perceive advance care 

planning.  One-to-one interviews were conducted with eleven adults aged 40 - 74 years, who 

self-identified as having a physical and/or sensory disability.  The study was designed, 

interviews were conducted, and data were analyzed using Charmaz’ grounded theory.  

Participants' two main concerns emerged: health care provider lack of awareness of disability 

and aging with disability.  Participants adopted planning for present and future health or illness 

as the means to address barriers in health encounters.  A theoretical approach grounded in Self-

Determination Theory, Self-management, and the Collaborative Care in Chronic Illness Model 

was derived.   
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Chapter One 

Death and dying are seldom discussed in the everyday realm (Scott, Mitchell, Reymond 

& Daly, 2013).  The fear and uncertainty that surrounds the topic of dying leaves few willing to 

make decisions concerning their end of life care (Black, 2007; Scott et al., 2013).  Advance care 

planning is “a way to help you think about, talk about, and document wishes for health care in 

the event that you become incapable of consenting to or refusing treatment or other care” (AHS, 

2015b, para. 1).  Advance care planning becomes particularly important for people nearing the 

end of life who have yet to make decisions concerning their end of life care.  Silveira, Kim and 

Langa (2010) found that 70 % of people requiring some form of decision making concerning 

their end of life care lacked the capacity to make medical decisions.   

Making end of life decisions in the absence of an advance care plan has the potential to 

lead to disputes among patients, families and health care providers.  Bioethicists who are often 

tasked with guiding decision-making to resolve such disputes, recognize that knowledge of one’s 

preferences is needed to direct end of life care (Breslin, MacRae, Bell & Singer, 2005).  

Disagreements among health care providers, patients, and families regarding end of life 

treatment decisions has been identified by bioethicists in Canada as the number one “ethical 

challenge” facing the Canadian public in health care (Breslin et al., 2005, p. 1).  Family members 

and medical professionals have sometimes sought to resolve complex end of life cases through 

Canadian courts.  The recent case of Golubchuk v. Salvation Army Grace General Hospital et al. 

(2008) highlighted the need for Canadians to direct their end of life care by discussing their 

preferences for care with significant others and health professionals, and documenting their 

decisions in advance care plans.  Sabatino (2013) argued that one reason that participation in 

advance care planning is low is because recognition that change is needed remains relegated to 
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the medical, ethical and legal realms.  Breslin et al. (2005) called for people in the medical, 

legal and ethical realms to inform and to engage the public in efforts to address this issue.  

Findings from a recent multicenter Canadian study of patients and their families 

identified advance care planning as a high priority “quality improvement target” to improve end 

of life care (Heyland et al., 2010, p. E752).  Advance care planning may have been identified by 

patients and their families as important; however, the extent to which the general Canadian 

population identifies advance care planning as equally important is less certain.  Public 

awareness efforts such as the “Speak Up” campaign, which was implemented across Canada to 

encourage participation by the general public in advance care planning, have been underway 

since 2010 (CHPCA, 2012a).  Public engagement in the advance care planning process by 

Canadians remains low (CHPCA, 2012b).  Results of a recent Canadian poll indicate that “86% 

of Canadians have not heard of advance care planning …and over 80% of Canadians do not have 

a written plan” (CHPCA, 2012b, para. 3).  

The Problem 

While advance care planning is important to all Canadians, it is particularly important to 

people living with disabilities.  Although people with disabilities represent a heterogeneous 

population, in many cases these people are united in having complex and varied health needs 

necessitating sensitivity in the advance care planning process to ensure that the health care 

provided is consistent with their wishes (Coleman, 2012).  Furthermore, technological and 

medical advances have made it possible for people to live longer; it is likely that many people 

will live for a period of time with a disability (CHPCA, 2012a; Volker, Zolnierek, Harrison & 

Walker, 2012).  In 2012, 13.7% of Canadians, and 42.5% of people age 75 years and older, self-

identified as having a disability (Statistics Canada, 2013a).  Longmore (1995) called for people 
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with disabilities to be included in health policy decisions, and until very recently, the views of 

people with disabilities towards advance care planning have been under explored (Stein & 

Kerwin, 2010; Mitchell, Weigel, Stewart, Mako & Loughnane, 2016). 

Research Questions 

This research examined questions related to advance care planning for people with 

disabilities.  Specifically: 

 What prompts people with disabilities to participate in advance care planning? 

 What are the barriers that people with physical and sensory disabilities face in                      

completing the process of advance care planning? 

 How is readiness to participate in advance care planning identified in people with 

disabilities? 

Research Objective 

The main objective was to identify the facilitators, barriers and indicators of readiness to 

engage in advance care planning as perceived by people with disabilities.  It is hoped that in the 

long term this research will ensure that people with disabilities have access and opportunity to 

engage in advance care planning. 

Background 

Health Care Context 

There is no one consensus definition of advance care planning (CHPCA, 2012a).  Within 

Canada however, it is accepted that advance care planning is comprised of the following five 

components: think about, learn about, choose, communicate, and document one’s preferences for 

care (AHS, 2015a; AHS ACPG, 2014; CHPCA, 2012a).  Advance care planning is the process of 

thinking about one’s preferences for care, learning about one’s medical condition including the 
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prognosis and expected outcomes of proposed treatment, choosing an agent to make decisions, 

communicating one’s preferences for care with family/friends and health care providers, and 

documenting these decisions in a personal directive (AHS, 2015a; AHS ACPG, 2014; CHPCA, 

2012a).         

According to Alberta Health Services, advance care planning is an important activity for 

all adults (AHS ACPG, 2014).  Developed within the Calgary Zone of Alberta Health Services in 

2008, Goals of Care Designation (GCD) is a medical order framework designed to communicate 

the general intent or goals of a person’s medical care, including interventions that might be used, 

transfers between and locations where care may be provided.  The combined advance care 

planning Goals of Care Designation policy and procedures seek to facilitate advance care 

planning conversations and medical decision-making amongst health care providers and patients 

and provide the mechanism to communicate these conversations and medical orders across time 

and health care sectors (AHS, 2016a; AHS 2016b; Wityk Martin, 2011).  Findings from an 

eighteen-month post-implementation evaluation were consistent with findings from other studies 

revealing that patients are more likely to receive care consistent with their preferences when 

outlined in either a Goals of Care Designation order and/or an advance care plan (Mack, Weeks, 

Wright, Block & Prigerson, 2010; Silveira, Kim & Langa, 2010; Wityk Martin, 2011).  The 

evaluation identified that widespread policy implementation is feasible across multiple health 

sectors including acute care, long term care, hospice, and home care (Wityk Martin, 2011).  The 

success of the advance care planning Goals of Care Designation policy within the Calgary region 

spurred a province-wide roll out of the policy in 2014 (AHS, 2016a; AHS, 2016b).  Alberta is the 

first province to successfully initiate province-wide implementation of an advance care planning 

Goals of Care Designation policy within Canada.  Alberta Health Services’ provincial advance 
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care planning policy states that all patients and families should have access to information 

regarding advance care planning and goals of care (AHS, 2016a).  Alberta Health Services has 

created online tools, and has provided access to resources to aid Albertans to engage in advance 

care planning (AHS ACPG, 2014).   

Alberta Health Services has recently updated the online resources and tools on its website 

which are now available in several languages, thus making the process of advance care planning 

accessible to more Albertans (Health Link, 2014).  However, accessibility encompasses 

additional considerations beyond adaption or enhancement to online tools and resources.  

Increasing accessibility involves addressing barriers that preclude people from participating in 

advance care planning (J. Simon, personal communication, June 23, 2015).  

Legal Context 

Albertans completing advance care plans in 2013 are older, educated, and relatively 

healthy compared to Albertans completing advance care plans in 2007 (Simon et al., 2015a).  

Simon et al. (2015a) hypothesized that the increase in completion of advance care plans by 

Albertans may be due in part to an aging population, increased media attention surrounding 

contentious end of life legal cases, and public awareness campaigns designed to educate the 

general population through provision of online tools and resources to facilitate the advance care 

planning process.        

Variability in how advance care planning is understood has led people to seek 

information regarding advance care planning from various sources.  Sabatino (2013) reported 

that people continue to seek legal counsel for end of life planning.  Confusion exists about the 

types of documents available, the information required, and the terminology used within various 

advance care planning documents.  Information provided within such documents can be too 
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broad – where the focus is on one’s wishes for treatment or care.  The information provided 

may be too narrow, where only an agent is named, and there is no identification of preferences 

for treatment or care.   

Variability in sources for information regarding end of life planning along with the fact 

that there is no single consensus definition of advance care planning, creates some confusion 

which may leave some people unaccounted for in the collected statistical information.  Recent 

Alberta statistics indicate that though 57% of Albertans had advance care planning conversations 

in 2013, only 32% of Albertans have committed their advance care plans to writing (Simon et al., 

2015a).  These findings indicate that more Albertans are participating in the advance care 

planning process than the national average.  However, 12.5% of Alberta’s population are people 

who self-identify as having a physical and/or sensory disability, and it is not known specifically 

what resources are accessed by this population in order to engage in the advance care planning 

process and to complete advance care plans (Statistics Canada, 2013b).   

Research Context 

Alberta Health Services has partnered with the Advance Care Planning Collaborative 

Research and Innovation Opportunities (ACP CRIO) research group to evaluate the effectiveness 

and to enhance the implementation of Alberta Health Services’ Advance Care Planning Goals of 

Care Designation policy (Hagen, Simon & Fassbender, 2013).  The Advance Care Planning 

Collaborative Research and Innovation Opportunities group is conducting various studies 

involving patients, families and health care providers within the clinical contexts of cancer, 

chronic disease, and seniors care (Hagen et al., 2013).  Moreover, qualitative studies to examine 

the sociocultural barriers, facilitators, and states of readiness to participate in advance care 

planning involved members of the South Asian community, Catholic women, and people with 
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disabilities (Hagen et al., 2013).  The Advance Care Planning Collaborative Research and 

Innovation Opportunities study is based on the Knowledge-to-Action cycle (see Figure 1).  

Results from my study will be used to “select, tailor and implement knowledge” gained from 

these studies to inform Alberta Health Services’ policy in order to enhance participation in 

advance care planning in general, and by people with disabilities, in particular (Graham et al., 

2006; Hagen et al., 2013 p. 6.4; KT Clearinghouse, 2015).  Hagen et al. (2013) summarized the 

Knowledge-to-Action cycle: 

Figure 1 

 

 

 

 

 

 

 

 

 

(Graham et al., 2006; Hagen et al., 2013; KT Clearinghouse, 2015) 

Figure 1. Knowledge-to-Action Cycle 

It is in the context of sociocultural exploration within Activity 1* on the Knowledge-to-

Action cycle that this study was conducted.  Clearly there are several elements early in the 

Knowledge-to-Action cycle that can influence the quality and outcomes of advance care 

planning for people with disabilities.  Four such elements are: (1) to examine how people with 

physical and sensory disabilities perceive advance care planning; (2) to identify the facilitators 

and barriers to advance care planning for people with disabilities and to use this information to 

* 

* 
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guide Alberta Health Services’ policies on advance care planning; (3) to tailor interventions to 

address the individual and system barriers encountered by people with disabilities in the advance 

care planning process in Alberta Health Services; and (4) to develop policy to educate health 

care providers further to recognize when people with disabilities are in stages of readiness to 

engage in the advance care planning process.  This study will focus on the first of these four 

elements: to understand how people with disabilities perceive advance care planning.   

Significance of Study 

Few studies have investigated advance care planning from the perspectives of people 

with disabilities themselves (Mitchell et al., 2016).  This study provided a means for people with 

disabilities to express their perceptions of the barriers and facilitators they have encountered in 

the advance care planning process.  Addressing the individual and system barriers that people 

with physical and/or sensory disabilities encounter in Alberta Health Services could improve the 

advance care planning process and the health care experience for everyone.  

Assumptions 

The following assumptions are those identified in the research proposal approved for this 

study. The assumptions for this study are: 

 Although there are common components, there is variability in the way people 

understand advance care planning.  A consensus definition of advance care planning 

has not yet been derived however, advance care planning is not widely known beyond the 

ethical, legal and medical realms.  Some people may understand advance care planning to 

mean a personal directive under the (Personal Directives Regulation, AR 224/2009, c.A-

4.2).  For others, advance care planning is a conversation, and for still others, advance 
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care planning may mean devising a will.  Some people will seek advance care planning 

information from Alberta Health Services and others from lawyers.   

 People with disabilities will access Alberta Health Services for information 

concerning advance care planning.  As part of personal planning, many people do seek 

legal counsel to plan for the future (Sabatino, 2013).  In this process, people devise a 

personal directive and name an agent for health care decision-making, and therefore may 

consider the personal directive to be an advance care plan.  People who have completed a 

personal directive may choose not to seek other sources for information pertaining to 

advance care planning. 

 For purposes of identifying inclusion criteria for this study, physical and/or sensory 

disability is framed within the medical model of disability.  Participants who agreed to 

participate in this study self-identified as having a physical and/or sensory impairment 

that imposed limitation which required accommodation in order for each participant to 

fully participate.  Acknowledgement of the limitation aligns with the medical model of 

disability which is the most common perspective of disability used by health care 

providers (Crossley, 2015; Frazee, Gilmour & Mykitiuk, 2006; Smeltzer, Blunt, 

Marozsan & Wetzel-Effinger, 2015). 

Researcher's Background 

My position as researcher in this study has been shaped by the various roles I currently 

occupy.  I am a person with a disability, a student researcher, a graduate student, a parent, a 

PSICORP Group
1
 client, and a patient using Alberta Health Services.        

                                                 

1
 PSICORP Group is the name of the IT company used to recruit participants for this study. 
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Person with a disability.  I am a person with vision loss.  Throughout the study, I 

remained cognizant that there is diversity in abilities and limitations within impairments and 

across disabilities.  Therefore, I made no assumptions about participants’ abilities and 

limitations, and offered accommodation to maximize participation for all participants in the 

study. 

Student researcher.  Being a researcher with a disability provided some initial common 

ground upon introduction to participants, which I believe contributed to participants feeling at 

ease in my presence and comfortable to proceed with the interview.  Throughout the interview, I 

attempted not to assume understanding, and so I asked probing questions to elucidate further 

explanation from participants when the assumption of shared experience or tacit knowledge by 

participants had been made.   

Graduate student.  My graduate school education has broadened my understanding of 

disability.  I have come to understand that disability is both a medical and a social issue.  

Graduate education has heightened my awareness about barriers faced by people with physical 

and/or sensory disabilities in society at large.   

Parent.  I am the parent of two daughters.  I have had to advocate for my daughters when 

they have been patients receiving medical care from Alberta Health Services.        

PSICORP Group client.  I have received excellent customized IT service from 

PSICORP Group and I knew that the owner of PSICORP Group provided IT services to other 

people with physical and/or sensory disabilities.  I did not know many other people with 

disabilities and so I approached the owner of PSICORP Group with a request for referral of 

PSICORP Group clients whom he thought might be interested in participating in the study.   
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Patient using Alberta Health Services.  I became a patient within Alberta Health 

Services during the course of this study.  This study has increased my awareness of the barriers 

encountered by people with physical and/or sensory disabilities when accessing care within 

Alberta Health Services.  Reflections on how the role of patient affected my role as researcher 

are detailed in the Reflexivity and Bracketing section in Chapter Three.   

Operational Definitions 

PSICORP Group.  PSICORP Group is the name of the IT company used to recruit 

participants for the study.  PSICORP Group is the name of the company and not an acronym. 

Self-Managed Care program.  The Self-Managed Care program is administered 

through Alberta Health Services to clients who have medical and care needs which qualify them 

to receive home care.  People hire and train their own care attendants.  The amount of monthly 

support hours people are eligible to receive is based on the individual care needs of each person; 

such needs are assessed and determined by Alberta Health Services (AHS, n.d.).        

Medical model of disability.  According to the World Health Organization (2015):  

The medical model views disability as a problem of the person, directly caused by 

disease, trauma or other health condition which requires medical care provided in the 

form of individual treatment by professionals.  Disability, on this model, calls for medical 

or other treatment or intervention, to ‘correct’ the problem with the individual. (p. 8) 

Social model of disability.  According to the World Health Organization (2015): 

The social model of disability is a socially created problem and not at all an attribute of 

an individual.  On the social model, disability demands a political response, since the 

problem is created by an unaccommodating physical environment brought about by 

attitudes and other features of the social environment. (p. 9) 
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Notes 

 This thesis has been written primarily in the past tense. 

 The introduction, literature review, method, results, and discussion have primarily been 

written using third person where I (as the researcher) am referred to as ‘the researcher’.  

There are some sections throughout Chapters One and Three where ‘I’ or ‘me’ is 

appropriate and is therefore used.   

Organization of Thesis 

Chapter Two provides a brief review of the literature revealing a gap in the advance care 

planning literature to understand how people with disabilities perceive advance care planning.  

Chapter Three details the methods used to conduct the study and outlines how the data were 

analyzed.  Chapter Four reports the study’s findings and describes the theoretical approach 

explaining how people with disabilities perceive advance care planning.  Chapter Five provides a 

discussion of the study’s findings incorporating literature from aging, chronic illness 

management, disability and health domains.  Recommendations for practice, and for future 

research, and the conclusion from the study, are presented.   
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Chapter Two: Literature Review 

This chapter provides a brief review of the literature specific to advance care planning 

explored prior to data collection.  Barriers and facilitators to advance care planning known 

throughout the literature in the palliative care domain are highlighted.  The degree to which 

previous experience of illness or functional impairment either prompts or precludes one from 

participating in the advance care planning process reveals a gap in the literature where barriers 

and facilitators specific to people with physical and/or sensory disabilities have until recently, 

been under explored.  Consistent with grounded theory methodology, the initial literature search 

and subsequent initial literature review for this study is brief so that the researcher had an 

awareness but did not know in any great detail the salient barriers and facilitators faced by 

people in the advance care planning process.  The researcher was therefore not expecting the 

existing literature to provide a framework for the collection of data.  The extensive literature 

review related to the study findings is incorporated into the discussion in Chapter Five following 

an analysis of the study’s findings. 

According to patients and their families, advance care planning has resulted in provision 

of quality end of life care or patient-centered care (Carr, 2012; Cook, Rocker & Heyland, 2013).       

In addition, advance care planning has contributed to improved quality of life at the end of life 

(Lovell & Yates, 2014).  Findings from recent studies have linked advance care planning to 

relieving family from the burden of surrogate decision-making (Amjad, Towle & Fried, 2014; 

Detering, Hancock, Reade & Silvester, 2010).  Despite these significant benefits to advance care 

planning, few people engage in the process.  Similar to the Alberta data discussed in Chapter 

One, fewer than half of Canadians have had discussions with loved ones regarding end of life 
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care, or identified an agent to make decisions on their behalf in the event of decisional 

incapacity (CHPCA, 2012b).   

Studies have identified several factors that either prompt people to engage in the process 

of advance care planning (facilitators), as well as factors that preclude people from participating 

in advance care planning (barriers) (Amjad et al., 2014; Carr, 2012; Fried, Bullock, Iannone & 

O’Leary, 2009; Schickedanz et al., 2009).  Prior experience with the death of a loved one is 

widely recognized as a facilitator to advance care planning (Amjad et al., 2014; Carr, 2012; Fried 

et al., 2009; Volker et al., 2012).  Amjad et al. (2014) found that people who have had previous 

experience with the death of a loved one were more likely to engage in all five steps of the 

advance care planning process.  Positive and negative experiences of death of a loved one are 

perceived as both facilitators and barriers to advance care planning (Carr, 2012).  People whose 

loved one had a positive end of life experience attributable to receiving care consistent with 

instruction in an advance care plan, were more likely to engage in advance care planning as a 

means to mirror the positive experience for themselves (Carr, 2012).  When there was no 

instruction in an advance directive to guide the end of life care, and the death experience of the 

loved one was perceived as negative, the negative experience prompted people to construct an 

advance care plan as a means to avoid perceived overtreatment (Carr, 2012).  There is 

disagreement, however, regarding the extent to which one’s own experience of illness or 

disability acts as a barrier or facilitator to advance care planning.  Amjad et al. (2014) stated that 

personal experiences of illness are not associated with increased readiness to participate in 

advance care planning.  Lovell and Yates (2014) highlighted that personal illness and greater 

levels of functional impairment are facilitators that prompt many to complete advance care plans.          
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Readiness is an emerging concept in advance care planning (Fried et al., 2009).  

Irrelevance-to-self has been consistently cited as one of the most salient barriers to advance care 

planning for people, including those who are seriously ill (Amjad et al., 2014; Schickedanz et al., 

2009; Simon, Porterfield, Raffin-Bouchal & Heyland, 2015b).  Another factor contributing to 

this not-ready-yet belief held by many is that people feel they might change their minds about 

their preferences for care as their circumstances change (Allison & Sudore, 2013; Coleman, 

2012; Sabatino, 2013).  The concern amongst people involved in the advance care planning 

process is that completion of an advance directive will outline preferences for care that are not 

grounded in the current medical context, potentially resulting in over or under-treatment.  

Additionally, people are not generally able to predict how future disabilities might impact their 

life (Levi & Green, 2010).  People often either overestimate how disability will affect their lives 

or underestimate their ability to adapt to life having a disability (Levi & Green, 2010).  People 

who encountered a decline in health and increased disability have nevertheless adjusted to their 

new health status, further evidencing how difficult it is to state preferences for treatment in 

advance (Coleman, 2012).  Questions concerning quality of life of people with disabilities by 

non-disabled people has coloured the health care experience for people with disabilities, and has 

complicated the decision making process in advance care planning for all (Fried et al., 2009; 

Ouellette, 2014).  Because of these factors, it is especially important to understand how readiness 

to participate in the advance care planning process is characterized by people with disabilities.   

Chapter Summary 

Review of the advance care planning literature reveals a gap in understanding what 

prompts or precludes people with physical and/or sensory disabilities to engage in the advance 
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care planning process.  Chapter Three will describe the research approach and the methods 

used to ensure a sound research process.   
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Chapter Three: Method 

Chapter Three outlines the methods used to understand how people with physical and/or 

sensory disabilities perceive advance care planning.  The rationale for using grounded theory as 

the research approach is presented.  Participant recruitment methods, participants, and the setting 

are described.  Data collection procedures and materials used in the study are identified.  The 

process of data analysis is outlined.  Steps taken to ensure trustworthiness of the data are 

discussed.  Realizations generated from the researcher’s reflective journaling are presented.  

Steps taken to ensure participant confidentiality are detailed.  Data storage and retention 

procedures are outlined.  This chapter concludes with a discussion of ethical considerations. 

Qualitative Approach 

Grounded theory.  Currently, there is no theory available to explain how people with 

disabilities perceive advance care planning.  Grounded theory methodology was chosen over the 

qualitative approaches of ethnography and phenomenology to understand how people with 

disabilities perceive advance care planning.  Ethnography involves the researcher’s observation 

of, or immersion in, a group of people or culture over an extended period of time (Creswell, 

2013; 2014).  The researcher sought to gain a wide range of perspectives from people with 

physical and/or sensory disabilities and therefore, made no assumption that people who self-

identified as having a physical and/or sensory disability shared a common culture with others 

with a physical and/or sensory disability.  Additionally, ethnography requires the researcher to 

observe a group or community of people over a long period of time and this was not feasible for 

this study (Creswell, 2013; 2014).  A phenomenological approach to qualitative inquiry involves 

description of the meaning of a shared experience (Creswell, 2013; 2014).  Phenomenological 

inquiry does not involve interpretation or analysis of the common experience (Creswell, 2013; 
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2014).  Grounded theory moves beyond description to interpretation with the intent to generate 

a fulsome understanding of an action or process through a theoretical approach explaining the 

social process.   

Glaser and Strauss (1966) developed grounded theory methodology as a means to  

discover how people understand their world.  Glaser and Strauss (1966) believed that other 

qualitative approaches used during the 1960s constrained the way people’s everyday realities 

could be understood because other qualitative research approaches necessitated that a theory be 

used to guide interpretation of study findings.  Grounded theory is different from other 

approaches to qualitative inquiry because it requires that a theory is derived inductively from the 

data (Glaser & Strauss, 1966).  Thus, grounded theory was developed to provide an alternative 

approach in qualitative inquiry.  Grounded theory is increasingly being used in qualitative health 

research in part because it helps the patient perspective to become known (Morse, 2011). 

Reasons to use grounded theory.  Grounded theory was chosen as the methodology for 

this study for several reasons.  One reason is that grounded theory allowed for participant 

perspectives to be known from the participants themselves.  People with disabilities have 

historically been excluded from participation in research (Kroll, 2011; McDonald, Kidney & 

Patka, 2013).  When people with disabilities have been involved in research, their voices are 

often filtered through that of an advocate (Iacono, 2006).  Because the goal of this study was to 

understand how people with disabilities perceive advance care planning, the researcher needed to 

gain an inside perspective and to hear from people with expertise regarding disability which 

required that the researcher hear directly from people with disabilities themselves, not someone 

else’s interpretation of what they think the perspectives of people with disabilities might be 

(Mertens, Sullivan & Stace, 2011).        
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Another reason grounded theory was chosen as an appropriate methodology for this 

study is that a theory is generated from the analysis of different perspectives rather than a theory 

providing a way to view and interpret participant perspectives (Creswell, 2013; 2014).  Using a 

theory as a prescribed lens could have confined the data to specific categories, whereby imposing 

a way to see the data, potentially constraining the way in which participant perspectives could 

have become known (Glaser & Strauss, 1966).   

Charmaz’ grounded theory methodology was the research approach used in this study 

(Charmaz, 2014).  Participant perspectives became known through the responses provided to 

open-ended semi-structured questions in one-to-one interviews (see Appendices A and B).  

Open-ended questions provided a means for the diversity in participant perspectives to be 

known.  Charmaz’ grounded theory methodology supported flexibility in the interview question 

guide which was adapted according to participant responses (Charmaz & Belgrave, 2012).  

Participant perspectives shaped the research process from start to finish: from the interview 

questions, through data analysis, and theory construction (Charmaz & Belgrave, 2012).  The 

theoretical approach generated from this study thus became grounded in the data (Charmaz, 

2014).  Hence, grounded theory methodology has facilitated answering the overarching research 

question of ‘how’ people with disabilities perceive the process of advance care planning. 

Constructivist-interpretivist grounded theory.  This qualitative study is grounded in 

the epistemological base of a constructivist-interpretivist framework.  A constructivist 

framework entails that study participants take an active role in the research process (Lincoln, 

Lyndham & Guba, 2011).  Constructivist grounded theory is a qualitative methodology used to 

derive an interpretive theory through the analysis of different perspectives (Creswell, 2013; 

2014).  Glaser and Strauss’ (1966) original conception of grounded theory has a positivist 
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orientation which did not account for the researcher’s personal standpoint and the influence 

this has on the research process and outcome (Charmaz, 2011; Glaser & Strauss, 1966; Lincoln 

et al., 2011).  Constructivist grounded theory acknowledges the subjective standpoint of the 

researcher (Charmaz, 2011; Lincoln et al., 2011).  Acknowledging the subjective standpoint of 

the researcher means that the researcher acknowledges their own biases and assumptions, and 

maintains awareness of these throughout the research process (Ahern, 1999; Lincoln et al., 2011; 

Tufford & Newman, 2010).  The researcher’s acknowledgement of their own subjective 

standpoint is an important step in illuminating for the researcher where they are situated within 

the research context (Ahern, 1999; Lincoln et al., 2011; Tufford & Newman, 2010).  This 

researcher’s self-awareness contributed to ensuring participants’ perspectives remained at the 

forefront throughout the entire research process: from the research proposal, to stages of data 

collection and analysis, to development of the theoretical approach, through to the writing of the 

research. 

Participant perspectives are contextually, socially, and historically constructed and 

participants generate meaning from these (Kuper, Reeves & Levinson, 2008; Mertens et al., 

2011; Morse, 2011).  The constructivist-interpretivist framework entails convergence of the 

multiple realities of the researcher and participants in two ways: (1) the researcher is involved in 

the construction of the data through interaction and conversation with participants in the 

interview process, and (2) the researcher is involved in the interpretation of the meaning of 

participant perspectives through the data analysis process.  Meaning was co-constructed by the 

researcher and the participants (Creswell, 2014; Lincoln et al., 2011; Morse, 2011).  Hence, the 

researcher’s perspective became one of many perspectives within the research context.  
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Charmaz’ grounded theory outlines steps for data analysis, which when followed, have 

the potential to reveal study participants’ main concerns and the process of how participants seek 

to resolve their main concerns (Charmaz, 2014).  The researcher’s simultaneous collection and 

interpretation of the data required the researcher to remain close to the data so that interpretations 

were derived directly from the data (Charmaz, 2014).  

Challenges to using grounded theory.  There were several challenges to using grounded 

theory: (1) a full understanding of grounded theory could be gained only by using it (Brown, 

2002).  Being committed to using grounded theory meant having to trust in the grounded theory 

process, and this required trusting that following the steps for analysis would facilitate 

emergence of the problem and participants’ main concerns; (2) the researcher began the process 

of data collection and analysis without a framework guiding what to look for (Glaser, 2014).  

Although absence of a particular framework with which to analyze and interpret participant 

perspectives is cited above as an advantage to using grounded theory, at times it was 

disconcerting for the researcher not to have a theory or framework providing a clear path forward 

to guide analysis of the data; (3) grounded theory requires relinquishing preconceived ideas 

(Glaser, 2012).  Endeavouring to ensure participants felt comfortable throughout the interview, 

in part by not forcing questions, but rather allowing participants’ to lead the way through the 

questions, resulted in participants determining the direction of the interview and this minimized 

the potential for the interview to follow in the direction of the researcher’s preconceived ideas 

(Charmaz, 2014; Glaser, 2012).  Charmaz’ grounded theory has been chosen as the qualitative 

approach for this study because following this approach’s specific steps for analysis had the 

potential to reveal participants’ actual main concerns regarding advance care planning.   



 

 

22 

Participants 

As the question under study relates to understanding the perspectives of people with 

disabilities, people who self-identified as having a physical and/or sensory disability comprised 

the population for this study.  Purposive sampling was the means used to generate the sample for 

the study.  Purposive sampling is the process of selecting participants who possess knowledge 

relevant to the study question and phenomenon under study (Tong, Winkelmayer & Craig, 

2014).  Thus, purposive sampling was used because people with physical and/or sensory 

disabilities could offer insight about their disability, and obtaining perspectives from people with 

a range of disabilities had the potential to generate a range of perspectives (Tong et al., 2014).  

The inclusion criteria included adults who: were English speaking, self-identified as having a 

physical and/or sensory disability, lived in Alberta, and were able to make their own health care 

decisions.  

Three people who volunteered to participate were excluded from participation in the 

study for not meeting the inclusion criteria.  One person lived in British Columbia, one person 

was elderly and had health issues, but did not consider their health issues to be disabling, and one 

person self-identified as having a mental disability.   

Recruitment 

Study participants were recruited from the client database of PSICORP Group.  

PSICORP Group is a for-profit company that provides customized IT products and services in 

western Canada to clients, some of whom are people with physical and/or sensory disabilities.  

The PSICORP Group client base includes individuals with a diverse range of disabilities, broad 

age range, and wide socioeconomic status range.  PSICORP Group was considered a viable 

source for recruiting participants for this study in part because the company provides IT services 
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to a wide range of people, including people with a wide range of physical and/or sensory 

disabilities.  Like the general population, people with disabilities use cell phones and technology 

to stay connected with others.  As a client of PSICORP Group myself, I knew from 

conversations with the owner of PSICORP Group over the years that some of PSICORP Group’s 

clients resided in nursing homes.  Recruiting participants from PSICORP Group had the potential 

to reach a potentially isolated population.   

An Invitation to Participate letter providing a brief description of the study was sent via 

email to the owner of PSICORP Group who forwarded the information to PSICORP Group 

clients who self-identified as having a physical and/or sensory disability.  Christmas break 

occurred shortly after the first distribution of the Invitation to Participate letter in early December 

2015.  The Invitation to Participate letter was re-sent as a reminder at the beginning of January 

2016 to the PSICORP Group clients who were sent the initial Invitation to Participate letter in 

early December 2015.  People who were interested in participating in the study contacted the 

researcher either by email or telephone for additional information.   

Following an initial discussion to confirm whether potential participants met the 

inclusion criteria for participation in the study, potential participants were provided the option of 

participating in a one-to-one interview with the researcher in person or via telephone.  Eight 

participants chose to have a face-to-face interview.  Three participants chose a telephone 

interview.   

The first five participants were recruited through purposive sampling through the 

PSICORP Group client base.  At the end of each interview, participants were asked if they would 

be willing to refer others to study, and all participants indicated they would recommend others to 

the study.  Participants sent the Invitation to Participate letter to others whom they thought may 
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be interested in participating in the study.  People who were interested and believed they met 

the inclusion criteria contacted the researcher either by email or telephone and were provided 

with additional information regarding the study at that time.  Response to the second Invitation to 

Participate letter was immediate, and an additional six participants were recruited through 

snowball sampling (Tong et al., 2014).  Participant recruitment and data collection continued 

until no new themes emerged and theoretical saturation had been reached (Charmaz, 2014; 

Kuper et al., 2008).  Interviews were conducted from December 2015 to January 2016.   

Accommodation to facilitate participation in interview.  It was possible to provide 

accommodation and thorough consideration of possible accommodation was necessary.  The 

Invitation to Participate letter and Participant Consent documents were made available in both 

large print and electronic format.  Some potential participants preferred to review the information 

about the study and complete the Participant Consent form on their own and to send by email 

their completed consent form to the researcher prior to the interview.  Other potential 

participants requested that the consent forms be completed in person with the researcher at the 

time of the interview.  Potential participants were asked if they had a preference for whether the 

interview was conducted over one or two sessions.  All potential participants preferred that the 

interview be conducted in one session.  Potential participants were asked if accommodation was 

required.  The aim in making accommodation available was to create an environment where 

participants were supported in order to communicate effectively (Carling-Rowland & Wahl, 

2010).  Although no requests for accommodation were made, accommodation was provided.  

Examples of accommodation provided included: the researcher reading consent forms word-for-

word aloud or presenting consent forms in large print format.  Extra time for interviews was 

made available to participants, and could be used if participants required additional time.  
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Additional time was allotted for participants to process information and respond to the 

questions being asked (Carling-Rowland & Wahl, 2010).  The researcher repeated questions 

when requested, and in some cases, the researcher asked participants to clarify their response.  

There were two instances where it appeared that participants began to fatigue.  The researcher 

asked if the participant wanted to continue at another time, and both participants preferred to 

continue with the interview until the interview was finished.  

Finally, funds were made available for travel expenses based on the proposed budget 

outlined in the research proposal so that the researcher and participants could travel to and from 

the interviews without having to incur additional cost or stress of navigating transportation 

systems.  These steps were taken to minimize the potential for barriers to arise and limit or 

prohibit some people from participating in the study, while aiming to maximize full participation 

of participants in the study (Mertens et al., 2011).  The availability of funds for travel was 

especially important because the interviews were conducted during the winter months, and 

Calgary’s unpredictable and fast changing weather conditions may have prevented some 

participants from participating in the study simply because travelling in inclement weather 

conditions can be dangerous and additionally complex for people with disabilities (Lindsay & 

Yantzi, 2014).  

Demographic Information 

Eleven people participated in this study, nine were male and two were female and all 

were Caucasian.  Participants ranged in age from 40 – 74 years.  Five participants were married, 

six participants were not married (five of which lived alone), one participant had a girlfriend and 

the living arrangements were not known.  Six participants received support through the Alberta 

Health Services Self-Managed Care program.  It was not made known to the researcher whether 
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participants received support from other types of home care.  Seven participants had some 

post-secondary education and the education level of four participants’ was not known.  

Participants self-identified as having a range of physical and/or sensory disabilities.  Five 

participants had spinal cord injuries: two participants had paraplegia and three participants had 

quadriplegia.  Interestingly, in all five participants with paralysis, the spinal cord injury was a 

result of an accident in their late teens.  Two participants had total blindness and three 

participants were legally blind.  The causes of blindness were varied: one cause of blindness was 

due to chronic kidney disease, one cause was unknown but progressive, and the other was caused 

by cataracts due to aging.  One participant had hearing loss, which was significant because he 

used hearing aids and lip reads.  One participant had poor circulation and nerve damage caused 

by advanced diabetes.  One participant had multiple sclerosis.   

Setting 

Seven of the eight participants who chose face-to-face interviews, chose to be 

interviewed in their homes.  My guide dog and I arrived to people’s homes during times of 

pleasant weather and during snow storms.  We were welcomed at the door by participants 

offering hot tea, two of whom had service dogs, many of whom had questions, and all were 

ready to get started with the interview.  Introductions in telephone interviews were shorter, 

people were pleasant and engaged and seemed similarly ready to get started with the interview.  

Spouses of three of the five married participants were at home.  For participants who were not 

married and who chose face-to-face interviews: one interview took place at the participant’s 

office while the remaining interviews were conducted with participants alone in their homes.         

One spouse was in close proximity and contributed to the interview interjecting 

comments every now and again throughout the interview.  In this instance, the participant had 



 

 

27 

independently consented to participating in the interview and participated fully in the 

interview. The participant’s spouse seemed interested in the topic matter, provided background 

information and in several instances, immediately began providing a response to the question 

asked which delayed the participant from providing a response.  Following the spouse’s 

response, the researcher was able to re-ask and re-direct the question to the participant for his 

response.  The researcher was able to parse out the spouse’s comments and included the 

participant’s comments in the data analysis.   

Data Collection Procedures 

After obtaining written informed consent, participant views were elucidated from semi-

structured open-ended questions posed to participants via one-to-one face-to-face or telephone 

interviews with the researcher.  Participants provided consent to participate via email by 

forwarding a signed Participant Consent form to the researcher or in person at time of the 

interview.  The Interview Guide (Appendix A) was detailed and outlined initial and probing 

questions that changed depending upon participant responses.  Open-ended questions provided 

the means for a diverse group of participants to respond openly and in detail.  Participant 

responses reflect a range of views which has provided a fruitful ground for theory generation 

(Charmaz, 2011; Creswell, 2013; 2014; Tong et al., 2014).  Advance care planning is a sensitive 

topic and participants were provided the opportunity to speak openly in an environment where 

they were most comfortable (Giacomini & Cook, 2000).  One-to-one interviews allowed for 

individual adaptation to accommodate each person’s disability and provided a means for 

participants to engage in deep and meaningful conversations (A. Tong, personal communication, 

May 14, 2015).   
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Field notes were drafted during and immediately following each interview describing 

the researcher’s first impressions and any emerging patterns noted between interviews.  Within 

the first twenty-four hours, the researcher listened to audio recordings of interviews and 

elaborated upon the field notes and any thoughts arising from the interviews.  

The researcher was surprised by the range of participant responses and was not certain 

theoretical saturation had been reached.  A request was submitted to the Conjoint Health 

Research Ethics Board (CHREB) to recruit an additional three participants, if needed.  This 

request was approved January 29, 2016.  However, throughout the data coding process, no new 

themes emerged, theoretical categories were developed, theoretical saturation had been reached, 

and no additional participants were needed (Charmaz, 2014; Kuper et al., 2008).   

Theoretical Sampling 

There was no need to interview participants a second time.  However, three participants 

were involved in the member checking process (see details in ‘dependability’ below).  Interviews 

continued building on concepts and developing categories until no new themes emerged, 

theoretical categories were developed, and theoretical saturation had been reached (Charmaz, 

2014). 

Materials 

The materials used for this study were participant interviews, field notes, memos, a 

reflective journal, academic literature, Alberta Health Services advance care planning policy and 

procedure, newspaper articles, radio reports, and expert commentary.  The field notes were 

comprised of contextual data, demographic information, and non-verbal cues from each 

interview.  Entries were made in a reflective journal throughout the research process.  

Information collected from interviews, field notes, a reflective journal, and memoing, 
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collectively outlined the steps taken throughout the research process, and thus, provided a 

means for tracking (Yin, 2014).  Collecting data from multiple sources has yielded well-rounded 

data facilitating a rich description of the study’s findings (Creswell, 2014; Tong et al., 2014).  

Detailed data generated from each interview ensured that the data collected represented the 

interview experience as closely as possible (Giacomini & Cook, 2000).  Interviews ranged from 

25 minutes to 1hr. 10 minutes, with most interviews lasting 50 minutes.  

Data Analysis 

Interviews were audio recorded and transcribed verbatim using a centralized transcription 

service contracted by the Health Research Data Repository (HRDR) in the Faculty of Nursing at 

the University of Alberta where the audio recordings were uploaded and stored.  De-identified 

transcripts were read and compared with audio recordings to ensure accuracy.  Transcripts were 

read line by line and coded by hand (Creswell, 2014).  Although data management software is 

commonly used in qualitative studies, due to visual limitations, the researcher found navigation 

of the data management software to be visually demanding, and therefore chose to code and 

manage the data by hand.  To achieve fairness, all participant perspectives were included when 

determining codes (Lincoln et al., 2011).   

Initial coding.  Transcripts were coded line by line and incident by incident using 

Charmaz’ steps for devising initial codes (Charmaz, 2014).  More detail can be derived from the 

data when coding line by line as opposed to coding larger segments of data (Charmaz, 2014).  

Initial coding was undertaken transforming either a line or incident constituting one segment of 

data, into codes beginning with gerunds.  A gerund is a “term for a verb that functions as a noun” 

(Gerund, 2006, p. 401).  Gerunds end in ‘ing’, and the significance of using gerunds is that 

gerunds emphasize action from the perspective of participants (Charmaz, 2014).  The benefit to 
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coding data using gerunds is that basic social processes are made visible when coding with 

gerunds (Charmaz, 2014).  The researcher’s interpretation of the data is reflected in the codes 

(Charmaz, 2014).   

Focused coding.  Initial codes from the first interview were compared with one another, 

within and across subsequent interviews, using the process of constant comparison (Charmaz, 

2014; Glaser, 2013; Glaser & Strauss, 1966).  Initial codes were grouped into categories and this 

constituted focused coding (Charmaz, 2014).  Focused coding continued until categories were 

elaborated and developed.   

Memoing.  Memoing occurred consistently from data collection through data analysis to 

study completion.  Concepts were developed from categories.  The researcher continually moved 

from the data and data analysis to memoing in order to develop and refine concepts (Charmaz, 

2011).  Throughout the data analysis, constant comparison was used to consider the previously 

obtained data in light of the new data in order to make comparisons and identify relationships 

amongst emerging concepts (Charmaz, 2011; Glaser, 2013; Tong et al., 2014).  Themes were 

derived from concepts (Tong et al., 2014).  Themes were assessed against existing literature 

where divergences were noted and further comparisons were made.  An interpretive theoretical 

approach (Figure 2 - Model of theoretical approach in Chapter Four) concerning disability and 

advance care planning was derived inductively from the data, and the interpretation of the data 

(Charmaz, 2014; Tong et al., 2014).  

Trustworthiness 

Ensuring trustworthiness is an essential element to attain quality in qualitative studies 

(Sargeant, 2012).  Credibility, dependability, and transferability were the three criteria 

implemented in this study to ensure trustworthiness.   



 

 

31 

Credibility.  Lincoln and Guba (1985) argued that credibility is an important criterion 

to ensuring trustworthiness in qualitative studies.  Whereas measures to ensure internal validity 

are implemented in quantitative studies, measures to ensure credibility are similarly used in 

qualitative studies.  The assurance of authenticity entails assessing the quality of the data and 

methods used in data collection (Sargeant, 2012).  Participant verbatim accounts, congruence 

between study findings and existing literature, supervisor review of the data, and triangulation 

amongst the three sources of data were the three ways implemented in this study to ensure that 

the methods used in data collection were credible and the data is trustworthy. 

Verbatim accounts.  One way to ensure credibility is to determine that there is 

congruence between study findings and existing literature (Shenton, 2004).  Participant verbatim 

accounts are provided in Chapter Four and support the discussion of study findings in Chapter 

Five.  Study findings are consistent with existing literature within chronic disease management, 

aging, and disability domains. 

Participant interviews were recorded and transcribed verbatim.  Transcripts capturing 

participant responses exactly as stated provide an accurate account of their responses which were 

referred to time and again throughout the coding and data analysis processes.  Ongoing reference 

to and incorporation of participant quotes in reporting of study results and discussion, provided a  

means to ground and develop the theoretical approach, and ensured that the researcher remained 

close to the data.  Further, use of verbatim accounts support arguments made from study findings 

and verify that any interpretation of the data accurately reflects the data.         

Supervisor review.  The researcher had bi-weekly discussions with the Principal 

Investigator/co-supervisor (JS) throughout the course of the study.  Matters related to study 
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design, preparation for interviews, interview process, study findings, and emerging concepts in 

data analysis were discussed.   

This study’s Principal Investigator/co-supervisor (JS) reviewed and commented on the 

first two transcripts.  The qualitative research expert/committee member (WD) reviewed one full 

transcript with corresponding initial codes and provided comment.  The comprehensive data with 

extensive corresponding initial and focused codes, as well as the model of the proposed 

theoretical approach were assessed and discussed by the researcher and both the Principal 

Investigator/co-supervisor (JS) and supervisor (CC).  Study findings including the proposed 

model of the theoretical approach were presented to committee members for review and 

comment. 

Triangulation.  Triangulation involves using multiple sources of data to confirm findings 

and is one way to ensure credibility in qualitative studies (Shenton, 2004).  Participant 

interviews, field notes, and a reflective journal were the three sources of data used in this study.  

Sargeant (2012) stated that one-to-one interviews are often employed as the means for data 

collection in qualitative studies when sensitive topics are explored.  One-to-one interviews were 

chosen as a data collection method in part because advance care planning is a sensitive topic and 

one-to-one interviews allowed for participants to respond to questions in their own time, and in a 

way they felt comfortable.  Open ended questions were used in this study because they are 

considered an effective data collection method employed so as not to lead participants in their 

responses (Glaser, 2012).  Audio recordings were listened to and field notes were compiled as 

soon as possible after each interview.  Entries were made in my reflective journal throughout the 

research proposal development, interviews, coding processes, data analysis, and development of 
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the theoretical approach.  The reflective journal provided a means where I could openly record 

any assumptions, biases, and thoughts regarding emerging theories.   

Dependability.  Member checking was used as a means to ensure congruence between 

participants’ responses and the researcher’s interpretations of participants’ responses represented 

by codes (Creswell, 2014).  Three participants participated in the member checking process.  

Each participant was provided with an excerpt of the transcript from their interview with the 

corresponding codes to their response.  All three participants affirmed that the codes adequately 

captured their intended response.  Participants were provided with a diagram of the model 

depicting the theoretical approach at each of the three separate phases throughout the model’s 

development.  Participants assessed and approved the model at each phase.   

Transferability.  Assurance of external validity or generalizability in quantitative studies 

is akin to transferability in qualitative studies (Shenton, 2004).  The extent to which findings 

from this study are transferable and used to inform understanding in similar contexts is an 

important consideration.  Findings from this study are congruent with findings from studies that 

have identified barriers experienced by people with physical and/or sensory disabilities in 

hospitals and in encounters with health care providers.  Findings from this study can be used by 

health care providers to inform their interactions with people with physical and/or sensory 

disabilities in health encounters, in the advance care planning process, and in other health care 

environments.          

Bracketing and Reflexivity 

Reflection began during the research proposal phase through to study completion.  The 

reflective journal allowed me to maintain awareness of my thoughts throughout the research 

process which aided me to remain open to the ideas and perspectives that were presented 
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(Tufford & Newman, 2010).  The process of self-reflection helped me to remain mindful that I 

occupied several roles in the research process and the influence each role could have on the 

overall interpretation of data, and on the research process itself (Lincoln et al., 2011; Tufford & 

Newman, 2010).  Throughout the study, I occupied the role of a graduate student, a parent, a 

person with a disability, a client of PSICORP Group, and a student researcher as the situated-

self, which is the researcher in relation to participants within the context of the research itself 

(Ahern, 1999; Lincoln et al., 2011).  I also unexpectedly occupied the role of patient.  It was the 

role of a patient with a disability which has become the most influential throughout the course of 

this study.         

While waiting for ethics approval for this study, I was unexpectedly confronted with 

additional vision loss which required surgery.  Surgery was the only solution which offered a 

good outcome if there were no complications.  If there were complications, then I would face a 

very uncertain future and be at risk for total vision loss.  My own uncertain future propelled me 

forward to endeavour through the interviews because the research process provided some much 

needed structure.  I became more focused and listened more intently to what participants were 

saying.  I was aware that their experiences in the health realm had not been mine.  It was months 

after surgery, during the process of data analysis, long after interviews had finished, when I 

began to note one area where my experience in the health realm mirrored theirs.   

Through the process of journaling throughout the study I began to relate to participants’ 

concerns over their health and their future.  I began to know the experience of how difficult it 

was to make medical decisions when feeling unwell.  I began to ask myself, “how am I going to 

manage in my life with the possibility of increased disability?”  I began to realize that we shared 

a feeling of vulnerability as patients with disabilities in hospitals and in medical encounters.  I 
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began to ask more questions of health providers as my vision became more compromised as a 

way of coping, that I could somehow see better with more information.  Feeling vulnerable in 

these situations allowed me the opportunity to experience first-hand what participants had been 

describing from their experiences in the health realm.  These realizations deepened my 

appreciation for participants’ own reflections.  This study has increased my own awareness of 

the barriers encountered by others with disabilities in the health care realm.  My ongoing 

experience as a patient throughout the course of this study has only deepened my commitment to 

present a final project which reflects respect for participants’ experiences and provides a way for 

their voices to be heard.        

The barriers and facilitators to advance care planning that emerged from the data as 

participants’ main concerns diverged from the barriers and facilitators to advance care planning 

outlined in the study’s initial review of the literature (Chapter Two).  Three additional literature 

reviews were needed to ground participants’ accounts.  Having compromised vision for weeks 

following surgery, I was not able to read through the extensive literature, thinking it may have 

provided some direction for analysis.  Relying solely on the interview transcripts, I began 

conceptualizing a model of the theoretical approach in my mind.  Thus, the model of the 

theoretical approach was derived directly from the data.  As the weeks following surgery 

progressed, I returned to the literature and I found that participant accounts were grounded in the 

literature.   

Question number five elicited the most reflective response.  That question was, “In what 

way does your disability guide you in planning for your future health or when facing medical 

decisions?”  Participants’ initial responses to this question were ‘interesting’, ‘great question’ or 

‘hadn’t really thought about that’.  In some ways, question 5 was the most difficult question, but 
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it was the one participants returned to time and again wanting either to reflect upon or to offer 

further insight into the answer they previously provided.   

Across interviews, some participants assumed a shared understanding between us of what 

life was like living with a disability.  When it became evident throughout the interview that the 

participant assumed I knew what he or she meant as exemplified in expressions of ‘right?’ or 

‘you know… you must have experienced this yourself’, I indicated that we wanted to hear what 

participants had to say and requested that participants elaborate upon their response, and they 

did.   

Data Confidentiality, Storage and Retention 

Audio recordings of interviews were uploaded to the Health Research Data Repository 

(HRDR) at the University of Alberta.  Audio recordings and original transcripts derived from the 

recordings are stored within the HRDR, a secure virtual research environment created to support 

health research.  Transcripts derived from audio recordings of the interviews were de-identified. 

The de-identification process involves the removal of all identifying information such as specific 

names or places, so that participants could not be linked to a specific transcript.  All participants 

were assigned a code number.  The de-identification of transcripts and assigning each participant 

a code number were two steps taken to ensure participants’ anonymity (Morse, 2011).  A master 

list was devised linking participant contact information with the assigned code number.  This 

master list is kept in a locked filing cabinet in the Advance Care Planning Collaborative 

Research and Innovation Opportunities office in the Institute of Public Health at the University 

of Calgary.  Only the Principal Investigator, the researcher and the research manager for the 

Advance Care Planning Collaborative Research and Innovation Opportunities project have 

access to the master list.   
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All paper documents were identified only by the assigned code number.  The 

researcher has access to the de-identified transcripts.  Participants were not and will not be 

identified by name in any reports of the completed study.  Privacy of participants is protected by 

legislation that requires the researchers and assistants to ensure that access to the records is 

secure.   

Study participants recruited for the study through either PSICORP Group or snowball 

sampling were not known to the researcher.  The researcher did not know participants except 

through the referral she received from PSICORP Group or through fellow participant referral, as 

snowball sampling was employed as a means to recruit additional participants.  

All data and study documents will be kept for five years following completion of the 

study.  All paper documents will be shredded and electronic files will be deleted.        

Ethical Considerations 

This study was conducted according to Canadian and international standards of Good 

Clinical Practice.  This study was granted approval by the University of Calgary Conjoint Health 

Research Ethics Board (CHREB) November 23, 2015.  

The study findings could benefit participants and society because the findings will be 

used to inform Alberta Health Services as to how to support people with disabilities in the 

advance care planning process.         

All participants for this study were provided with a consent form describing this study 

and providing sufficient information for participants to make an informed decision about their 

participation in this study.  This consent form was submitted with the proposal for review and 

approval by the CHREB.  The formal consent of a participant, using the CHREB-approved 

consent form, was requested and obtained before each person participated in any study 
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procedure.  This consent form was signed by the person and the researcher who received the 

participant’s consent. 

Participation in this study was voluntary.  PSICORP Group clients’ decision not to 

participate in the study in no way affected their relationship with PSICORP Group.   

Participants recognized that advance care planning is a sensitive topic.  All participants 

were ready and willing to discuss the topic of advance care planning.  No participants withdrew 

their consent to participate in the study.   

Subject Withdrawal 

Participants were advised that they could withdraw at any time throughout the consent or 

interview process without any consequences or explanation required.  Participants were advised 

that if they chose to withdraw from the study that he/she would be offered an opportunity to 

withdraw him/herself and any interview data gathered thus far, or him/herself alone.  Participants 

were advised that if they chose to withdraw both themselves and their interview data, then the 

recording would be erased and any digital or paper transcripts deleted/shredded, and excluded 

from the analysis.  Participants were made aware that, due to inclusion in the constant 

comparative method, data withdrawal could be achieved only up to the point of analysis.  These 

options were made clear to participants.  No participants requested to withdraw from the study.   

Sources of Funding 

Funding for this study was provided by the Advance Care Planning Collaborative 

Research Innovation and Opportunities program (supported by Alberta Innovates Health 

Solutions Collaborative Research and Innovation Opportunities Grant (Grant number 

201201157)).  Funding was provided for the researcher to travel to and from participant 

interviews.  Funding was made available to participants to cover travel expenses to and from 
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interviews.  However, no funds allocated for participants’ travel were used because 

participants who chose face-to-face interviews preferred that the interviews take place in their 

home or workplace.  Funding paid for transcription of audio recorded participant interviews, 

printing costs for large print poster size copies of slides for the researcher to use when presenting 

study findings, and to store and retain the data through the HRDR at the University of Alberta.  

Chapter Summary 

The rationale for using the grounded theory methodology to study how people with 

physical and/or sensory disabilities perceive advance care planning was outlined.  The steps 

taken throughout the study to ensure a sound research process, trustworthy data analysis, and that 

ethical standards were met, were described.  In the next chapter, findings from the study and the 

model depicting the theoretical approach derived from the study’s findings are presented. 
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Chapter Four: Findings 

This chapter outlines participants’ two main concerns: health care provider lack of 

awareness of disability and aging with disability.  Participants adopted planning for present and 

future health and/or illness as a means to address barriers in health encounters and in advance 

care planning.  Participant efforts in planning as a means to address barriers in health encounters 

will be supported by participant quotes.  In addition, the steps participants have taken in the 

advance care planning process will be outlined.  Explanation of the theoretical approach depicted 

in the model outlining participants’ participation in the advance care planning process is 

presented.  Words such as ‘like’, ‘you know’, ‘um’, ‘uh’, ‘ah’, ‘and stuff’ and repeated words 

have been removed and replaced with ‘…’.  Several participants paused multiple times during 

their responses.  Ellipses were used in the transcription process to indicate pauses in participants’ 

responses and so there are repeated and consecutive uses of ellipses in some participants’ 

responses.        

Planning for Present Health 

Participants discussed their experience of living with a disability.  Participants spent a lot 

of time managing their present and future health.  Health care provider lack of awareness 

regarding disability emerged as the most salient barrier participants encountered in the health 

care realm.   

Managing Present Health 

Some participants have significant health concerns because of disability.  Participants 

understand how disability affects their body, pay close attention to health changes, and some 

participants assess their health daily.  One participant described monitoring his present health, 

“When you go into bed, or getting up – I mean, you’re checking a lot more spots [than] you 
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would have, you know, years ago for … you know, pressure, redness, scratches, those type of 

things….” 

Taking care of self.  Participants identified taking care of self as a component of present 

health planning.  One participant described present health planning to involve: “knowing 

what to do personally, physically and mentally” to stay healthy.  Taking care of self is a 

process of continual planning which involves making wise health choices.  One 

participant stated, “Well, and the first things that’s come to mind is … eat real well, and 

exercise.”   

One participant described the planning for his present health necessary to recover from 

recent surgery:  

I just had a … an epi-retinal peel in my left eye, at the beginning of December.  And, I 

was really quite concerned, ‘cause I had to spend a period of time face down.  And just 

having to try and figure out … the care that’s involved with doing that … it totally 

flipped my day-to-day, you know, totally on its head.  And it was important that, you 

know … I talked to my home care providers as well as my family, and it did work out. 

…but when faced with that, I really had no idea of just how much more work it was 

gonna be.        

Day-to-day choices.  Day-to-day choices may affect one’s overall health management. 

Exercising was one way several participants planned to maintain their physical and mental health 

in order to slow down the progression of disease.  One participant described his exercise routine:  

…on Tuesdays and Thursdays, I go swimming.  I swim lengths in the pool….  And the 

reason why I [have] done all that … is to help slow down the progression of my disease.  
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And it has done that.  …in my opinion.  And … so … planning for my future health, 

I’m gonna continue doing that.  As long as I possibly can, until I drown. 

Attending to health issues as they arise and seeking medical attention when necessary 

were two additional ways participants maintained their present health.  One participant 

explained: 

…I remain very positive about what my body’s doing.  But I also look after it.  Ah, and 

my wife looks after hers.  If we are ill, we take care of ourselves … we will go to medical 

professionals, seek medical professional help, when it’s necessary….  We do believe in 

planning.   

Participants commented that making unwise health choices may affect their future care 

plans.  Taking responsibility for their health means accepting the consequences of choices made 

daily.  One participant explained:  

…I’ve come to realize that you know, depending on what I do day-to-day and how I feed 

myself and whether or not I move around to do pressure relief, these are all choices that 

are going to affect my overall um, health management.  And if I choose not to do those, 

then I should be prepared to … you know, face the consequence and accept how that’s 

going to um, change my – my care.   

Managing Future Health 

  In addition to daily health assessment, participants believe they must assess their health 

over time.  Most participants prioritize disability in health planning.  One participant stated, “…it 

[disability] guides everything – just because I have a significant disability.”  Another participant 

detailed how having a disability necessitates daily planning and life planning:  
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…as I get older, I mean I’ve been in a wheel chair now since ’91 so, in the 24 years, 

ah, that wear and tear is eventually gonna take its toll on me.  And I need to do some 

advance care planning to figure out, as I get older and lose more function, like from wear 

and tear, um, how I’m going to manage my day-to-day.  

Participants have also said that the experience gained from living with a disability guides 

their future health planning.  One participant commented that planning for future health is an 

ongoing process: “…I’m always planning … even for when I’m in good health, I plan for good 

health – if that makes sense.”        

Participants commented that adjusting to disability is an ongoing process because 

adjustment is required each time health changes or disability increases.  Although there are some 

common elements to living with disability shared by many participants, there was also an 

understanding amongst participants that the disability trajectory is different for everyone and 

future care planning is specific to each individual.  One participant explained:  

…one of the things that we do through our sensitivity training … is we promote 

everybody as being individual.  So … even though you might have the same injury, or 

same level of injury, or same medical condition or whatever – I mean, each person could 

be individual as far as what’s needed, what the thought process are, you know, what’s 

gonna happen in the future. 

Health Encounters 

Health Care Provider Lack of Awareness Regarding Disability 

Participants encountered barriers in the health care realm.  Health care provider lack of 

awareness regarding disability emerged as the first main concern for participants and the most 

salient barrier participants encountered in the health care realm.  Participants delineated health 
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care provider lack of awareness regarding disability in several ways: (a) health care providers 

using a medical perspective; (b) negative attitudes and/or bias towards people with disabilities; 

(c) feeling disregarded by health care providers; and (d) lack of sensitivity   

Medical model perspective.  One participant provided an example of health care 

providers using a medical perspective in their interactions with her:  

I’ve been in situations where they haven’t – ‘cause all they see is blind.  And they – they 

don’t see the person behind that.  I know, when my first daughter was born, I had a nurse 

that said, “You have no right to be having children, how are you gonna look after them?” 

And I thought, “that isn’t what you tell a mother, when their first – you know, in the 

hospital.”  Because all she could see was that I was blind and how was I gonna look after 

this baby?” 

Negative attitudes and/or bias.  Some participants’ experienced negative attitudes from 

health providers.  One participant relayed an experience where he believed he had to defend 

himself against a health care provider with a negative attitude:  

… when I got … there for [an] appointment, I went to the doctor.  The first one – he said, 

“you should be dead.”  And I said, “whoa!”  Yeah.  I said … “you will learn over time 

that a lot of people have told me that, but … I’m still here.”  …I had to have you know, 

just frank and open communication with him….  I think – probably over the last year that 

he took care of me, he … understood, you know more.…  I even [got] down to asking … 

how many people do you take care of, that are quadriplegics?  “Oh, I’ve had lots in the 

past,” he said.  And I said well, “I don’t know how they talk to you, or what they … are 

able to assist in your awareness or anything like that, but you’ll find that I’m … quite 

able to speak for myself.  And … I’ll do that.”   
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Some participants believed that there was a bias from health care providers against 

people with disabilities such that their opinions and perspectives as a person with a disability 

were disregarded.  One participant relayed his experience of his father losing capacity during his 

final weeks of life, and the experience illuminated for him how he began to disregard his father’s 

perspective during his father’s cognitive decline.  He began to see how easily he did this and 

likened his experience to previous other experiences he himself had had with health care 

providers where his perspective was similarly disregarded by health professionals he thought to 

be precipitated by the fact that he had a disability.  This experience has prompted him to reflect 

upon and assess his own attitudes.   

One participant spoke about experiencing bias from health care providers specifically.  

He believed that bias exists in the medical community against people with disabilities.  He noted, 

“… there’s a bias, which I think, definitely does exist … in the medical community … against … 

persons with disabilities … [against] validating … their opinions.”  

Feeling disregarded.  One participant believed that his disability was unacknowledged 

and/or disregarded by a health care provider who looked past him, not seeing him, or not 

acknowledging his reality or the extent to which disability has impacted their life.  This 

participant described a situation when in face-to-face consultation with the surgeon; the surgeon 

did not appear to have incorporated the information about his disability into the prognosis he 

anticipated following surgery:  

With your surgery … you’re gonna be knocked out and when you wake up, you’ll be able 

to get up … walk right out of the hospital with no pain.”  And I said, “what?”  “It’s a 

miracle.”  He hadn’t even noticed the fact that I was in a wheelchair already.  And I 

wasn’t gonna walk out of anything.…  Get him going, and all this kinda stuff.  And – and 
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he – he was looking at me the whole time and I was sitting in a wheelchair, you know. 

Clueless.   

One participant, accompanied by an advocate during a medical encounter, felt 

disregarded when the health care provider conversed only with the advocate about decisions 

concerning the patient with the disability.  This participant identified what accommodation 

would be helpful for him when he is interacting with health care providers:  

…doctors don’t seem to understand, if I’m hard of hearing, they need to speak to me. 

They don’t need to speak to my interpreter – they don’t need to speak to my wife.  They 

need to speak to me.  Same with the nurses, same with the reception people.  …this is one 

thing that … they don’t do well.  

Lack of sensitivity.  Participants relayed experiences where they felt that there was a 

lack of sensitivity on the part of the health care provider to acknowledge the disability.  One 

participant described the challenges he faces in hospital as a patient with vision loss:  

People will come into the room and … you’ll be lying in a hospital bed, they’ll come into 

your room and you may or may not have heard them.  Next thing you know, there’s 

somebody touching you.  Ah … total shock….  They’re talking to you, so you talk back. 

And then you keep talking and you ask a question and there’s no answer, because they’ve 

left the room again.  Or … they just touch you and wanna pull out the IV or something, 

without telling you exactly what they’re doing, assuming that you can see what they’re 

doing.  So … ironically, you would think as a person with a disability … a hospital, 

would be probably one of the safer environments … to be in.  And I’ve found, ah, 

through lots of experience, that it is in fact, the opposite.  
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Another participant provided a suggestion about how to increase health care providers’ 

sensitivity towards people with disabilities who use a wheelchair:  

And I would really like to have doctors and nurses and practitioners … of all sorts … a 

practical nurse … I would like them to … sit in a wheelchair for a day, or two days.  And 

don’t get out of it.  Stay in it – tie them in, lock them in.  And tell ‘em, “you have to do 

everything out of a wheelchair.”  …so they can appreciate what life is like … to live in a 

wheelchair. 

Hospitals Create Barriers 

Participants with both sensory and physical disabilities discussed their hospital 

experiences and provided examples of how unacknowledged and unaccommodated disability 

within health encounters creates barriers for people with physical and sensory disabilities.  

Hospitals can become challenging environments.   

Access to information.  One participant with vision loss explained how hospital staff in 

the admitting department were unaware and unprepared to provide support to accommodate his 

vision loss so that he could access information:  

…stuff like signing forms.  …you go to check-in at … the administration office … and 

they wanna see your driver’s licence to prove your ID….  I’ve walked up with … a white 

cane, and/or a guide dog.  And they ask you for a driver’s license.  Then you go like, 

“okay, what part of this – what part of this … that you don’t get?”  …and then they 

inevitably turn the form around and say, “here, sign this.”  And put a piece of paper in 

front of [you].  “Well, okay.  What am I signing?  Can you tell me – like perhaps put my 

finger where you want me to sign, and just give me a little more detail as to what I’m 

signing?”  
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Providing informed consent.  Participants with vision loss stated that accessing 

information in medical documents can be difficult because most documents are not available or 

not provided to them in digital format.  One participant explained:   

I would have to be able to get it in a digital form … to have my computer or whatever 

read it to me and understand it.  …that’s not available.  It’s … [gasps] “well … we don’t 

have it that way.”  

Consequently, one’s ability to provide informed consent becomes compromised because without 

the sighted assistance to read the documents, the person may not have access to sufficient 

information to provide informed consent.  One participant with vision loss explained how his 

ability to provide informed consent was compromised: 

…you go in and they … give you all kinds of … risk and liability forms to sign.  And … 

being visually impaired, I always make sure that my wife’s there, and I’ll say to them, 

“okay, are there any more forms that we have to sign, blah, blah, blah, blah, blah, 

blah…?”  No, we’re fine.  And so, my wife leaves.  …this one time, my wife left.  And 

just before they were about to start, the anesthesiologist is there, and some tech puts 

another clip board and form in front of me to sign for consent for something else.  And I 

said, “well, unless you sit here and read the entire form to me, what I’m signing is not 

gonna be valid because I’m visually impaired.  So I’m giving you ill-gotten consent.       

So it’s not worth the paper that it’s written on.”  And then, the anesthesiologist piped up 

and said, “what’s the problem?”  And… she – the lady said – the tech or whatever said, 

“the person doesn’t wanna sign the consent form because they’re blind.”  The doctor 

says, in all his wisdom, “oh, you don’t look blind.”  So I said, “how is blind supposed to 
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look?”  So … with the visual disability … hospitals can be very challenging.  ‘Cause 

they’re – they’re ill-prepared for dealing with people that can’t see.   

Repeating requests for accommodation.  For one participant with hearing loss, full 

participation in the medical encounter was compromised making it difficult to make informed 

choices concerning care.  Repeating requests for accommodation may be necessary when initial 

requests are not acknowledged and accommodation is not provided, and this can become tiring. 

A participant detailed his experience,  

But when I came out of it, you know … I put my hearing aids back in, I was able to 

understand that there was some speaking going on.  If I don’t understand, I will ask,  

could you speak slower?  I am hard of hearing.”  If I still have the problem, I’ll say thank 

you.  And then I will ask somebody afterwards, “[A]m I okay or not?”  And then I will … 

if necessary, I’ll ask my wife, who comes up afterwards, if she can just find out what it 

was about.  ‘Cause I don’t wanna labour the subject.  I’m too tired to labour the subject.  

… if they don’t want to comply with my request, I’ll deal with that later.   

Another participant relayed a similar experience, and explained how tiring it can be to 

repeat previously provided information regarding disability and/or requests for accommodation:   

I would like – to have everybody’s file – all the things that have been done to ‘em… 

surgeries….  Everything – from the meds that he’s on right now, to the meds that he’s 

gone through and which meds interact with other meds….  A total medical history – kept 

up to date on every computer in the system.  So that [health care providers] … have 

access to that information on every computer in the system.  I’m getting so tired of going 

to doctors’ offices, or going to … hospitals….  And I waste their time, and I waste my 

time putting in information – giving them information….  Bringing them up to date over 
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and over and over again.  Same doctors.  ...half the visit is just updating files.  That he 

should have.  And … then it would be so much easier, to just call up that person’s name 

and … all the files, everything he needs [is] right there. 

Participation in medical encounters.  One participant with hearing loss detailed how 

his interactions with health care providers can pose barriers; the challenges he has in gaining 

access to information make it difficult for him to participate fully in the medical encounter:   

…doctors speak very quickly.  They speak very … shall we say shallow in their – in their 

words.  Shallow … in their strength of their voice, it’s because they don’t want other 

people to hear.  Well, you can’t do that with me.  You have to speak up with me. 

  The barriers to information access are compounded when a person has both vision and 

hearing loss.  One participant described the challenges he experiences having two sensory 

disabilities:  

…when I was in hospital for my prostectomy … I would ask them to speak up.  …but I 

have one doctor who had [come] from the Caribbean.  I have very little knowledge of 

what he was saying.  …I just said, “sure, thanks.”  And then I would ask the nurse later 

what happened … what was being said.  So … I do have some strategies that I use.  I’m 

now starting to have vision problems.  As an older person, I’ve got cataracts….  So now 

I’m having a bit more of a problem, because I can’t necessarily see what people are 

saying if they’re far away.  I have to be close to them.  So I hear with my eyes as well….  

Personalized care.  For participants with spinal a cord injury, hospitals pose challenges 

because of loss of trained attendant care.  Attendant care providers are trained to provide care to 

meet the specific care preferences of their clients.  When in hospital, participants had to rely 

upon health care providers who were not familiar with the care needs specific to some patients 
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with paralysis.  One participant described feeling fearful about having to rely upon care 

providers who are unfamiliar with his preferences for care: 

…as far as my … attended care goes … you’ve gone from having somebody that you’ve 

trained, you’ve been comfortable with … that know how to do your – the daily routines, 

whether getting up or going to be bed or … or those type of things.  And now you’ve got 

to totally rely on somebody individual.  …that always scares me ... and that’s one of the 

reasons why I don’t wanna pursue … hospital visits … or those type of things….   

Transfer of medical information.  Transfer of medical information within the hospital 

has posed challenges for some participants.  Participants felt disrespected when their requests for 

accommodation were not acknowledged and honoured.  Participants questioned the way in 

which the information regarding disability is being transferred to health care providers providing 

care.  One participant detailed his concern: 

…from any health services provider’s perspective, if a patient says they have whatever 

they have, the patient has met their obligation.  It’s now the obligation of the service 

provider to make sure that that information is passed along [a] continuous trail for that 

patient.  So that if I’m going to hospital, and I’m admitted, and I say I’m hard of hearing, 

I need support, or whatever, I have met my responsibility by self-identifying.  I now 

depend upon the Alberta Health Services in my case, to make sure that these points are 

taken and are always, always, always passed along to the next person.  Because what I 

am seeing is that that is not the case.  …people say, “oh, yes, I did – oh, I did see it on 

your chart.”  They need to highlight it.  They need to make sure that that is paramount, 

otherwise the dignity of that patient has been challenged and usurped.  And I’m not in 

favour of that. 



 

 

52 

Physical access.  One participant, who uses a wheelchair, highlighted his experience 

encountering barriers to physical access in medical facilities and hospital environments:  

…even the doorways – in hospitals.  You know, holy crap.  Jeez – and you go to a 

doctor’s office.  And the bathroom[s] are only on every other level.  Every other level. 

And you have to go down the stairs to get into the bathroom.  …so stupid.  And that’s 

such a stupid thing.  …think.  …and make sure the design[s] are wheelchair … friendly. 

…otherwise, it’s just … you’re cutting out a big chunk of population.  Yeah.  Well, if you 

can’t [get] to the bathroom, you can’t go to the doctor.  Simple as that…. 

Relationship with Health Care Provider        

Having a trusting relationship with a primary health care provider was one way identified 

by participants that barriers in health encounters can be removed.  Half of participants have a 

trusting relationship with their primary health care provider.  One participant stated:  “…the 

doctor I have now, I really trust.”        

Trusting relationship.  Participants characterized a trusting relationship with their health 

care provider as one which has developed over time; the health care provider has provided 

consistent care; and the health care provider gains knowledge regarding disability and the 

longitudinal effects of disability.  The health care provider learns to regard the knowledge that 

the person with a disability has about his/her body/health gained from lived experience that s/he 

brings to the medical encounter.  One participant described the relationship he has with his 

primary health care provider:  

…discussing my health condition with my physiatrist, he’s been with me since ’91.  …so 

I know that he’s been pretty … abreast of the changes that I’ve experienced, and he’s 

been involved with … most of the incidences that [have] … occurred … since my 
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original injury.  …my family doctor, I’ve talked to … at length … about my … 

changes in physical heath and it’s taken some … assertiveness on my part to try and bring 

him on board with some of the physical changes that I’ve had to go through.  …for 

instance … pain management and such.  I’ve had to kind of press the issue to make sure 

that they … address with what my health needs and physical changes have been. 

Planning to Maintain Choice in Health Encounters 

Planning emerged as a major theme in common-place medical encounters and was not 

limited to advance care planning for future serious illness, end of life, or time of lost cognitive 

capacity.  Participants described how they plan ahead in order to access information, to access 

medical care, and to prepare for medical encounters.   

Planning to Access Information  

Participants were planning to access information to access medical care and prepare for 

medical encounters.  Participants were planning to access information through the following 

ways: (a) via electronic format; (b) planning to have the assistance of an advocate; (c) planning 

to advocate for self; and (d) requesting information to access health care. 

Medical documents in electronic format.  One participant who has no vision, requested 

access to their medical documents in electronic format:  

I asked her if there was any way that these documents could be – you know, that I could 

get them.  And initially, she said, “well, the way our system is … it’s considered” – she 

didn’t say no, but she said it’s considered you know, a security breach, because sending 

them by email or whatever.  But she said she’d look into it.  And then she sent me a form 

– electronically, that I had to sign, saying that I realized that there could be this risk, but I 

still wanted it.  And so, once I had signed that….  And she said she’d even give me … 
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prescription lists … if I had any – ‘cause I said, “I don’t even know how to spell some 

of the names, right … that you might be getting.  And so, I wanted those….   

Plan for an advocate.  Participants have developed the skill to discern when advocacy 

from others is required.  One participant with hearing loss planned ahead to ensure that an 

advocate could accompany him to medical appointments to capture and communicate the 

information exchange in a medical consultation.  This participant described how he plans to have 

an advocate accompany him to medical consultations:  

Another method I used, and I still to this day, when I go to a doctor’s appointment, other 

than my family doctor or my dentist, I will take my wife with me … because I can’t 

necessarily hear the doctors as they speak so discretely.  And so, I have to have my wife 

tell me what they said afterwards, to confirm that I’ve heard correctly.   

Self-advocacy.  One participant has developed skills to advocate for himself to ensure he 

received individualized care when he is in the hospital because he knows health care providers 

are continually shifting.  Self-advocacy is one way this participant ensures he gets the care he 

needs:  

…every time I’ve had to go into the hospital … I get a different … team working in there 

– which of course, you know, you will … I’ve had to really do that self-advocacy … I  

know that at times it does impinge on their professionalism, because you know, you 

wanna give them the – … benefit of the doubt that they know what they’re doing and … 

respect that.  But I also know that I’m a square peg in a world of round holes.  So, I need 

to take that onus on myself … because they … won’t have time or the prerogative to deal 

with it … if I present with it. 



 

 

55 

Requesting information to access health care.  One participant called ahead for 

information about physical access to the office of a potential health care provider.  He stated:   

I phoned ahead.  And I asked him … if he was taking patients, and … was … their office 

… wheelchair accessible, and … they said yes … and yes.  So I said um, well, I’d like to 

have an appointment.   

Planning to Provide Information 

Living with disability and experience encountering barriers in the health care realm, has 

prompted participants to plan, as a means to address the barriers to information access and 

communication with health care providers.  Participants have gained knowledge about how their 

disability affects their body and their health, as well as the longitudinal effects of disability from 

living with a disability for a long period of time.  Participants plan to educate health care 

providers about disability by providing information: (a) to make treatment decisions; (b) in every 

day interactions; (c) in times of crisis; (d) via in-service training; (e) sensitivity training; and (d) 

via the electronic medical record.  

Treatment decisions.  Half of participants said that their primary health care providers 

regard the knowledge they have about their disability, and the impact their disability has on their 

health.  One participant described an example where his primary health care provider trusted him 

to identify and inform him of his health concerns via distance:  

…he trusts me a lot more with diagnosing my own … kind of things that are happening. 

So I mean, I’m probably … better able to tell him that I’ve got a bladder infection, than 

having to … go up to his office nowadays, take a … sample, and then you know, dealing 

with that himself.  So what I really need from my doctors … is … the requisition forms 

… to actually get in there and … get those needs met….   
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Every day interactions.  Some participants recognized the need to educate health care 

providers about disability.  One participant provided disability education individually, as a matter 

of course, in their own personal encounters in the health realm.  This participant stated:  

…every time an ambulance picks … me up for the last 10 years … they always ask … 

they assume that there’s … a DNR – what they call – Do Not Resuscitate order.  They 

ask the question all the time, eh?  I say, no.  …I’m going in because I’ve got this or that, 

or whatever.  I’m not dying, so… you know.  I have to do some educating too.  Oh, yeah. 

Times of crisis.  One participant has taken steps to educate health care providers to 

ensure provision of individualized care in times of medical crisis.  Some participants have 

experienced previous cognitive impairment and were unable to make decisions due to rapid onset 

illness.  One participant has planned a way to alert health providers to certain symptoms of 

autonomic dysreflexia – a condition commonly associated with spinal cord injury that can result 

in death if not treated promptly.  He has created a card to alert health care providers when he is 

in medical crisis:  

…so doing that advance care, I think it has to be something that’s done regularly.  …for 

the individual and also for the institutions that are supporting us.  …I generally try and 

carry a … a card in my wallet for instance, that ah, describes the ah, autonomic 

[dysreflexia] that I have, ah, specific to a spinal cord injury and how people need to 

address it if I present to the hospital with these certain symptoms.  …that one’s probably 

been one of the better … strategies that I’ve actually implemented.  …my disability may 

slow me in a number of ways, but I think it also projects me, that … I need to go through 

and do those kinds of … preliminary … tasks so that … if I’m in that scenario … all the 

information they need is right there and if I’m not able to answer for myself, that it’s 
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there.  …and because … the onset is so quick, I can’t guarantee that I’m gonna be able 

to explain it to a physician. 

In-service training.  One participant provided disability education on a system level by 

providing in-service training to health care providers in a local area hospital ICU and emergency 

departments about one of the conditions associated with spinal cord injury.  This participant 

detailed his experience: 

…I even went as far as actually doing … [an] in service for ICU and the emergenc[y] 

doctors, when I was doing more volunteering over at the Foothills.  …and I know it had 

an impact.  Because … a lot of the information that we put together was … disseminated 

through … the Emerg[ency] departments through the city.  …unfortunately, the longevity 

of the effect was such that about three years following, one of the gentlemen that helped 

present with me, presented with this [condition], which is essentially the condition that I 

have … [that] they didn’t recognize it in him and he unfortunately passed away from it. 

Sensitivity training.  Participants suggested that sensitivity training for health care 

professionals was another way disability awareness could be achieved.  Sensitivity training 

outlines appropriate ways to interact with people with disabilities.  One participant stated: 

…what to do when you see somebody who’s disabled – obviously disabled.  …what to 

do, and what not to do.  … because … people are just either overwhelmed with seeing 

somebody in a wheelchair, or they do absolutely the wrong things and say the wrong 

things and they hurt people’s feelings … or hurt them physically.   
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Electronic medical record.  One participant provided an example where electronic 

medical records were used to relay disability information to health care providers prior to a 

medical encounter:  

…with electronic medical records - now on my medical records, it says clearly that I am 

visually impaired and that I have a service dog.  So I’ll give you an example.  I went for 

my biopsy last year.  And the nurses were all excited in the recovery area, because they 

wanted to meet my guide dog.  And they had never seen me before.  But of course, 

Finnegan was at home.  I was caning it only.  And they said, “Well, you could have 

brought your dog.”  I said, “no.” … it would have been more work than it was worth. 

…it’s like doing a presentation, right?  Understand and know your audience.  And I think 

… that needs to be better communicated … in the health care world.  And that means 

everything from, you know, checking in … administration or whatever, right through to 

… people providing care for [you]. 

Planning for Future Health and/or Illness 

Participants believed that planning for future health and illness involved financial 

planning, researching health issues, and informing health care providers of advance care 

planning decisions once decisions have been made. 

Financial Planning 

Financial planning could involve savings or purchasing medical or critical care insurance.  

Some participants are anticipating that they will lose their present support e.g. loss of a spouse or 

loss of support through the Self-Managed Care program if their care needs exceed allowable 

limits.  One participant relayed his concern: “…what quality of care do you want, going 

forward?  …and what’s it gonna cost, and who’s gonna pay for it?” 
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Funeral Planning 

Some participants felt planning a funeral was a component of planning for future 

health/illness.  One participant stated:   

…41 years being quadriplegic … it’s really hard on your body.  So I think I’m starting to 

plan out … what the next steps would be and … that if something should happen to me 

… what I’ve done now so far … is I’ve actually gone out and pre-paid for … funeral 

arrangements….  

Research Health Issues 

Other participants identified conducting research to become informed about health issues, 

in order to make good health decisions, is an important part of future health planning: “you need 

to do some research and find out as much of the issue as possible.” 

Informing Health Care Providers of Advance Care Planning Decisions 

Participants stated that informing health care providers of their advance care planning 

decisions is an important step once advance care planning decisions have been made.  One 

participant explained:  

I think I gotta communicate … and have the legal documentation prepared and filed with 

my family doctor and my … home care … co-ordinator.  …and have it followed at the 

hospital.  I mean, now, everything’s on computers … the minute that … my first contact 

with the medical system  through … 911 and [then] – they know.  It’s all clear – 

computerized, so….   

One participant devised an emergency contact list and informed attendant care staff of the list in 

case of health emergency. 
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Aging with Disability 

Aging with disability emerged as participants’ second main concern.  Participants are 

anticipating a change in future care or support due to an increase in disability and/or a decline in 

health.   

Considerations While Aging with Disability  

Participants discussed their concerns regarding aging with a disability.  Most participants 

thought that aging and having a disability such as paralysis and complications from diabetes and 

multiple sclerosis, would likely contribute to health decline.  Some participants thought their 

disability could shorten their life expectancy:  

I have neuropathy, which is the nerve endings are damaged in my feet.  So I would say, 

probably within the next year or two, I’ll probably lose my feet.  Once you lose your feet, 

you’ve got five years to live, that’s the rule of thumb.  So, I’m a lot closer to leaving the 

earth than most people, and I’m almost 60 – I’m 59 and a half, as the little kids would 

say.  So … I don’t have much longer….   

Participants realized that the inability to care for one’s self may be more immediate due 

to aging or illness.  Participants were questioning how to manage day to day and long term with 

deterioration in their health and/or increase in disability.  One participant detailed his concern, 

“…I’m seeing an ophthalmologist tomorrow.  And it’s scaring the pants off me because if I have 

to go for eye surgery, and I lose any sight, I lose hearing, again.  And my world will come 

tumbling down.”   

Participants are concerned about becoming mentally incapacitated.  Three participants 

have experienced decisional incapacity with previous health crisis, and have come to know the 

importance of documenting their wishes while they are able.  One participant stated that 
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documenting his wishes allowed him to maintain independence in case he could not speak for 

himself, “…I want to have my … independence – providing I can’t speak for myself which has 

happened before.”  

One participant has a family history of Alzheimer’s and is concerned about how he will 

manage in the event of cognitive decline.  This participant relayed his concern:  

But now I’m to the point where, how can I manage myself if my mind goes?  With 

Alzheimer’s, with two parents that had Alzheimer’s, my risk is a lot higher than the next 

person’s – if … none of their parents have it and – or one had it … or whatever.  

Of the participants who have experienced loss of cognitive capacity due to illness, none of them 

have documented their wishes. 

Assessing abilities and limitations.  Some participants believed that assessing their 

respective abilities and limitations was an important step in monitoring change in their health 

over time.  Balancing one’s abilities and limitations with a desire for independence has become 

an important part of their monitoring process.  One participant explained: 

…with everything that we’ve done thus far, like I’ve been able to secure getting a power 

wheelchair last year, which has actually increased my independence in some respects … 

the advance planning things have – have actually been turned around, ‘cause that took a 

great deal of … change within myself to actually even accept going from a manual chair 

to using a power chair … because to me, that was a really … marked … indices that I 

was … becoming more disabled.  And so I fought that one for quite some time.  …but 

you know, having embraced it … I’m really quite surprised at what it’s done for me.  I 

should have got one years ago. 
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Anticipating future change in care.  An anticipated change in care needs, due to a 

change in health, has prompted some participants to ponder how care will be provided if a 

change occurred in the support currently provided either by their spouse and/or through the Self-

Managed Care program.  One participant wondered what future care could look like:  

…when … I’m unable to look after myself … whether I’m critically ill or not … and if 

___ [wife] is unable … either because she’s not here, or she’s unable to, just because 

she’s old too … what do we do – or what do I do, or what do we do together?”  … you 

can hire somebody in….  

Some participants thought future planning may involve a change in current living 

arrangements.  For other participants who presently rely upon support from both their spouse 

and/or the Self-Managed Care program, an increase in care needs will mean that 

institutionalization will become a more likely outcome.  One participant stated,  

I would need to have … night and day… somebody … helping me.  “…I wouldn’t be 

able to do it by myself.  So I’d either have to go into a home.  [A] group home.  Or … 

possibly … an institution of some sort.  …long-term care, maybe.  And that would be … 

depending upon how bad … an attack would be…. 

For many participants, institutionalization is not a desired alternative.  One participant 

stated: “…a fear – and you know, I suppose I might have is … [the] proverbial warehousing … 

of elderly people.  You know, and I’ll be an elderly person at one point.”   

Future Living 

Being able to afford care and support comparable to the care and support which they are 

presently receiving is a concern for participants.  One participant believed doctors are not 

familiar with the cost of care, access issues, and the ways to navigate alternate care systems for 
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people with long term disabilities.  He has not been able to obtain short term respite care in 

Alberta each time he has requested it in the past twenty years.  He is concerned that long term 

care space will not be available in Alberta in the future if he needs it.  He described his 

experience and concerns about finding care when he needs it:  

…doctors … they talk … sympathy.…  But they don’t actually know anything about 

advanced home care.  They don’t know anything about … temporary housing … for 

people that are incapacitated.  They don’t know anything about long-term, chronic … 

care.  For somebody… [what] it means - financially to that individual, what that means 

financially to the system.  And where would [patients] go?  And how would they go 

about getting in there?  [Doctors] know nothing about any of that stuff.  ...the way the 

system is set up … right now … in the news all the time that … there are no beds, long-

term beds, for people like myself who may need them … down the road.  …there simply 

aren’t any around.  ...if there is one, I might have to go up to Edmonton to get it.  And I 

don’t think I’d wanna do that.   

Age in place.  One participant contended that health care providers are not considering 

alternatives to long term care for people with high care needs.  One participant suggested that 

alternatives to long term care need to be considered for people to age in place:  

…my experiences with … medical practitioners, [is] that they wanna push long-term 

care.  ...we’re building more and more of them in Calgary and … my term [for this] is … 

warehousing people and I don’t think that’s the solution.  I think that keep[ing] … people 

in their homes, making … adaptable housing so that the – the house can change with the 

person, whether it’s … railings or just lifts to … bathrooms, stoves, wheel-in showers, 

whatever the case may be.  I think … these medical practitioners need to understand … 
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institutional living is not the only answer.  And I don’t think that … is thought about 

enough out there.   

Co-operative living.  Some participants were considering alternatives in future living.  

Co-operative co-housing was one alternative discussed.  Co-operative living arrangements 

involve private living and common shared spaces with options for shared care within a 

community of support:  

Now that … I’m in the situation that I am, and I need the amount of assistance I already 

do … like I said, unless I can continue to hire privately … and/or start a … for lack of a 

better word, a … communal living environment where there’ll be … people with other 

spinal cord injuries, and we share the care.  And so it’s sort of like a group home, but not 

really like a group home.  … I’ve certainly thought about that as well, and talked about 

that … with other people that I know with spinal cord injuries, for the same reason: to be 

able to keep us in our home … with the care that we need for as long as possible.   

Advance Care Planning 

Participants have a broad understanding of advance care planning.  Participants likened 

advance care planning to ‘an aging plan’, ‘advanced health planning’, ‘future health planning’ 

and ‘disability management’.  One participant did not elaborate but stated that “advance care 

planning is different for people with disabilities”.  Participants identified advance care planning 

to be an important process, which involves outlining preferences for care.  Some participants 

stated that advance care planning relates to specifying preferences for care at the end of life.  

Other participants identified advance care planning as a means to minimize conflict when 

disagreement amongst family exists regarding a loved one’s care.  One participant detailed his 

intent to complete an advance care plan in order to avoid family conflict:   
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So, having that piece of paper … is quite important to have completed.  And having 

been through all of this, I still haven’t got it done.  So, I need to … set a fire under my 

backside … and finish that process, so that if ever I’m in a scenario like that, that my 

family isn’t in conflict and my wishes would be followed through on.   

Participants identified advance care planning as a means to avoid a negative end of life  

experience.  All participants identified advance care planning as a legal process.  Some 

participants believed that advance care planning included financial matters and estate planning, 

while other participants thought that advance care planning involved funeral planning.  

Participants identified advance care planning as necessary.  Some participants believed that 

advance care planning was an iterative process that must be revisited over time.  Finally, some 

participants believed that advance care planning was a way to maintain control over decision 

making.   

Previous Experience with Advance Care Planning 

Most participants had experience with a loved one who was unable to make medical 

decisions.  One participant described making decisions on behalf of his mother: 

My brother and I would discuss it.  And he would be … the mouthpiece, if you will.  He 

would be the voice. …we would talk on the phone.  I trusted my brother and I still do. 

And I trusted him to make the right decisions.  He’s made a – a few incorrect decisions, 

as I have.  But in – in the overall picture, I think he did the best he could.  And ah, my 

mother was comfortable with that.  She didn’t necessarily like the decisions, but she 

knew that the alternatives were very, very few. 

All but two participants had engaged in advance care planning conversations concerning others, 

most of which concerned their ill or aging parents and/or parents at the end of life.   
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Common elements.  Some common elements emerged from participants’ previous 

experience with advance care planning.  Participants supported loved ones who were surrogate 

decision makers for others.  Some participants considered the end of life experience of others 

when devising their own advance care plans.  Participants experienced conflict amongst family 

when a loved one’s wishes for care were unknown.  Participants experienced difficulty in 

initiating advance care planning conversations proactively and/or in times of crisis.   

Supporting loved ones in time of crisis.  Most participants provided support via visits 

and telephone calls to others who were surrogate decision makers for someone else.  One 

participant described how she supported her mother who was a surrogate decision maker when 

her father was ill:  

…I couldn’t go … as easily as I did - I talk to my mom every single day.  …and would 

get updates from her, in regards to what was going on and what was the doctor saying … 

and what was the prognosis and all those kinds of things.  …and I also knew … of the 

friends and support system that she had there, they would also call me.   

One participant provided support to a relative who had been ill through their recovery and 

adjustment to surgery following treatment decisions made on their behalf when they were unable 

to make their own decisions.  This participant explained how he provided support to a loved one 

through his recovery:  

…so it’s … a matter of listening to him and trying to support him … when he becomes 

conscious, you know, which he did[.]  …these [health care] decisions … were made 

while he wasn’t able to.  And then … listening to him … go through the stages of … 

anger and frustration … to … “well, you know, I’m still alive[.]  
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End of life experience of others.  Participants have considered the end of life 

experience of loved ones when making their own advance care planning decisions.  One 

participant described how his previous experience guided him in making decisions in his own 

advance care plan:  

You … think of your own beliefs and your own experience in terms of … how did … end 

of life go or not go with your parents or family or whatever.  …so based on your 

individual life experience, coupled with your own feelings and values, I think we all 

determine … what we want done or not done.   

One participant relayed a positive end of life experience of a loved one and attributed the 

positive experience to one’s wishes having been known and respected.  He stated:  

I had an uncle [who] … had … esophageal cancer.  …everything changed so drastically 

for him.  He did end up passing from it.  But … having his wishes respected as to kind of 

how he wanted to be as independent as he could, as long as he could. 

Participants relayed negative end of life experiences of a loved one, and attributed the 

negative experience to the loved one’s wishes not being respected.  One participant stated: “So 

everything he wrote – everything that he did, didn’t come into play, because they just let him 

die.”  Other participants relayed experiences where loved ones wishes were documented in a 

personal directive however, the instruction outlined in the personal directive did not provide 

enough direction, and questions remained concerning their loved one’s preferences for care.  One 

participant recalled trying to guess what his father’s preferences for care would have been at the 

end of his life:  
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…what I think I wanted to propose was, okay, so he’s not so well.  ...we could 

probably procure care – and even if it was 24/7 care, you know … which would cost … 

would it be nicer ah, if he was brought home? 

Unknown wishes.  Some participants experienced conflict amongst family members 

during the end of life experience of a fellow family member.  Half of participants have 

experienced situations where their loved one’s end of life wishes were not known.  One 

participant noted:  

…my father was sick for a very long, long time.  ...there actually came a time where he 

was put on intravenous and all of this to keep him … alive.  And he – we would find the 

tubes got pulled.  And we knew he was doing it.  So he was very clear … in that sense.  

Or at least, we took it to be that – that he … was making a decision that he didn’t want 

this kind of end of life support. 

Participants expressed difficulty in making decisions on behalf of others when their 

wishes were unknown due to either unexpected loss of ability to make decisions due to aging or 

at the end of life.  One participant described the difficulty he experienced in making decisions on 

behalf of his father in law:   

And it’s more that you have to ask a very pointed, you know, closed-in questions to get 

any type of conversation.  ...so you know that the cognitive abilities … aren’t necessarily 

the best.  …at what point are they capable or not capable of making an informed 

decision?  Hard to tell.  …it’s definitely a … concern – a stressful concern.  

Few participants had completed a will or either a personal directive or power of attorney 

due in part to wanting to relieve family of the burden of medical and financial decision making.  

One participant claimed that the significant time commitment and expenses often associated with 
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attending to the final matters of another could become a complicated and difficult situation.  

This participant noted:  

…if you’ve ever had the misfortune of seeing … or be aware of somebody that passes 

away with no will, no final directive … no life insurance … it is exceptionally 

challenging and arduous for those people that you leave behind.  Right? ‘Cause it’s just 

… it’s a legal mess.  …it takes hours and hours of time, and it takes, unfortunately, way 

too much money. 

All participants recognized that one’s preferences for care need to be documented, 

signed, and legalized in order to be enforceable.  One participant stated: “…I also realize if it’s 

not in writing and signed [it] … may or may not be carried out.” 

Initiating advance care planning conversations.  Some participants experienced 

difficulty initiating advance care planning conversations with family either proactively, or in 

time of crisis.  One participant described the difficulty he had in initiating an advance care 

planning conversation: “I sort of posed the question, maybe not so well … what I said and … 

how well I expressed it is … a whole different story.  So what they understood is … well, maybe 

something completely different.”   

Participants recognized that advance care planning is a sensitive topic for some people 

and further recognized that it is important to consider the readiness of others when initiating 

advance care planning conversations.  One participant explained:  

…through having so many crisis … events happen in our family, we’re all pretty good at 

opening and talking about these things.  But we tend to do it only when we’re in the 

midst of the crisis.  …I know that when we get through that, we kinda wanna 

compartmentalize that.  ...I generally have to be mindful of context, ‘cause I’ll bring up 
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that stuff and it may be at an emotionally wrong time or what have you with family.  

But um, I do know that I tend to talk um … quite heavily or deeply, rather um, than the 

average bear.  And … at times, it puts my family at ease and other times it, I think, 

generates anxiety for them.  But … it is something that we do talk about quite a bit. I just 

– I need to pull their teeth more, as far as getting that information more out of them.  

Context.  Participants discussed the impact that context has on decision making.  One 

participant believed that making decisions for oneself was ‘easy’ and recognized that making 

decisions for others could be difficult.  One participant noted:  

I also think that it’s much different, when you think about it for yourself, it’s easy.  But 

when you think about it for … somebody that you love, like your husband, or your kids – 

which I haven’t really wanted to think about it for my kids, but my husband, oh – I’m 

thinking, “would I wanna make that decision for him….” 

Participants identified several factors that could complicate the decision process.  Making 

advance care planning decisions may be difficult because advance care planning necessitates 

making decisions when the specific medical context may not be known.  Participants stated that 

having advance care planning conversations is best when one is feeling well, and at a time before 

a crisis is ideal, so that one has time to think because making in the moment decisions can be 

emotional and stressful.  One participant stated:  

I think it is important for every person.  But I don’t think, again, people know that it’s 

important, until it’s maybe on top of them, and then they’re not – they don’t have the 

wherewithal … or the ability to be able to sit down and think about those decisions and 

write them down, because they’re just too busy trying to get through day-to-day stuff. 
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Another participant similarly described how having decisions outlined in an advance 

care plan can alleviate some of the stress associated with in the moment decision making: “…it’s 

already … a highly emotional and stressful situation.  So, if … I can … alleviate … one level of 

decision-making, and say, “no, this is what I want,” then … it’s easier.”  One participant said that 

he did not want to think about not feeling well or the end of his life: “There’s so many other 

[things to think about] … that you – you don’t wanna think about … passing away or having 

poor health.”   

Steps in Advance Care Planning   

Participants discussed the steps they have taken in the advance care planning process.  

Participants were thinking about advance care planning or have chosen a surrogate decision 

maker, but few have documented their advance care planning decisions.  Participants made their 

opinions known regarding physician assisted suicide; reiterated that they were capable of making 

their own decisions, and relayed their concerns over whether or not their wishes for care would 

be followed.  Participants supported health care provider initiation of advance care planning 

conversations.  Participants identified what they hoped they would achieve through the advance 

care planning process.  Most participants knew where and how to access advance care planning 

information, and all participants would recommend advance care planning to others.   

Thinking about advance care planning.  All participants were thinking about advance 

care planning.  Living with a disability for most of their adult lives, aging, witnessing others 

having health issues, and uncertainty regarding their own future health has prompted participants 

to think about advance care planning.  One participant stated: “…I think it’s important for – for 

most people, and I don’t think that they think about it.  And I certainly haven’t either, up until … 
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I was injured.”  One participant described how aging with a disability has prompted him to 

think about advance care planning: 

…so I wanted to put in place something that … I guess it’s just a matter of being a little 

bit more proactive.  And … coming to the realization that, you know, you are 40 – 41 

years into … your injury and … rehab and aging and … all the stuff that goes along with 

aging … the aches and the pains … a lot of the people that went through the rehab 

process with you … they’re all starting to – to kind of pass away … and have more … 

health care issues … on top of that, so … it’s just taking a look at the surroundings … 

and I think moving on that.... 

Making decisions while able has prompted one participant to begin the advance care 

planning process.  This participant stated:  

…I don’t have any other disabilities.  And so, it seemed like it was a good time … to look 

at this, while you could still think about it and … were still young enough – and I’m 

thinking you know, mid-forties to fifties by the time we got around to it – not that you 

couldn’t do it earlier. 

Some participants began thinking about advance care planning proactively because it was 

‘a good thing to do’.  The recent death of his parents prompted one participant to begin thinking 

about advance care planning for himself.  One participant said that her involvement in discussion 

of end of life issues as part of her work with an advocacy group prompted her to think about 

advance care planning for herself.  Relieving loved ones from the burden of decision making was 

the reason cited by participants which prompted them to think about advance care planning.  One 

participant explained:        
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But I think that’s the – the whole point of – of advance care planning, is to not make 

people make decisions that they have no idea what you want.…  I don’t want people to 

feel guilty that they might have made the wrong decision.  

Talking about advance care planning.  All but one participant have had advance care 

planning conversations with loved ones during which made known their own preferences for 

care.  One participant noted: “I have thought about it.  And I certainly have um, discussed it with 

people.  But I have not gotten … to the stage of actually putting it in writing.”  

Choosing a surrogate decision maker.  Nearly all participants have chosen a surrogate 

decision maker.  Married participants have chosen their spouse as a surrogate decision maker.  

One participant described choosing his wife as a surrogate decision maker: “…we have talked 

about it.  ... I know what she wanted, and I think she knows what I want.  And I trust her 

implicitly.”  All married participants with children have chosen their adult children as surrogate 

decision makers in the event their spouse is not available.  Most married participants with 

children have had advance care planning conversations with their children, informing them of 

their decision that they have been chosen as surrogate decision makers.  Of the participants who 

are not married, two participants have chosen their siblings as surrogate decision makers.  One 

participant has chosen a friend, preferring to relieve the family from the burden of decision 

making.  One participant has chosen a parent as a surrogate decision maker.  One participant has 

not chosen a surrogate decision maker, and one participant does not have someone who could be 

a surrogate decision maker.  This participant detailed his concern over not knowing any possible 

surrogate decision makers:  “…I honestly don’t have anybody.  I’m – now I’m starting to get 

semi-paranoid about what – what could happen.”   
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Consistently, participants identified trust as an essential component when choosing a 

surrogate decision maker.  Ensuring the surrogate decision maker understood one’s preferences 

for care was necessary for participants to know that they could trust in the chosen person to 

honour their instructions in the face of family conflict.  One participant describes choosing a 

trusted friend to be her surrogate decision maker:   

So I have picked a friend of mine that um, I am really close to.  And he is aware.  Again, 

it’s not written down, but he’s aware that he’s the person and he’s good with that.  …we 

have known each other for a long time, so he knows exactly….  But if there was some 

disagreement between what my wishes were and what my family wanted, he would be 

strong enough and not shy away from what was written down.  He would say, “this is 

what ___ … wants.  Here it is in writing.  And so, this is what we’re doing.”  So … he 

would be strong enough to do that, as opposed to um, caving under – under pressure.  

Documenting advance care planning decisions.  Being preoccupied by the “day-to-

day” and never “getting around to it” were the two reasons most frequently identified by 

participants as barriers to documenting their preferences for care in a formalized advance care 

plan.  One participant explained: “So many people … that I know of, that have spinal cord 

injuries … it is day-to-day kind of thing, so they’re not thinking about … what’s gonna happen 

down the road.”  Another participant stated he has not gotten around to it:  

…we don’t have a legally valid will at this point.  …it’s … on the list of things to do. 

…and we really should.  And we know we really should, but … we talk about it … I just 

never quite get around to it.   

Not finding the time to have advance care planning conversations with potential surrogate 

decision makers was another reason one participant provided.  One participant with a spinal cord 
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injury said that difficulty in completing paperwork deters him from documenting his wishes.  

One participant found the legal costs associated with obtaining legal counsel to facilitate 

completion of an advance care plan to be prohibitive.  Being “not old enough” to need an 

advance care plan was another reason one participant provided for not documenting their 

preferences in an advance care plan.         

Physician Assisted Suicide    

The topic of physician assisted suicide, as it was referred to by participants, which 

became new legislation titled, “An Act to amend the Criminal Code and to make related 

amendments to other Acts (medical assistance in dying)” (S.C. 2016, c. 3) dominated the news 

during the time interviews were underway.  Some participants initiated discussion of this topic 

and expressed their opinions regarding physician assisted suicide.  One participant said that he 

was reluctant to document his preferences for care fearing that his written instruction will be 

followed without consideration of current medical context, which could result in care or 

treatment being withheld too early.  He is relying solely on his wife to make ‘in the moment’ 

decisions because she would be better positioned as surrogate decision maker to honour his 

wishes for care, having knowledge of his current medical condition.  He outlined his concern:  

I’m not prepared to put it in writing, to say that if I become a vegetable, you have to 

define what “vegetable” is.  You have to define what the limits are – and I – I don’t have 

that expertise to do that.  I do not want to be connected to machines to survive.  I’ll be 

connected to machines for a temporary period, but if I’m gonna be connected to a 

machine for the rest of my life, forget it.  I think that that is not what the human being is 

about.  …do I believe in assisted suicide?  That’s a question I can’t answer at this 
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particular point.  …I don’t want to answer it for somebody else, and as far as my role is 

concerned, I can’t, at this particular point, define that. 

Another participant is also relying on her spouse to make ‘in the moment’ decisions on 

her behalf, having knowledge of the current medical context, because she knows that the 

potential exists for recovery from illness or injury.  She explained: “…a serious illness could get 

better.  It might not … it could be terminal, but it could get better.  So … at the first point, you’re 

not thinking that you can’t get through it.”  

Participants said that they could endure treatment and were willing to live with increased 

functional limitation to the point of cognitive impairment.  One participant detailed his 

experience with previous cognitive impairment which provided a point of reference for him to 

make decisions for his future care:  

I need to get that on paper, so that if I go through an event like that, and I come back 

with, you know, very limited cognitive function that they don’t pursue.  …don’t do 

heroics, if that’s all I’m gonna come back with.  I’ve been able to bounce back from a lot 

of injury.  But there comes a point where if it means that there is such low quality of 

life…. 

Decision Making in Advance Care Planning 

All participants believed that they are capable of making their own decisions regarding 

their present health and health care, as well as their future health and health care and future living 

arrangements.  One participant described his intention to continue to make his own decisions: 

“Because I also sometimes think that … medical practitioners … they don’t have the power per 

se.  We should have our own power of ourselves.  We … should be the decision-makers of 
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[ourselves] … while we can.”  Another participant identified the importance of people having 

advance care planning conversations and making decisions for themselves:  

So I think that now this – this type of … discussion and planning and [every] option is 

available, I think … it is only fair and proper that you start having those discussions with 

the individuals themselves and not just the medical profession.   

One participant was planning to let his primary health care provider know that he is 

capable of making his own decisions.  This participant noted: “…I’m gonna have to have a 

conversation with him … just basically tell him that … I’m in a wheelchair … I can think [for] 

myself.”  Another participant highlighted the importance of having the necessary information in 

order to make decisions.  She explained: “...to this point in my life, I’ve been able to make my 

own decisions with the right information.  And they don’t need to make assumptions about what 

they should be.”  

Participants believed that physicians have a role in medical decisions regarding one’s 

care but end of life decisions are the patient’s and family’s decisions first.  Some participants 

believed physicians could inform the decision process when medical information is needed 

regarding the patient’s health or when weighing risks and benefits to treatment.  One participant 

identified when medical professionals should become involved in the advance care planning 

process:   

…in a general rule, I do.  I see it as, they come from a medical perspective, and that’s 

what – and they probably should, because that’s their job.  But a personal directive for … 

end of … life planning, is … something that I think should start with a family.  And then 

when medical … information is needed, they can bring in the medical profession. 



 

 

78 

Another participant wants physicians to provide information regarding his medical 

condition, but trusts that his wife will make care decisions on behalf of her husband if he is 

unable to do so.  He explained:  

…I don’t want them to make … those decisions.  …I want them to give the input on my 

health conditions, and how it – it will affect … what I can and cannot do.  And ___ [wife] 

will decide where I’m going to go. 

Participants understand physicians may need to have control over treatment decisions in 

cases when the physician is appointed surrogate decision maker, or in cases where no one had 

been designated or was available to be a surrogate decision maker.  One participant noted:  

…when it comes to the personal decisions like these ones, I think they can certainly 

weigh in on them.  But I don’t think – unless they – a person hasn’t made their wishes 

known or made a plan or perhaps for whatever reason, don’t have anybody else to speak 

for themselves – they happen to be alone – then somebody has to make the decision. 

Concern Over Whether Wishes for Care Will/Not Be Followed 

When asked “how concerned are you that your wishes might not be followed?” some 

participants responded saying they are concerned that their wishes for care might not be 

followed.  Some participants are concerned that their wishes for future care might not be 

followed because their choice in future living or for care could be constrained by financial 

considerations.  One participant detailed his concern:  

…putting things in place and saying, “hey look, this is what I want,” but… it doesn’t 

really do any good anyways.  So it’s where I write a personal directive and something 

happens to me, my care, it turns out high – what is the medical system going to do to me 

anyways?  If I exceed more than 48 hundred dollars a month … I don’t qualify for self-
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managed care anymore.  Now I have to … go into institutional care.  Because I exceed 

the [allowable budget for care].  That’s - medical practitioner[s] [making] the decisions. 

This participant knew of someone who was able to make his own living and care decisions, but 

when the cost of care exceeded allowable limits on the Self-Managed Care program, his 

preferences for care were superseded by Alberta Health Services which institutionalized him.        

One participant said she would be very concerned if she outlived her family or chosen 

surrogate decision maker and she were left to rely upon health care providers to make decisions 

concerning her care.  This participant noted:  

I have family, and … I would be seriously concerned if I outlived my family.  …I think 

they would do what I wanted.  I’m not always sure that … medical people would.  ...I’m 

not saying they wouldn’t.  But I would be less trusting that they would, because … they 

come from a different perspective.  ...but I think that’s why you have … advance care 

planning, is so that you have somebody that can look after those needs … for you, and 

you get people that you trust.   

Some participants are not concerned that their wishes for care might not be followed 

because they are trusting in the surrogate decision maker they have chosen to honour their 

instructions.  Other participants have confidence in the decisions they made during the 

completion of the advance care planning process.  One participant explained:   

…given all the time … and energies that we’ve spent on this, ah, I wouldn’t have any 

concerns at all.  At this point … I would think that my wishes … are well-known and 

documented and that my family would act … based on my requests.   

Concern over their instruction not being followed is lessened by ensuring the person 

chosen to be the surrogate decision maker understands one’s wishes.  One participant explained: 
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“…and to have [my wishes] understood by … the people you know, named on it as … 

executors or facilitators …  whatever you call them.”  One participant felt that if their chosen 

surrogate decision maker was unable or unavailable to make decisions on their behalf then they 

would have to trust in the health care system to honour their wishes.  He explained: “I have to 

trust the people around me.  If I don’t have them around me and I have to trust the system, 

there’s not much I can do about it.” 

Health Care Provider Initiation of Advance Care Planning Conversations  

Most participants supported health care providers initiating advance care planning 

conversations.  One participant stated: “I think they should be asking that kinda stuff.  I think … 

it provides good direction … as well.  …my doctor’s never asked me about it…”  Participants 

most frequently referenced their primary health care provider with whom they have a 

relationship, as the most likely person they would expect to initiate advance care planning 

conversations.  One participant noted: “…my GP person that … I … have some relationship with 

… I think that’s a very valid part of their role.”  Another participant provided an example of how 

a primary health care provider might initiate an advance care planning conversation:  

…when you’re just going for an annual checkup or just going for a med check with your 

family doctor, perhaps your family doctor should just … say… as a conversational 

opener, “have you thought about it?  Because at least then, you’re thinking about it – or 

hopefully, thinking about it as in my case, I think about it.  I just haven’t written it. 

Two participants did not support health care providers asking people to participate in 

advance care planning either because they believed health care providers adopt a medical 

perspective or do not have the time to facilitate such conversations.  One participant detailed his 

concern: “they’re getting too close to the people that are going to die and how they’re going to 
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die. …I would not put that in their hands.  Not at all.”  Another participant stated he did not 

support health care providers asking people to participate in advance care planning and provided 

the reason that health care providers adopt a primarily medical perspective and he noted: “…I 

don’t think so.  Because … [health care providers are] … coming from a total medical model 

[perspective].  And … they’re not coming … from a humanistic point of view.” 

Most participants have not had advance care planning discussions with a health care 

provider.  Some participants identified ‘lack of time’ as the main reason health care providers 

have not initiated advance care planning discussions with them.  One participant stated: “… 

they’re too overworked.”  Another participant stated that he prefers to focus on his present health 

and he thinks this is the reason his primary health care provider has not initiated an advance care 

conversation with him:  

I think I’ve gone about it… you know, almost backwards….  To where I started … from 

the end, so … you know, what’s gonna happen at time of death, or time of passing, to … 

okay, well I’m still here.  You know, what do I do - have to … you know, not get to that 

point as fast…  

Hope to Achieve Through Advance Care Planning 

When asked about what they would hope to achieve through the advance care planning 

process, participants relayed what they hoped would be achieved by advance care planning and 

in some cases, what they hoped to have achieved were also benefits to advance care planning.  

One participant stated that he hoped advance care planning would provide a means for him to 

voice his wishes for care.  One participant stated: “…I guess at least be heard … somehow.  I 

mean, this is what my wishes are.  That’s … the reasoning in itself. It’s what I want my final 

days to look … like….”  Some participants said they hoped their wishes would be clearly 



 

 

82 

communicated.  One participant noted, “…what would I hope to achieve.  …just to… have it 

clear – clearly communicated to people … who are in the institutions – like hospitals … my 

family doctor … the home care people.”  One participant hoped their wishes would be 

understood by both the surrogate decision maker and health care providers with the intent to 

minimize conflict and eliminate questions about their care.  He stated, “…if you can … facilitate 

your – your last wishes, and make them well-known, then … there shouldn’t be any ethical or 

whatever other questions um, revolving – based on your care.”  Another participant said that he 

would hope to gain more clarity about his decisions as he goes through the advance care 

planning process and he noted: “…clarity in my own mind about … what I think I would want.”  

Several participants said that they hoped engaging in the process of advance care planning would 

provide them with peace of mind feeling that having an advance care plan would ease the burden 

of decision making on loved ones.  One participant noted:  “…I guess just … wanting to alleviate 

the pain and … the frustration … and the work for somebody to do that on your behalf later on, 

then if you can do it now….” 

Access to Advance Care Planning Information 

All but one participant believed that they were able to access advance care planning 

information.  Participants described a variety of strategies or experiences in accessing advance 

care planning information.  Some participants stated that they would search online for 

information.  Two participants stated they were guided by previous professional experience and 

so they knew where to look to access advance care planning information.  Some participants said 

they had sought a lawyer to obtain advance care planning information.  Other participants said 

they could obtain advance care planning information through the Self-Managed Care program.  

Some participants received advance care planning information from Alberta Health Services, one 
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as preparation to receiving a transplant, and another as a requirement to qualify to receive 

respite care.  Two participants stated they needed more information to complete an advance care 

plan.  One participant detailed his need for more information:  

It’s like, I probably need more information.  …there are probably facets to it that I am not 

aware of.  …how do I make myself aware of those facets?  …and I’m not even aware of 

… what … of a resource to – to draw on.  Say – you know, like there’s this personal care 

directive, or whatever.  Okay, but… you know, the ones I’ve seen are relatively 

straightforward.  I mean, you read them and say, “I don’t wanna be kept alive and you 

know what I’m saying, … it’s like a couple of paragraphs.  Maybe that’s all it is.  I don’t 

know.  But maybe it’s more nuanced than that, and maybe we’ve … acquired a bit more 

insight as to … you know, how to think about it or how to – you know, guide people on 

their thinking so they can … plan better for it.   

Recommending Advance Care Planning 

All participants would recommend advance care planning to others.  Most participants 

discussed living with disability and their adjustment to disability in response to being asked 

whether they would recommend advance care planning to others.  Some participants claimed that 

living a life with disability is possible.  One participant explained, “Because life still goes on. 

And life can still be quality, living with a disability.  You just have to get your mind around it.”  

Another participant stated: “But so many people … you’ve had an injury … well, life’s over. 

Well no, it’s not.  I mean … you’ll get over it eventually.”  Some participants recognized the 

importance of making their care preferences known because they manage significant health 

concerns arising from disability which sometimes require ongoing or intensive treatment.  One 

participant with paralysis described a condition he must manage from time to time:  
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I want to have … ah, that – what can be done, to be done.  ...I had a – tracheostomies. 

So, although um… they’re serious.  But they’re not … like part of … my condition as a 

quadriplegic, is my breathing, right?  …it’s just one of the conditions I have to 

manage…. 

Model of Theoretical Approach  

Figure 2 

The Model of the Theoretical Approach depicts how people with disabilities perceive 

advance care planning.  Participants were planning for their present and future health.  

Participants were planning to address barriers in health encounters, maintain choice in health 

encounters and their future living, as they age with disability.         

 

Figure 2.  How People with Disabilities Perceive Advance Care Planning 
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Legend 

 Size of circles represent importance to participants 

 Highlighted bubbles indicate the process of planning in areas where  

participants wanted to maintain choice 

 Arrows represent planning actions taken to achieve intended consequence 

 HCP – health care providers 

 ACP – advance care planning 

Explanation of Model of Theoretical Approach 

People with disabilities identified two main concerns arising from the advance care 

planning process: (a) barriers within health encounters, and (b) aging with disability.  The data 

supports the theory that people with disabilities spend a lot of time planning in order to maintain 

their ability to make choices in health encounters, in the advance care planning process, and 

aging with a disability.   

Planning for Present Health 

Taking care of self.  People with disabilities were planning for their present health and 

for their future health and illness.  People with disabilities were planning for present health by 

taking care of self.  Taking care of self involves making wise health choices, exercising, and 

seeking medical assistance when necessary.   

Health Encounters 

Hospitals create barriers.  People with disabilities were planning for present health by 

planning to address barriers that they have encountered or that they anticipate encountering in 

hospitals and in interactions with health care providers.  

Health care provider lack of awareness regarding disability.  Health care provider 

lack of awareness regarding disability has been identified as a concern by people with disabilities 

which is a problem that exists at all levels within and throughout the health care system.  People 

with disabilities experienced health care providers’ lack of awareness regarding disability in the 
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following ways: (a) medical model perspective, (b) negative attitudes/bias, (c) feeling 

disregarded, and (d) lack of sensitivity.   

People with disabilities encountered barriers in the health care realm when disability was 

unacknowledged and unaccommodated in their interactions with health care providers.  

Unacknowledged and unaccommodated disability limited their ability to participate in medical 

consultations and decisions concerning their care.  People with disabilities encountered barriers 

in accessing information which limited their ability to make informed decisions and provide 

informed consent.  People with disabilities have encountered physical barriers within hospitals 

which limited access to testing and facilities. 

People with disabilities have been able to mitigate the effects arising from the presence of 

these barriers by planning: (a) to develop and maintain a patient - health care provider 

relationship, (b) to access information to make informed decisions, and (c) to provide 

information to receive individualized care. 

Relationship with health care provider.  Some people with disabilities have developed 

a trusting relationship with their health care provider.  A trusting relationship is one that has 

developed over time, the health care provider has provided consistent care, and the health care 

provider has learned to regard the knowledge that the person with the disability has about his or 

her disability and the impact the disability has on his or her health.        

Plan to access information.  People with disabilities were planning to access 

information either prior to or during medical encounters in order to participate in consultations 

and maintain the ability to make informed choices concerning their care.   

Plan to provide information - receive individualized care.  People with disabilities 

were planning to provide information to health care providers in order to receive individualized 
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care in every day medical encounters and time of crisis.  People with disabilities 

recommended widespread health care provider use of electronic medical records as a way to 

address the barriers to information associated with inconsistent health care provider utilization of 

patients’ electronic medical record to document, access, and transfer information pertaining to 

patient disability.   

Planning for Future Health and/or Illness  

 Some people with disabilities thought planning for future health and / or illness involved 

financial planning, funeral planning, and researching health issues.  For others, planning for 

future health and / or illness involved informing health care providers of their advance care 

planning decisions once made. 

Aging with Disability  

Planning is one way people with disabilities maintained their ability to make choices 

about their future health.  Their main concern regarding their future health was aging with a 

disability.  People with disabilities did not know how aging with disability would affect their 

future health, and so they were taking steps to maintain their present health to have better future 

health.  People with disabilities were planning to maintain the ability to make choices concerning 

their future health, future care, and future living.         
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Future living.  People with disabilities must make decisions concerning their future 

living arrangements which will necessitate ongoing assessment of their abilities and limitations 

while balancing their desire for independence.  People with disabilities may require a change in 

present support due to increased disability, aging and / or health decline.  People with disabilities 

will need information about available and accessible living accommodation with affordable 

support, in order to make decisions about their future living and care.   

Steps in Advance Care Planning  

People with disabilities endeavoured to maintain their ability to make choices in the 

advance care planning process by thinking about their health and future care, having 

conversations with loved ones, and choosing surrogate decision makers.  Few people with 

disabilities have documented their wishes for future care.   

  Chapter Summary  

This chapter provided a detailed account of findings from this study.  Participants’ 

understanding of advance care planning was expansive and includes thinking and speaking about 

their preferences for care; choosing surrogate decision makers; and for some participants, 

documenting their wishes for care.  Advance care planning for participants also included 

planning for their present and future health.  Participants were planning for their present health in 

part by planning to address barriers in health encounters.  Participants’ concerns regarding their 

future health involving aging with a disability were outlined.  Finally, the theoretical approach to 

explain how people with disabilities perceive advance care planning was presented.  The next 

chapter includes a discussion of study findings, recommendations for practice and 

recommendations for future research.  Conclusions from the study are presented.                 
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Chapter Five: Discussion 

This chapter outlines participants’ efforts in the advance care planning process.  

Participants’ expressed two main concerns: barriers in health encounters namely, health care 

providers’ lack of awareness of disability, and aging with a disability.  Participants’ ability to 

make choices was an important theme throughout the study.  Participants engaged in planning as 

a means to maintain choice.  Self-Determination Theory, Self-management in Chronic Illness 

Model and the Collaborative Care in Chronic Illness Model are outlined, and their contributions 

to grounding this study’s findings are discussed.  These frameworks extend our understanding of 

the theoretical foundation of patient choice and the patient professional partnership, which was 

recognized by participants as an effective way to address the barriers encountered by people with 

physical and/or sensory disabilities in health encounters.  Participants’ efforts in planning as a 

means to maintain choice in all areas of their lives are detailed.  Participants’ second main 

concern of aging with disability is discussed.  The study’s research questions are answered and 

the conclusion from the study is presented.  Participants’ concerns are assessed against the 

Alberta Quality Matrix for Health and an area for improvement is identified.  Strengths and 

limitations of the study are identified.  Finally, recommendations from the study and 

recommendations for future research are presented.  

Theoretical Foundations of Patient Choice in Medicine 

The desire to maintain the ability to make their own choices permeated participants’ 

discussions throughout the study.  Participants wanted to make choices in their day to day living, 

in health encounters, in advance care planning, in future living, and in all areas of their lives.  

Participants were motivated to do whatever was necessary in this regard.  Maintaining choice is a 
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motivator for some people to engage in advance care planning whether they have a disability 

or not (Ho et al., 2013; Johnson, Butow, Kerridge & Tattersall, 2016). 

The reasons underlying participants’ motivation for wanting to maintain the ability to 

make choices were not pursued at the time of interviews.  Instead, participant responses centered 

on their efforts to address barriers they encountered in the health care realm.  Thus, this study 

examined how people with disabilities were addressing barriers to maintain choice throughout 

the advance care planning process.  Planning is the approach participants have taken up to 

maintain choice and address these barriers.  The discussion reviewing Self-Determination 

Theory, Self-management in Chronic Illness Model, and the Collaboration in Chronic Illness 

Model will explicate further the concept of choice, and how people with disabilities can be 

supported to maintain the ability to make choice in health encounters, and throughout the 

advance care planning process.   

Self-Determination Theory 

Maintaining the ability to make choices about their health, health care, and aging was 

consistently provided by participants as a reason to engage in advance care planning.  

Participants reiterated that physicians can inform decisions, but in the end, advance care planning 

decisions are personal decisions.  Elements of Self-Determination Theory provide insight into 

how people with disabilities can be supported by health care providers in health encounters to 

make autonomous choices concerning their health and care.   

Deci and Ryan (1980) developed a macro theory to explain human motivation known as 

Self-Determination Theory.  Self-Determination Theory is derived from empirical studies 

identifying the conditions in various contexts needed for people to thrive (Deci & Ryan, 2012).  

In order to thrive and maintain the ability to make choices, an environment must support 
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autonomy and help people to make autonomous choices (Deci & Ryan, 2012).  Self-

Determination Theory posits that autonomy, competence and relatedness are three conditions 

which need to be present for environments to be autonomy supportive (Ryan, Patrick, Deci & 

Williams, 2008).  Autonomy supportive environments are needed for patients to be supported 

within health encounters (Ryan et al., 2008).   

Autonomy.  Autonomy within Self-Determination Theory refers to “acting with a sense 

of volition and the experience of willingness” (Deci & Ryan, 2012, p. 1).  Health care providers 

within autonomy supportive environments respect patients and support patients’ involvement in 

their health care (Deci & Ryan, 2012).  Health care providers respect for autonomy involves 

respecting patients’ ability to make their own choices (Deci & Ryan, 2012).  Health care 

providers offer information to patients to facilitate informed choices (Deci & Ryan, 2012).  

Ultimately, respect for autonomy entails patients accepting responsibility for the choices they 

make concerning their health and care, and necessitates that professionals respect the choices 

patients make (Deci & Ryan, 2012).   

Autonomy supportive environments can foster the development of trust between patients 

and their health care providers.  When there is a trusting relationship with their health care 

provider, people feel supported to make decisions concerning their health and care, and people 

are more likely to take responsibility for their health in part, through the process of self-

management (Rutten et al., 2016; Williams, Deci & Ryan, 1998). 

Coercion is the opposite of autonomy and involves being controlled or pressured to think 

or act in a certain way (Deci & Ryan, 2012).  Coercion can manifest in the health care realm as 

compliance, which can sometimes result in patients feeling or believing that they have no choice 

than to do what they are told (Williams et al., 1998).   
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Competence.  It is important that people develop competence to be able to interact 

effectively with their environment; such interaction includes solving problems.  Patients can 

develop competence in their ability to explore alternatives to solve problems when supported to 

think and act autonomously (Ryan et al., 2008).          

Relatedness.  Understanding and respect for one another are key components of a 

trusting relationship between a patient and their health care provider (Ryan et al., 2008).  Patients 

are more likely to value information and recommendations provided by a health care provider 

whom they trust (Ryan et al., 2008).   

The elements of autonomy, competence and relatedness in the Self-Determination Theory 

highlight the significance of health care provider support to facilitate patient choice and increase 

patient engagement in health encounters.  When supported in health encounters, patients are 

better able to maintain motivation and engage in self-management behaviour (Williams et al., 

1998).                              

Self-management in Chronic Illness 

Participants articulated that the process of maintaining their health is ongoing. 

Participants were aware that the choices they make may well affect their health now and in the 

future.  Self-Determination Theory has established a link between individual behaviour and the 

impact on health (Kidd, 2012; Ryan et al., 2008; Williams et al., 1998).  An increasingly aging 

population and people living longer with disability have prompted a shift to care models 

incorporating increasing patient involvement in their care through self-management programs 

(Kidd, 2012).  People play an integral role in attaining and maintaining good health by making 

healthy choices daily which sometimes includes adhering to prescribed behaviours or medication 

protocols (Ryan et al., 2008).  Benefits of adherence to self-management programs can include 
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sustained maintenance of certain health behaviour and improved health (Ryan et al., 2008).  

Patients in self-management programs learn to develop the skills needed to monitor their health, 

identify and resolve health problems and thus, assume an increased responsibility for their health 

(Bodenheimer, Lorig, Holman & Grumbach, 2002; Novak, Constantini, Schneider & Beanlands, 

2013).  Despite the known benefits of self-management programs, studies continue to document 

challenges encountered by health professionals in motivating people to adopt lifestyle changes or 

strategies linked to improved health within such self-management programs (Kidd, 2012; 

Tielemans et al., 2014).  Attaining and maintaining health as a result of sustained health 

behavioural change are indications of success in a self-management program (Kooijmans, Post, 

van der Woude, de Groot, Stam & Bussmann, 2013; Ryan et al., 2008).  

Remaining motivated is an integral component of sustained self-management behaviour 

(Ryan et al., 2008).  Internal motivation requires that people ascribe value to a certain outcome in 

order to maintain a certain behaviour or health practice said to lead to such an outcome (Ryan et 

al., 2008).  Ryan et al. (2008) posited that: “According to Self Determination Theory, 

maintenance of behaviours over time requires that patients internalize values and skills for 

change, and experience self-determination” (p. 2).  People who are internally motivated are 

better able to maintain desired behaviour when their motivation is internalized (Ryan et al., 

2008).   

The Self-Management in Chronic Illness Model extends our knowledge further 

explicating how patients can be engaged in medical encounters through participation in 

information exchange, supported by making choices concerning their care, and taking 

responsibility for their health through the adoption of self-management behaviours.  Participants 

were motivated to maintain choice in all areas of their lives, have developed competence in self-
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management, and possess the skills needed to identify and resolve problems evidenced by 

their efforts in planning to address barriers in the health realm.  Blending the components of self-

management into a model which supports collaboration in care between the patient and health 

care provider, extends our understanding further of the trusting relationship participants describe 

as having with their primary health care providers.  

Relationship with Health Care Provider 

Participants are taking responsibility for their health.  Taking responsibility for one’s 

health involves making decisions, and taking steps daily that affect both one’s present and future 

health.  There is evidence within the literature of people with disabilities feeling that the onus is 

on them to take responsibility for their health (O’Day, Killeen & Iezzoni, 2004).  Participants in 

a qualitative study investigating the health care experiences of people with a range of disabilities, 

discussed the importance of developing a good relationship with their primary health care 

providers, and stated that the responsibility for developing a good relationship is the 

responsibility of both the patient and health care provider (O’Day et al., 2004).  Developing a 

good relationship with their primary health care provider is one way participants have identified 

as taking responsibility for their health.   

Half of participants identified that they have a good relationship with their primary health 

care provider.  Participants described a good relationship with health providers as a trusting 

relationship (Joseph-Williams, Elwyn & Edwards, 2014).  Participants described a trusting 

relationship with a health care provider as one which has developed over time.  Participants have 

received consistent care from their health care provider.  In addition, participants’ primary health 

providers have gained an awareness of disability and the longitudinal effects of disability, have 

learned how to accommodate disability, and by these means have provided individualized care.  
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Trusted health care providers value the knowledge that people with disabilities have about 

their disability, and the impact that their disability has on their health (Schenck & Churchill, 

2012).  This finding is consistent with the literature, which characterizes a good patient – health 

care provider relationship as one where patients feel listened to and their concerns are respected 

(Joseph-Williams et al., 2014).  Participants described taking an active role in maintaining their 

health by making wise health choices and working in collaboration with their primary health care 

provider to resolve health issues.  Participants identified that having a good relationship with a 

health provider can eliminate some of the barriers to communication, access to information, and 

participation in medical encounters.  Participants’ description of a good patient-health care 

provider relationship resembles a partnership (Bodenheimer et al., 2002; Bodenheimer & 

Willard-Grace, 2016).        

Collaborative Care in Chronic Illness Model 

Half of participants described having a good relationship with their primary health care 

providers.  Participants’ description of a good relationship mirrors a partnership with their health 

care provider which aligns with the ‘patient-physician partnership’, detailed in the Collaborative 

Care in Chronic Illness Model (Bodenheimer et al., 2002, p. 2470).  Developed by Bodenheimer 

and colleagues over 15 years ago, the Collaborative Care in Chronic Illness Model is still 

referenced; adaptions to the model have been made and implemented in the care of patients 

within the chronic illness domain (Bodenheimer et al., 2002; Bodenheimer & Willard-Grace, 

2016; Novak et al., 2013).  The Collaborative Care in Chronic Illness Model facilitates patients 

taking an active/proactive stance toward day to day and long term management of their health, 

which includes their interactions with health care providers (Bodenheimer et al., 2002).  Patients 

take responsibility for their health by taking an active role in their health.  Information is shared 
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reciprocally.  Professionals have medical knowledge and provide information to patients.  

Patients are respected for the expertise that they have acquired about their health, their 

knowledge of how disability affects their life, and the impact their disability has on their health.  

Professionals provide information to patients to facilitate informed decision-making.  Both the 

patient and the health professional share in the decision-making.  Through the self-management 

component, patients develop skills to become self-aware, identify problems, and seek 

information from professionals to devise a plan to solve problems.   

Within the Collaborative Care in Chronic Illness Model, patients are already internally 

motivated to take steps to address health issues (Bodenheimer et al., 2002).  The Collaborative 

Care in Chronic Illness Model includes the component of professionals teaching patients and 

assisting patients to solve problems (Bodenheimer et al., 2002).  Engaging people to become 

actively involved in health encounters is an important step in development of a true patient 

professional partnership (Bodenheimer et al., 2002; Novak et al., 2013).  Interestingly, 

participants in this study are already engaging in self-management behaviour, and actively 

engaged in making decisions that they feel will positively affect their present and future health.  

For example, participants are exercising, eating in a healthy manner, monitoring changes in their 

health, and seeking medical assistance when necessary.  

Traditional Chronic Care Model 

The Collaborative Care in Chronic Illness Model differs from the Traditional Chronic 

Care Model in several important ways.  In the Traditional Chronic Care Model, solving problems 

is the professional’s responsibility (Bodenheimer et al., 2002).  Patients need to be motivated to 

take action to address health issues, and taught to solve problems (Bodenheimer et al., 2002).  

The health care provider perspective predominates in much of the self-management discourse, 
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which is oriented towards identification of the most effective strategies to engage people with 

various health concerns to become more involved and adopt self-management behaviours to 

maintain health (Kidd, 2012; Tielemans et al., 2014).  The Collaborative Care in Chronic Illness 

Model does capture participants’ active stance in self-management and participation in medical 

encounters with their trusted health care providers, but does not adequately reflect the extent to 

which participants plan to eliminate anticipated barriers prior to all other health encounters.   

Summary 

Self-Determination Theory, Self-Management in Chronic Illness Model and the 

Collaborative Care in Chronic Illness Model have furthered our understanding about the 

importance of the patient professional partnership in supporting patients to become active 

participants in their health and care.  When health care providers value the knowledge patients 

have about their health, they are better able to provide individualized care.  When patients have 

adequate information about their health, they are better able to make informed decisions about 

their health and care.  When patients are supported by health care providers to make decisions, 

they can develop confidence to make decisions.  By making choices every day, people can 

develop competence in self-management and thus, take responsibility for their health which will 

affect their present and future health. 

Health Encounters 

Participants identified barriers in the health encounters as a main concern.  

Unacknowledged and unaccommodated disability potentially limits one’s access to information 

which limits one’s ability to participate in medical consultations, make informed decisions, and 

receive individualized care.  These barriers are consistently described throughout the literature 

pertaining to health care access for people with disabilities (Eddey & Robey, 2005; Gibson & 
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Mykitiuk, 2012; Lagu, Iezzoni & Lindenauer, 2014).  Having a good relationship with their 

primary health care provider has been discussed as one way that the aforementioned barriers can 

be eliminated within the health realm.  However, despite having developed a good relationship 

with their primary health care provider, participants recognize that they will likely receive care 

from someone other than their primary health care providers, for example, emergency medical 

personnel in times of medical crisis.  Participants’ are taking a proactive approach and planning 

by incorporating some of the elements of the ‘patient-physician partnership’ into their 

interactions with health professionals, in anticipation of encountering barriers with health care 

providers with whom they are unfamiliar (Bodenheimer et al., 2002, p. 2470).   

Planning to Maintain Choice in Health Encounters 

Planning to Access Information 

Some participants with vision loss relayed their experiences of being requested to sign 

documents and/or provide consent while in hospital, without access to adequate information.  

Barriers to information access exist in the health realm (O’Day et al., 2004; Harrison, Guy, 

Mackert & Walker, 2012).  Printed information, test results, and prescription lists are rarely 

provided to patients in alternate formats such as large print or electronically (Harrison et al., 

2012; Iezzoni & O’Day, 2006a; Sharts-Hopko, Smeltzer, Ott, Zimmerman & Duffin 2010).  

Insufficient information makes informed decision making difficult (Joseph-Williams et al., 

2014).  In order to become fully informed and maintain choice, participants planned to have 

either the assistance of an advocate or requested that medical information be made available in 

electronic format.   

Planning to access information via advocate.  Participants planned for an advocate to 

facilitate access to information for scheduled medical encounters.  Participants with vision loss 
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believed that advocates were needed to read medical documents aloud.  Advocates are 

sometimes described as spokespeople, needed when someone requires assistance to speak for 

oneself (Smeltzer et al., 2012).  Smeltzer et al. (2012) highlighted that people with disabilities 

rely upon advocates for protection.  Sharts-Hopko, Smeltzer, Ott, Zimmerman and Duffin (2010) 

highlighted the importance of people with disabilities becoming self-advocates.  However, there 

appears to be only limited discussion in the literature of people with disabilities taking an active 

role in planning for their present health by taking steps to ensure the accompaniment of an 

advocate in medical encounters (Smeltzer et al., 2012).  People with disabilities are sometimes 

cast in a passive role, receiving the assistance of an advocate.  Conversely, participants in this 

study were proactively planning ahead and thus, taking steps to address the information barrier, 

and requesting the assistance of an advocate to facilitate the information exchange in health 

encounters.   

One participant with hearing loss enlisted the services of a captioning writer to document 

the conversation with the health provider in written form so he could know what was being said, 

respond, and participate in the medical encounter.  Some married participants considered their 

spouses to be advocates, and it may be that health care providers more readily accept the 

participation of spouse-advocates without a formal nomination process.  However, for those 

persons without a spouse or close relative available to act as an advocate, it may be more 

difficult for them to get health care providers to accept a third party non-relative as an advocate 

(J. Guichon, personal communication, January 20, 2017). 

A potential solution for all patients, whether they have a spouse or close relative available 

or not, is the nomination process provided by the (Adult Guardianship and Trustee Act, SA 2008, 

C. A-4.2) (J. Guichon, personal communication, January 20, 2017).  Alberta Human Services has 
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created a guidance document and form to assist adults in appointing a “supporter” (Alberta 

Human Services, 2015).  Supporters are permitted access to one’s medical information (Alberta 

Human Services, 2015).  This legal mechanism does align with the planning people with 

disabilities are already doing by making it possible for supporters to be present and well 

positioned to relay information, and to facilitate information exchange in medical consultations.  

However, the extent to which people are aware of the availability of this option is not known.  

Participants did not make mention of this policy.  

Planning to access information via electronic format.  Participants planned to access 

medical information prior to medical encounters.  Participants recognized that it may not always 

be possible to have someone available to read aloud medical documents so that people who are 

precluded from reading such documents because of vision loss could gain access to the 

information and/or provide consent.  Participants recognized that health care providers are 

pressed for time, and therefore did not rely upon health care providers to read medical documents 

aloud and in their entirety.  As a means of planning for both present and future health, one 

participant with blindness requested from their primary health care provider to have medical 

documents and prescription lists be made available in electronic format.  Health care providers 

providing medical documents in electronic format is possible but may not presently be a 

common practice within Alberta Health Services as evidenced in part by a participant being 

permitted electronic access to their medical documents while simultaneously being advised that 

electronic means available was not a secure means to receive medical information electronically.  

Despite no guaranteed secure method of information transfer, one participant’s preference to 

have the medical information available to her in an accessible format provides opportunity for 

her to access the information in her own time, and become fully informed.  Being fully informed 
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would also allow her to prepare for medical consultations.  Preparation for medical 

consultations is possible when adequate information is available beforehand (Joseph-Williams et 

al., 2014).  Planning for an advocate and accessing medical information in electronic format are 

two ways participants have been successful in addressing barriers to information and 

participation in medical encounters.  Lagu, Iezzoni and Lindenauer (2014) called for people with 

disabilities to be included in policy development and implementation of strategies to address 

access issues to material used in health encounters.        

A review of the literature in psychological, disability and chronic illness domains did not 

reveal explication of the concept of planning used by participants to address experienced and 

anticipated barriers in the health realm.  Samsi and Manthorpe (2011) stated that planning is a 

personality characteristic, and that planning is undertaken by people who have a predisposition to 

plan.  Brown (2015) described disability culture, but did not identify the process of planning as a 

common characteristic shared by people with disabilities.  To date, Gill (1995) has been the only 

one to link disability culture to the process of planning.  In her important commentary, Gill 

(1995) contended that planning is a core value of disability culture and is a characteristic shared 

by people with disabilities.  Planning is therefore: “A sophisticated future orientation; an ability 

to construct complex plans taking into account complex contingencies and realistically 

anticipated obstacles” (Gill, 1995, p. 17).  The degree to which participants incorporated 

planning as a means to address experienced and anticipated barriers in the health realm is 

noteworthy, and may be a new and novel finding.   

Access to health information via electronic medical record. 

Documentation of disability/accommodation on patients’ medical records.  Participants 

varied in their experiences and expectations regarding how medical information is documented 
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in, and retrieved from, medical charts.  Participants relayed experiences of needing to repeat 

previously documented information pertaining to their health, disability and accommodation 

required, during hospitalizations, and with their primary health care providers.  Some 

participants repeatedly provided information regarding their disability while in hospital because 

the information on their medical chart was either not being documented or not being transferred 

from one health care provider to the next.  Participants found repeating this information tiring, 

time consuming, and felt frustration because information had already been provided.  

Participants are not certain how information pertaining to their disability and accommodation 

required is documented on their medical record.  Iezzoni and O’Day (2006a) recommended that 

information regarding a patient’s disability and accommodation required be placed on patient’s 

medical records.  Most participants assume that a platform for electronic medical records already 

exists, and that critical medical information, and information pertaining to disability and 

accommodation is documented on their electronic medical record.  Some participants expect that 

updated information is shared and accessible to all health care providers in Alberta Health 

Services.  Participants expect that the information about their disability and accommodation 

required is exchanged at every contact point through Alberta Health Services.  Important points 

of contact include emergency medical services and hospital admissions personnel, health 

professionals conducting tests, and all relevant professionals providing care. 

Access to and transfer of disability information on medical record.  One participant       

provided an example where his vision loss and use of a guide dog were documented on his health 

record, and health providers accessed this information prior to his hospital stay.  In this instance, 

this information allowed health providers to be prepared to provide accommodation upon his 

arrival.  When utilized, the electronic medical record can be an efficient means to provide health 
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care providers with critical information so that they are better prepared to provide 

accommodation as individualized care, when needed (Sandel et al., 2010).  One participant 

provided an example where information regarding his disability and accommodation required 

was documented on his medical record.  The health care provider recalled having seen the 

information, but did not respond to the information by providing the required accommodation.  

Information regarding disability had been provided in both instances, but only in one instance the 

health care provider took note, and could anticipate providing accommodation.  It is not known if 

there was a difference in the way in which disability and accommodation was recorded on the 

medical record from one instance to the other.  Knowing where to look for information 

pertaining to disability and accommodation required on patients’ medical record may be useful. 

These examples suggest that implementation of a standardized location on the medical record, 

where information regarding disability and accommodation required could be recorded, may 

provide a solution so patients can be relieved from the ongoing responsibility of ensuring that 

information pertaining to disability and accommodation is provided and accessed by health care 

providers.        

Green sleeve.  Alberta Health Services incorporated the Green Sleeve into patient charts 

in 2014 (AHS, 2016a).  The Green Sleeve is a translucent green folder situated at the back of a 

patient’s medical chart which houses advance care planning documents including Goals of Care 

Designation orders, a patient’s personal directive and/or enduring power of attorney (AHS, 

2016b).  Incorporating standardized use of the Green Sleeve has some notable benefits: (1) 

health care providers know where to access patients’ advance care planning documents, (2) 

health care providers can easily retrieve the Green Sleeve to update patients’ records, and (3) 

health care providers can track any changes that have been made to a patient’s advance care plan 
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(AHS, 2016a).  Thus, incorporating a patient’s disability and accommodation required in a 

standardized location in patients’ medical records could provide similar advantages.  

Patient portals.  Electronic medical records make it possible for health care providers to 

update and share patient information (Goldzweig et al., 2013).  Electronic medical records can 

provide opportunity for patients to become involved in their health care (Ahern, Woods, 

Lightowler, Finley & Houston, 2011; Goldzweig et al., 2013; Irizarry, DeVito Dabbs & Curran, 

2015; Mitchell & Begoray 2010; Protti, 2015).  Protti (2015) called for patients to have access to 

their electronic medical record through patient portals.  Patient portals are being used as a means 

for patients to access and update their medical information, communicate with health care 

providers, renew prescriptions, review test results, and access health education material (Ahern 

et al., 2011).  Patient and provider information exchange through the patient portal creates 

opportunity for patients to become active participants in their care (Ahern et al., 2011; 

Goldzweig et al., 2013; Irizarry et al., 2015).  Patient portals can foster patient–health care 

provider collaboration; thus, health information technology can transform the patient–health care 

provider relationship (Irizarry et al., 2015).  Patient portals have been used in the area of chronic 

illness management with the incorporation of “educational material and behavior change support 

tools”, and have been met with some success (Ahern et al., 2011, p. S165; Irizarry et al., 2015).  

Ahern et al. (2011) reported that patient portals are used more frequently within the self-

management domain when specific feedback is provided to patients via patient portals.  

Goldzweig et al. (2013) found increased use of patient portals with patients who perceived 

portals to be of value.  Increased use of patient portals was associated with patients who had 

chronic conditions, more than one medical condition, patients with disabilities, internet users, 

and those people who were frequent users of medical services (Goldzweig et al., 2013; Irizarry et 
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al., 2015).  However, patient interest and ability to use the portal play an important part of 

patient use of such portals (Irizarry et al. 2015).   

Patient access to/use of patient portals.  Goldzweig et al. (2013) raised some concerns 

about the usability of patient portals, and contended that in order for the health information on 

such portals to be accessible, it must be culturally sensitive.  Lower reported use of patient 

portals by some racially diverse minorities including Blacks, Hispanics and Asians leads to 

questions about how to tailor patient portals to address the issues such as health literacy and 

computer access, which are compounded by cultural differences (Ahern et al., 2011; Goldzweig 

et al., 2013; Mitchell & Begoray, 2010).  Patient portals must be personally relevant before 

patients see value in using such systems (Ahern et al., 2011; Irizarry et al., 2015).  It is not 

known at this time how patient portals can be personalized so that greater patient engagement 

would result (Irizarry et al., 2015).  Interestingly, the issue of accessibility of patient portals is 

discussed in terms of cultural sensitivity, but not accessibility from a disability perspective which 

might include discussion of alternate formatting and navigation issues so that the portals are 

more accessible to people with disabilities.  Patient portals can remove some of the barriers to 

information access and communication with health care providers consistently experienced by 

participants with physical and/or sensory disabilities.  Patient portals could provide a way for 

people to document their disability and outline accommodation required, provide updated health 

information, access to medical records and health information in electronic format.  Alberta 

Health Services has been exploring patient portals; it makes sense for Alberta Health Services to 

include people with disabilities in testing the usability of these platforms (J. Simon, personal 

communication, December 12, 2016).  Alberta Health Services is planning to make prescription 
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information available to patients via the patient portal through Alberta’s Netcare website 

(Henton, 2015). 

Issues in implementation of electronic medical records in large health systems. 

Electronic medical records are being implemented in large health systems (Sandel et al., 

2010).  Kaiser Permanente, in the United States, has developed a comprehensive electronic 

medical record system where patient records can be accessed from multiple locations throughout 

the Kaiser Permanente system (Sandel et al., 2010).  However, transfer of electronic information 

between health systems continues to pose challenges (Protti, 2015).  In Canada, differences in 

provincial legislation impedes implementation of a universal electronic medical record system 

nationwide (Protti, 2015).  Alberta Health Services has been successful in implementing the 

Physician Office System Program which provides electronic medical charts and prescriptions in 

Alberta hospitals, primary care, and Strategic Clinical Networks
TM 

(Protti, 2015).  However, not 

all health care providers choose to use electronic medical records systems (Protti, 2015; 

Zimlichman et al., 2011).  Protti (2015) and Zimlichman et al. (2011) called for incentive 

programs to encourage health care provider use of electronic medical record systems.  

Zimlichman et al. (2011) contended that Alberta is leading the way for other Canadian provinces 

in its implementation of the Physician Office System Program.  The success of the Physician 

Office System Program can be attributed in part to the collaboration of funding, health 

information technology, and change management services to oversee implementation of the 

program (Protti, 2015; Zimlichman et al., 2011).  Involvement of change management systems is 

what made the implementation of the program a success, ensuring that physicians buy into using 

the program (Protti, 2015; Zimlichman et al., 2011).  Larger systemic issues such as health care 

provider use of electronic medical record systems, transfer of information between health 



 

 

107 

systems, and issues surrounding utility of such systems for patients’ use of patient portals, 

persist (Goldzweig et al., 2013: Protti, 2015; Zimlichman et al., 2011).   

Planning to Provide Information 

Participants planned to provide information in order to receive individualized care.  

These participants have taken on the responsibility to educate health care providers regarding 

disability.  People with disabilities gain knowledge from lived experience living with a disability 

about how their disability affects their body and their health, and thus, they have expertise 

regarding their care; the self-awareness people with disabilities possess has been consistently 

recognized and reported throughout the literature (Bodenheimer et al., 2002; Bowers, Esmond, 

Lutz & Jacobson 2003; Carlson, Smith & Wilker 2012; Schenck & Churchill, 2012; 

Shakespeare, Iezzoni & Groce, 2009; Smeltzer et al., 2012).  People with disabilities want the 

knowledge they have to be regarded by health providers responsible for providing care 

(Shakespeare et al., 2009).  Some participants expect to educate health care providers about 

disability as a matter of course.  Knowledge about disability can be shared.  Health care 

providers can gain familiarity interacting with people with disabilities as relationships between 

people with disabilities and health care providers develop.  Participants identified that being 

proactive and planning ahead to provide information regarding disability is necessary in 

everyday health encounters and in times of health crisis.   

Participants relayed experiences of feeling vulnerable when their disability is 

unacknowledged and unaccommodated.  With insufficient knowledge regarding disability, a 

person’s needs for individualized care can go unacknowledged and unaccommodated (Drainoni 

et al., 2006; Smeltzer et al., 2012).  Some participants who depend upon qualified daily attendant 

care fear hospitalization due to anticipated loss of their individualized attendant care (Peace, 
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2012; Smeltzer et al., 2012).  Fear of loss of such care compelled one participant to avoid 

hospitals altogether.  Avoiding hospitalization does not mean participants are choosing to forgo 

medical care (Iezzoni & Ogg, 2012; Peace, 2012; Smeltzer et al., 2012).  One participant has 

established a trusting relationship with his primary health care provider such that he informs his 

care health provider of his health concerns and requests requisite testing from a distance, 

bypassing the need for trips to the hospital or physician’s office.   

Participants stated that they expect to educate health providers in times of crisis.  One 

participant created a card, which he carries on his person, providing instruction to health 

providers to direct care in the event he becomes incapacitated.  Eddey and Robey (2005) called 

for health care providers to be educated about secondary conditions and/or those conditions 

commonly associated with certain disabilities.  Certain conditions may present differently in 

people with physical disabilities (Groah, et al., 2012).  One example is autonomic dysreflexia, a 

condition commonly experienced by people with spinal cord injuries involving high blood 

pressure which can result in death if the symptoms are not recognized and treated promptly 

(NIH, 2017, para. 3).  In this way, participants stated that they are taking responsibility for their 

health by either planning to provide information to direct care health professionals in times of 

crisis, and/or developing a trusting relationship with their primary health care provider. 

Summary 

The electronic medical records system in Alberta has not yet met participants’ 

expectations; health care providers cannot consistently access information regarding disability 

and accommodation required on patients’ medical records, nor does the system provide a secure 

method to transfer patient medical information to patients.  Consequently, participants feel they 

must take a proactive role in their efforts either to provide information to health care providers 
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regarding disability and accommodation required in everyday health encounters and in times 

of crisis.  Additionally, participants believe they must plan to access information in health 

encounters by planning for an advocate to accompany them during health encounters and/or 

request to access pertinent medical information in electronic format.  Making the investment to 

make medical documents available in electronic format has the potential to remove some barriers 

to medical information access for people with physical and/or sensory disabilities.  Furthermore, 

‘prioritizing universal accessibility’ improves the quality of health care (Lagu et al., 2014, p. 

1850).   

Health Care Provider Lack of Awareness Regarding Disability 

Participants identified health care provider lack of awareness regarding disability as a 

main concern.  Health care provider lack of awareness regarding disability was delineated by 

participants in three ways: (a) health care providers adopted a medical perspective; (b) 

participants felt disregarded by health care providers; and (c) participants experienced bias 

and/or negative attitudes from health care providers.   

Medical perspective.  Participants attributed the lack of awareness regarding disability to 

health care providers adopting a medical perspective, which pervaded their interactions with 

health care providers at all levels of health care.  A health care provider’s disbelief that a blind 

woman could be a competent mother is one example.  As stated above (at page 11), the medical 

model perspective regards the impairment as the problem which resides with the individual, and 

that the problem is something that can to be fixed (WHO, 2015).  Participants understand the 

importance of health care providers using a medical perspective to assess and treat medical 

problems, however, adopting the medical perspective can be constraining when it becomes the 

singular focus of each and every interaction between the health care provider and a patient with a 
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disability.  The medical model views the patient as dependent upon health care providers for 

their expertise.  The medical model does not account for the knowledge and expertise that people 

may have about their bodies, and the effect their disability may have on their health or their life 

(Smeltzer et al., 2015).  Thus, the medical model’s singular focus perpetuates an oppressive view 

of disability (Smeltzer et al., 2015). 

Health care provider lack of awareness regarding disability can be attributed, in part, to 

the little time that is spent on instruction and training regarding the concept of disability that 

physicians, nurses, and nurse practitioners receive (Crossley, 2015; Eddey & Robey, 2005; 

Iezzoni and Long-Bellil 2012; Kirschner & Curry 2009; Pendo, 2015; Smeltzer, Avery & 

Haynor, 2012; Smeltzer et al., 2015; Tarasoff, 2015).  The way in which the concept of disability 

is presented in nursing curricula has been discussed by Smeltzer, Avery and Haynor (2012) as 

contributing to the lack of understanding about disability.  The medical model is the most 

frequently used model to explain disability and thus, the medical model is the perspective 

commonly used by health care providers (Crossley, 2015; Frazee et al., 2006; Smeltzer et al., 

2015).  There has been a call for the inclusion of additional models of disability in the nursing 

literature such as the interface model (Smeltzer et al., 2015).  The interface model of disability 

recognizes that disability exists at the point where the individual with a medical diagnosis 

interacts with his/her environment (Smeltzer, 2007).  The interface model aligns with the social 

model of disability which highlights the interaction between the individual and his or her 

environment, and the influence that the environment has in creating barriers that contributes to 

disability (Minihan et al., 2011).  The person with the disability has sufficient control to define 

problems and to seek solutions, which may involve working collaboratively with health care 

providers to solve their problems (Smeltzer, 2007).   
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Feeling disregarded.  Some participants felt disregarded by health care 

professionals.  One participant with hearing loss felt disregarded by health care providers who 

ignored him and addressed the advocate accompanying him to a medical consultation.  Another 

participant relayed an example where he felt disregarded by a surgeon who seemed unfamiliar 

with his medical history, and looked past him during a pre-operative consultation disregarding 

his disability, and thus, provided an impossible prognosis following surgery.  People with 

disabilities feeling disregarded by health care providers is discussed throughout the disability and 

nursing literature (Bodenheimer et al., 2002; Smeltzer et al., 2012).  Whether an advocate is 

present or not, patients with disabilities want to be addressed directly by health care providers in 

consultations concerning themselves (Bodenheimer et al., 2002; Iezzoni and O’Day, 2006b).                                                   

Negative attitudes and/or bias.  Participants provided examples of having to defend 

themselves against negative attitudes from health care providers.  Doctors and nurses are 

sometimes unaware of their own biases and negative attitudes (Gonzalez, Kim & Marantz, 2014; 

Smeltzer et al., 2015).  Nurses are responsible for educating future nurses; their negative 

attitudes can be perpetuated through nursing instruction (Smeltzer et al., 2015).  Understanding 

who is informing the curriculum in medical and nursing education is, therefore, an important 

consideration (Smeltzer et al., 2015).  Brillhart, Jay and Wyers (1990) reported that nursing 

students, nurses, and nursing faculty had negative attitudes towards people with disabilities.  

Smeltzer et al. (2012) concurred and reported that faculty members are sometimes unaware of 

their own biases.  The health, disability, and health ethics literature recommends that health care 

providers should regularly assess their own attitudes (Basnett, 2001; Crossley, 2015; Gonzalez et 

al., 2014; Iezzoni, Ramanan & Drews, 2005; Peace, 2012; Pendo, 2015; Smeltzer et al., 2012).   

Disability Education in Nursing/Medical Education 
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Disability sensitization.  Participants identified the need for health providers to 

undergo sensitivity training by relaying examples of how providers can say and do unhelpful 

things when introduced to, and interacting with, a person with a disability.  Sensitivity training is 

commonly referred to in the literature as etiquette training.  In etiquette training, people are 

provided with information and instruction to guide people regarding how to interact with 

someone with a disability (Kirschner & Curry 2009; Lagu et al., 2014; Sandel et al., 2010; 

Smeltzer et al., 2012).  Recognizing the number of people with disabilities that health providers 

encounter day to day, it is impossible for health providers at the outset of the medical encounter, 

to know how each person with a disability prefers to be approached.  It is important that health 

care providers know, at the outset of a medical encounter, whether a patient identifies as having a 

disability.  Exchange of disability information can be facilitated by admitting staff in hospitals 

and scheduling staff in outpatient settings  incorporating disability information and 

accommodation required on one’s medical intake form, on the first visit to a new health care 

provider, hospital, or medical clinic (Iezzoni and O’Day, 2006a; Lagu et al., 2014).  Updates to 

information regarding disability and accommodation required, can be provided at the time when 

contact information is confirmed at subsequent appointments.     

People with disabilities direct involvement in nursing/medical education.  Involving 

people with disabilities in medical and nursing education has been posited as an effective way to 

educate students about living with disability (Iezzoni et al., 2005; Woodard, Havercamp, 

Zwygart & Perkins, 2012).  Crossley (2015), Iezzoni, Ramanan and Drews (2005) and 

Shakespeare, Iezzoni and Groce (2009) argued that there is value in, and knowledge to be gained 

from, people with disabilities sharing their experience of living with a disability with medical 

students themselves.  Simulation training has not been shown to be an effective way to educate 
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others about disability (Iezzoni et al., 2005).  One reason simulation training is not effective 

is because there is variability within and across disabilities, and in the way in which people with 

disabilities experience disability.  No two people will experience disability in the same way.  

People with physical and/or sensory disabilities are not a homogeneous group, so it is important 

for health care providers not to make assumptions about one’s abilities and limitations (Iezzoni et 

al., 2005).  One approach, suggested by Iezzoni et al. (2005) which is often overlooked in 

practice is for health providers to: “simply ask what assistance persons want, and then, to extent 

possible, respect those wishes” (p. 19).   

Medical students prefer to interact with people with disabilities themselves (Iezzoni et al., 

2005).  Direct involvement with people with disabilities can affect attitudes and contributes to 

professionals feeling more comfortable in their interactions with people with disabilities 

(Minihan et al., 2011; Satchidanand et al., 2012).  Iezzoni and Long-Bellil (2012) called for 

people with disabilities to inform medical school curricula.  Smeltzer et al. (2015) posited that 

students can gain practical experience when people with disabilities act as advisors.  Eddey and 

Robey (2005) suggested that visiting people with disabilities in their homes is one way for 

students to understand people with disabilities in context.  Woodard et al. (2012) developed a 

comprehensive curriculum for medical students involving people with disabilities that 

incorporated many of these ideas.  People with disabilities were involved in both the classroom 

and community components of the curriculum.  People with disabilities provided information 

that was valued by the students, and they relayed to medical students what life was like living 

with a disability.  Students were provided with opportunities to apply the knowledge gained from 

these experiences practically, in their interactions with and assessments of people with 

disabilities, in the practice medical encounter.  Upon completion of the disability curriculum, 
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medical students reported having greater knowledge, improved attitudes, and increased 

comfort interacting with people with disabilities (Woodard et al., 2012). 

Summary 

Incorporating disability education into medical and nurse training is an effective method 

to address health care provider lack of awareness of disability.  Scholars, health professionals, 

and educators all regard direct involvement of people with disabilities either by informing the 

curriculum, or by interacting with medical and nursing students directly, to be the most effective 

means of increasing health care provider awareness of disability.  Disability education to health 

care providers needs to extend beyond the education health care providers receive in training 

(Sandel et al., 2010; Smeltzer et al., 2012).  Disability education efforts must be ongoing and 

incorporated into staff development and continuing education programs (Smeltzer et al., 2012).  

Iezzoni and O’Day (2006a) argued that disability awareness training can be provided via in-

service training and should be extended to include emergency personnel and management staff.        

Aging with Disability 

Aging with disability emerged as participants’ second main concern.  Not surprisingly, 

aging has become both a global and Canadian concern (Bickenbach et al. 2012; Carstairs & 

Keon, 2009; CMA, 2013; Leonardi, Bickenbach & LeRoy, 2012).  Advances in medicine have 

contributed to people living longer, and people are living longer with disability (Bickenbach et 

al., 2012; Kidd, 2012).  Two participants have been living with disability since childhood and the 

remaining participants have been living with disability for most of their adult lives.  Participants 

have been living with disability for a long time and have come to know well the demands of 

maintaining good health.  Participants maintain a present and future orientation to health; they 

know that the choices they make today may well impact their health tomorrow.  People aging 
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with a disability “think of future in both the long and the short term” (Jeppson Grassman, 

Holme, Taghizadeh Larsson & Whitaker, 2012, p.106).  As part of planning for present health, 

participants are taking care of self, which involves making choices to eat well, exercise, monitor 

health changes as they occur, and seek medical attention when necessary.  Participants are 

making healthy choices to slow the progression of disease and lessen the effects of aging.  

Participants are also planning for future health by seeking information to make informed health 

decisions, planning financially, and planning for aging and future living, as best they can with an 

uncertain future.   

One can expect physical decline with aging.  However, many people experience disability 

in later life (Benefield & Holtzclaw, 2014).  While there is considerable research on aging and 

ample discussion on ‘successful aging’, little is known about the experience of people aging with 

disability (Jeppson Grassman et al., 2012; Minkler & Fadem, 2002; Rowe & Kahn, 1997).  

Nearly twenty years ago, Rowe and Kahn (1997) defined successful aging as consisting of the 

following three elements: “low probability of disease and disease-related disability, high 

cognitive and physical functional capacity, and active engagement with life” (p. 433).  

Successful aging paradigms do not adequately account for the variability and complexity 

associated with aging with disability (Minkler & Fadem, 2002; Molton & Yorkston, 2016). Thus, 

aging into disability needs to be differentiated from aging with disability (Jeppson Grassman et 

al., 2012).  Aging can be more complex for people who are aging with disability than for people 

aging into disability (Benefield & Holtzclaw, 2014).  People who have acquired a disability prior 

to adulthood are said to be ‘aging with disability’ (Verbrugge & Yang, 2002).  Aging with 

disability necessitates that one must manage the effects of aging, disability, wear and tear on 

body systems arising from living with the disability over a long period of time, and any 
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symptoms from secondary conditions arising from the disability (Jensen et al., 2012).  Aging 

with disability can lead to premature aging (Jensen et al., 2012).  Thus, people aging with 

disability must contend with the issues of aging such as a change in health status, desire for 

independence, potential increased care needs, availability of support, and quality and cost of 

care, sometimes decades earlier than people aging into disability (Groah et al., 2012; Jensen et 

al., 2012).               

Assessing Abilities and Limitations 

Most participants are anticipating a change in health due to aging.  Close attention to 

changes in health makes it possible for participants to address changes in their health as they 

occur.  In addition to their continued attention to changes in their health, increasing disability 

requires constant adaptation (Jeppson Grassman et al., 2012).  As such, participants identify 

making an ongoing assessment of their abilities and limitations.  Addressing their limitations 

necessitates balancing the need for increased support against their desire for independence, and 

for many participants this means redefining what independence means for them (Minkler & 

Fadem, 2002).   

Future Living 

Concern over losing choice in future living and care.  Participants are anticipating that 

an increase in disability will necessitate a change in the way in which they currently receive 

support.  Some participants are contemplating what care will look like if their spouses currently 

providing the support become unable or unavailable to provide support.  Jeppson Grassman, 

Holme, Taghizadeh Larsson and Whitaker (2012) discussed similar concerns raised by 

participants in a qualitative study examining the experience of people aging with disability who 

have lived with the disability for a long time.  Participants who are currently receiving support 
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from Alberta Health Services Self-Managed Care program are concerned that an increase in 

care needs may exceed care allowances of the program, rendering institutionalization the only 

option available for future living.  Being able to afford the kind and quality of care they presently 

receive is a concern for many participants.  Participants have identified that financial planning is 

an important part of planning for the future.  Fear of losing choice regarding future living due to 

financial constraints is a concern further exemplified by one participant’s example of knowing 

someone who, although competent, had increased care needs which exceeded allowable limits on 

the Self-Managed Care program, and his decision to remain at home was superseded by Alberta 

Health Services.  Participants want to maintain their independence and avoid institutionalization, 

and this same sentiment is supported by other people with disabilities in the literature (Ellison, 

White & Chapman 2011; Ogg, 2011).   

Maintaining choice in future living.  Participants want to maintain the ability to make 

choices concerning their future living.  Efforts in planning for care and future living are 

complicated by several factors, the first of which is uncertainty, because the trajectory of their 

future health is unknown (Jeppson Grassman et al., 2012; Solomon, O’Brien, Wilkins & Gervais, 

2014).  Secondly, information about available services to support people aging with disability is 

not readily available (Ellison et al., 2011; Stonebridge, 2013).  Without this information, the 

process of identifying viable future living options and planning for aging is compromised 

(Ellison et al., 2011).   

Present State of Long Term Care and Support in Alberta  

Some participants do not choose institutionalization, but feel that their increased care 

needs make institutionalization likely and are concerned about where that may be.  For one 

participant,  several unsuccessful attempts to obtain respite care over the past twenty years has 
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raised concern about being able to access long term care space when needed.  His concerns 

are founded.  There is growing awareness amongst Alberta government policymakers that a long 

term plan is needed to accommodate Alberta’s aging population (Kormarnicki, 2013).  The 

Alberta government is working on a plan to devise less costly alternatives to long term care to 

support aging Albertans, to age in place (Kormarnicki, 2013).        

Local and Global Collaboration to Bridge Aging and Disability Services  

Collaborators from around the world are coming together to consider alternatives to 

institutionalization on several fronts.  There are calls to expand research in the areas of disability 

and aging, and to share research findings with collaborators internationally (Bickenbach et al., 

2012; Putnam, 2014).  Bickenbach et al. (2012) and Ellison, White, and Chapman (2011) called 

to expand education and training of health professionals regarding aging and disability.  There 

are calls to expand aging content in medical and nursing curricula (Carstairs & Keon, 2009; 

CMA, 2013).  The Canadian Medical Association and Canada’s Special Senate Committee on 

Aging recommend that governments at all levels work together with provincial health authorities 

and human services to bridge services in health, disability services, seniors supports, and long 

term care, to provide comprehensive care to aging Canadians, when they need it (Bickenbach et 

al., 2012; Carstairs & Keon, 2009; CMA, 2013).   

Alternatives to Long Term Care 

Aging in place.  Most participants prefer to remain at home, receive support and care in 

their home, and thus ‘age in place’ (Benefield & Holtzclaw, 2014, p. 423).  Most Canadians 

prefer to age in place (Carstairs & Keon, 2009).  There are similar findings elsewhere.  When 

adults were asked to assess their preferences for care in a nursing home or in the community in 

hypothetical situations of disability and Alzheimer’s disease, people chose to age in place 
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(Werner & Segel-Karpas, 2016).  Aging in place means that people remain in their homes or 

residence of their choice for as long as possible (Benefield & Holtzclaw 2014; Ellison et al., 

2011).  Individual and system efforts are needed to support people to age in place (Benefield & 

Holtzclaw 2014; Golant, 2014).  Discourse concerning what that support might look like is 

emerging from several domains namely: health care services, home care, transportation, and 

technology (CMA, 2013; Naidoo, Putnam & Spindel, 2012; Putnam, 2014; Wilson, Mitchell, 

Kemp, Adkins & Mann, 2009).   

Age friendly communities.  Age friendly communities have been developed and provide 

one possible alternative to long term care to support people to age in place (Austin, McClelland, 

Perrault & Sieppert, 2009; Golant, 2014; WHO, 2007).  The concept of age friendly communities 

acknowledges the interplay between individual responsibility for health and environment, both of 

which contribute to a person being able to age successfully (Carson and Keon, 2009; CMA, 

2013; Golant, 2014).  In addition, age friendly communities are developed to provide affordable 

and accessible housing, pre-existing homes are adapted to increase accessibility, barriers to 

transportation are removed, and structural barriers are eliminated through design (Carson and 

Keon, 2009).  Age friendly communities are designed to foster inclusion through involvement of 

its members within the community (Austin et al., 2009; Menec, Means, Keating, Parkhurst & 

Eales, 2011).   

Technology increases access to information (Golant, 2014; Menec et al., 2011).  Assistive 

technology provides avenues to support people with changing and diverse needs to access 

information (Menec et al., 2011).  Incorporating technology within the home is another way for 

aging adults to expand or maintain skills or receive support to maintain independence in order to 

age in place (Golant, 2014).   
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Golant (2014) highlighted that funding the development of age friendly communities 

is an ongoing concern, in part because the communities are designed to support the needs of 

either healthy adults with ample resources or frail adults with fewer resources whose health care 

needs deem them eligible to receive comprehensive and medical support, so they are able to age 

in place.  Viability of age friendly communities serving the latter group of aging adults is in 

question because their viability is subject to government funding decisions.  Golant (2014) 

argued that most age friendly communities do not meet the needs of the largest segment of 

Canada’s aging population.  He suggested that age friendly communities be developed to address 

the largest segment of the aging population, which are people with modest incomes, but whose 

health care needs fall outside the range deemed complex enough to qualify to receive medical 

and home care support.  Golant’s (2014) recommendation may well provide an answer to the 

growing proportion of people who are aging with disability – some of whom are people like 

participants with physical and/or sensory disabilities, who require support to age in place, or who 

are looking for an alternative to institutionalization when their care needs are not considered 

complex enough to require support through the Self-Managed Care program. 

Co-operative supportive living.  Some participants are engaging in discussions with 

other people with disabilities and considering alternatives to long term care.  Co-operative 

supportive living is one alternative being discussed.  Some participants envisioned community 

living situations where accessible communities are created, a person lives independently, each 

member of the community supports one another and contributes to the cost of care services, and 

everyone in the community shares the care.   

Harbourside senior co-housing.  Harbourside Senior Co-Housing in Sooke, British 

Columbia, Canada, provides an exemplar of such a community (Enright, 2016).  A growing 
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number of Canadians are recognizing that there are few alternatives to age in place.  People 

from their mid-forties to their mid-nineties met over a period of three years to design, plan, build 

and develop a cooperative supportive housing community, built by and for seniors.  This group 

of people envisioned a community which supports people to live independently while they age 

within a community of support.  Co-operative supportive housing is not a commune, retirement 

community with planned activities, nor is it assisted living, or a facility providing complex care.  

People live independently in accessible individually owned condominium style units.  

Community members plan to assist one another with grocery shopping, going to appointments, 

and supporting one another when fellow neighbours fall ill. 

One member of the Harbourside Senior Co-Housing project, a physician with experience 

working with seniors, contends that the goals of the health system and seniors are not in 

alignment with each other.  She maintained that the health care system wants to “keep people 

safe” while the concern amongst seniors is maintaining autonomy as they age (Enright, 2016).  

She further contends that people do not plan far enough in advance to age in place.  People may 

want to age in place, and therefore plan to make modifications to increase accessibility of their 

home; however, many people do not have the support of family in order to maintain autonomy 

and age in place (Enright, 2016).   

What makes the Harbourside Senior Co-Housing project unique is that members remain 

autonomous, maintain choice in their future living, and develop a sense of community through 

the decision process in building the community.  Community members must buy in to have a 

voice in decision making.  Decisions are made slowly and by consensus.  Like participants, 

community members are actively planning for their future and anticipating changes in their 

health due to aging.  Members are planning the common house to have a caregiver suite.  
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Residents are healthy now, but do not know how their health will be affected by aging and 

anticipate that some care may be needed in the future.  Details regarding what care will be 

available and how the care will be provided have yet to be worked out.  Members are planning to 

support each other until the end of their lives.  In addition to the financial commitment to 

purchase a suite, members must also take a weekend course to devise an aging plan “planning up 

until your death” (Enright, 2016).  Residents moved into the Senior Co-Housing project in 

November 2015 and are reporting Harbourside Senior Co-Housing to be a successful endeavour 

to date.  There are several similar co-operative housing projects in Denmark, and a growing 

number in Canada, with two similar projects underway in British Columbia.         

Summary 

The impetus behind the Government of Canada and the Canadian Medical Association 

calls for collaboration amongst researchers to bridge aging services with services for people with 

disabilities was to provide a comprehensive approach to care, to support people aging with 

disabilities to age in place.  However, there is presently no consensus in Canada about what 

convergence of such services will be to support people aging with disability, who anticipate that 

their support needs will change with age.  Further still, questions remain regarding how the 

information about available services will be made public so that people aging with disabilities 

can make choices about their future living and/or care, and devise an aging plan.         

Findings Related to Advance Care Planning Literature 

Steps in Advance Care Planning 

Thinking about and talking about advance care planning.  All participants were 

thinking about advance care planning.  The most frequently cited reasons by participants for 

thinking about and engaging in advance care planning conversations with loved ones were (a) 
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having a disability, and (b) recognizing the potential for a change in health.  These reasons 

for engaging in advance care planning have been cited in the advance care planning literature 

(Boyd & Murray, 2010; Lovell & Yates, 2014).  

All participants, except one, were having advance care planning conversations with loved 

ones.  These findings are consistent with a study which found that more Canadians are engaging 

in advance care planning conversations than are documenting their preferences for future care 

(Teixeira et al., 2015).   

Most participants reported that health care providers have not initiated advance care 

planning conversations with them.  This finding is consistent with three Canadian studies 

revealing that many health care providers are not initiating advance care planning conversations 

with patients (Heyland et al., 2013; Simon et al., 2015b; Teixeira et al., 2015).  Participants 

indicated that they would be open to having such conversations, and expected that it would be 

their primary health care provider who would be the one most likely to initiate advance care 

planning conversations with them.  Similarly, in two separate studies, seriously ill hospitalized 

patients and middle aged Canadian adults stated a willingness to have an advance care planning 

conversation if a trusted primary health care provider was to initiate an advance care planning 

conversation (Simon et al., 2015b; Teixeira et al., 2015).  Being open to having advance care 

planning conversations speaks to a patient’s state of readiness, recognition of which is critical for 

health providers to recognize so that an advance care planning conversation can be initiated 

(Fried et al., 2009; Simon et al., 2015b).  In short, all participants know what their wishes for 

care are and are not waiting for their primary health care providers to initiate or facilitate 

conversations with them in order to begin to develop an advance care plan.  In fact, only four 

participants thought that informing their primary health care provider of their advance care 
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planning decisions was an important step.  Similarly, Heyland et al. (2013) reported that a 

low proportion of elderly hospitalized patients were engaging in advance care planning 

conversations with health care providers.   

Documenting advance care plans.  Few participants had documented their wishes for 

care.  Although this number is low compared to the number of participants engaging in advance 

care planning conversations, this finding is consistent with a study reporting that few people 

having advance care planning conversations with family and friends, are documenting their 

wishes (Teixeira et al., 2015).  Completing wills and personal directives were the ways 

participants in the current study chose to document their wishes.  Of the participants who had 

documented their wishes, two had also completed Goals of Care Designation orders and specific 

advance care plans, as set out by Alberta Health Services (AHS, 2016a).  Of note, the two 

participants who had previously completed wills and personal directives were required to 

complete Goals of Care Designation orders in order to receive a transplant or respite care as 

mandated by Alberta Health Services.  Participants’ relayed feeling ‘pushed’ by Alberta Health 

Services to complete the advance care planning forms.  Completion of said forms for one 

participant and his spouse was facilitated by a social worker while the spouse of the other 

participant is a nurse who is familiar with the Goals of Care Designation forms.  These 

participants did not encounter barriers in completion of the Goals of Care Designation orders and 

advance care planning forms as part of Alberta Health Services specific advance care planning 

process.  Absence of barriers in these two cases could be attributed to several factors including: 

(a) having ample time to complete forms, (b) facilitation in completion of forms, and (c) 

availability of advocates to address potential barriers in understanding and/or in access to printed 

advance care planning materials.  Participants and their respective spouses had time to complete 



 

 

125 

the forms because completion of the forms was not during a medical crisis.  Barriers to  

completing advance care planning documents in times of medical crisis are wide ranging, and 

include time constraints in the medical encounter or patients feeling too ill to complete the 

advance care planning process, and these barriers are reported throughout the advance care 

planning literature (Lund, Richardson & May, 2015; Schickedanz et al., 2009; Silveira et al., 

2010).  Also, in both instances, spouses of participants were available to act as advocates.  As 

such, spouses were able to provide accommodation either by reading aloud to make information 

from the documents known to their spouse (a participant with vision loss) or to read and clarify 

their spouse’s comprehension of their Goals of Care Designation order (Bishop et al., 2015).                       

Study Limitations and Strengths 

Three limitations and three strengths emerged throughout the course of this study.  

Limitations of the study center on the recruitment and representativeness of the study’s sample.  

Strengths of the study involve participants, accommodation provided to maximize their 

participation in the study, and transferability of study findings to other health contexts.  

Study Limitations 

 People with physical and/or sensory disabilities in this study’s sample may not be 

representative of all people with physical and/or sensory disabilities in Alberta.  People 

with disabilities are a heterogeneous group of people.  There are variations in degree of 

impairment, duration of impairment, similarities and differences amongst people with the 

same impairment, and differences in the way people experience disability across 

impairments.   

 Participants in this study were all Caucasian and all but two were male, and so this 

study’s sample may not be representative of Alberta’s heterogeneous population 



 

 

126 

(Statistics Canada, 2011; Statistics Canada, 2016a; Statistics Canada, 2016b).  

Despite the homogeneous nature of the sample, this study did yield two main concerns of 

participants: barriers in health encounters and aging with disability.  These concerns are 

well grounded in the literature as being of concern to other people with physical and/or 

sensory disabilities, and are consistent with findings from other studies involving more 

diverse study populations (Jeppson Grassman et al., 2012; Tarasoff, 2015).  

 Recruitment of this study’s sample through PSICORP Group yielded a sample of 

participants who have a range of physical and/or sensory disabilities.  However, half of 

participants were recruited via snowball sampling and this method may have contributed 

to the sample being of like-minded individuals who share a personal preference to plan 

which could have contributed to planning becoming a salient aspect of the advance care 

planning process for people with physical and/or sensory disabilities.   

Study Strengths 

 This study purposively sought to hear directly from people with physical and/or sensory 

disabilities themselves.  Accommodation was provided and included the availability of 

large print and electronic copies of the Invitation to Participate letter and Participant 

Consent forms.  Additional time for interviews was allotted so that participants did not 

feel rushed.  Participants were provided with the option to have a second interview to 

finish the interview questions.  Two participants did appear to become fatigued during the 

initial interview.  Although a second interview was offered, participants chose to finish 

the questions in the first interview.  The researcher repeated questions upon participant 

request.  Travel expenses were made available to participants to facilitate their travel to 

and from the interview.  The researcher travelled to meet participants who chose face-to-
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face interviews because all but one face-to-face interview were conducted in 

participants’ homes.   

 Open ended questions allowed participants to explore and elaborate on their views 

pertaining to advance care planning.  This study has revealed how participants perceive 

advance care planning.  This study identified the barriers and facilitators that people with 

disabilities experience in the advance care planning process.  In addition, this study 

revealed how readiness to participate in advance care planning is characterized by people 

with physical and/or sensory disabilities by their incorporation of planning to address 

experienced and anticipated barriers in the health care realm. 

 Knowledge gleaned from this study is transferrable across health centers in Alberta in 

two ways.  First, this study revealed the need and preference for patients with physical 

and/or sensory disabilities to receive individualized care.  Secondly, the study findings 

were that information about disability must be made available on patients’ electronic 

medical records and accessible to health care providers so that health care providers can 

be better prepared to provide needed accommodation to people with physical and/or 

sensory disabilities.  

Research Questions Summarized 

The central question of this study was, “How do people with disabilities perceive advance 

care planning?”  Participants’ conceptualization of advance care planning is expansive, 

incorporating planning as a means to address barriers in health encounters, as well as the ability 

to maintain choice regarding their present health, within health encounters, in future living, and 

for future health to manage the effects of aging.  Participants identified barriers that center on 

access to medical information, communication in medical encounters, and provision and transfer 
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of medical information in order to receive individualized care.  Planning to have choice in all 

aspects of their life, up to and including the end of life, is paramount for participants and 

appreciation of which extends beyond planning for the end of life.   

Barriers to Advance Care Planning 

The second question was, “What are the barriers that people with physical and sensory 

disabilities face in completing the process of advance care planning?”  The lack of awareness of 

some health care providers regarding disability has been a barrier identified by participants in the 

advance care planning process.  Health care provider lack of awareness regarding disability 

pervades participants’ interactions with health care providers at all levels of health care.  

Negative attitudes and bias against people with disabilities limits the providers’ ability to see 

beyond the disability when providing care, and manifests in not valuing the knowledge the 

person with a disability has about his/her disability and the impact of disability on their health 

and on their life.  Lack of awareness regarding disability can result in health care providers 

having unrealistic expectations of people with disabilities.  Lack of awareness of disability can 

result in health care providers not being informed, prepared or able to provide accommodation to 

remove barriers to access information and communication in health encounters.         

Participants have encountered access to medical information as a barrier in the advance 

care planning process.  Medical documents in hospitals are not available in electronic format.  

Participants must rely on advocates either to read aloud medical documents or to facilitate 

communication between patient and health provider, so patients are able to participate in medical 

encounters.  The specific advance care planning materials used by Alberta Heath Services are 

available in electronic format.  However, few participants are aware of these documents and 

many may not be familiar with them prior to needing to complete them in hospital.        
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Participants must provide information to receive individualized care in the everyday 

and in times of crisis.  Information regarding disability and accommodation required is not 

consistently being documented, transferred, or accessed by health care providers.  Consequently, 

health care providers are not prepared to provide accommodation so people with disabilities can 

receive individualized care. 

Facilitators to Advance Care Planning 

The study also identified some facilitators to engaging in advance care planning.  

Participants were engaging in advance care planning to relieve their families of the burden of 

decision making.  They also consistently expressed concern about being able to maintain the 

ability to maintain choice in every aspect of their life.  Participants incorporated planning as a 

means to address barriers in health encounters in order to be able to maintain choice in all 

aspects of advance care planning including their present health, health encounters, future living 

and future health, to manage the effects of aging.   

Readiness to Engage in Advance Care Planning 

The final study question was, “How is readiness to participate in advance care planning 

identified in people with disabilities?”  Participants were thinking about and talking about their 

preferences for care with loved ones.  Participants had made decisions concerning their future 

care, and were planning to inform health care providers about their advance care planning 

decisions.        

Participants were found to be ready and engaging in advance care planning, as evidenced 

by their efforts in planning to address experienced and anticipated barriers in the health care 

realm.  Participants had a realistic perspective of what living with an increase in health issues 

and/or disability may look like, and were clear and decisive in their advance care planning 
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decisions including their choice in surrogate decision maker.  Participants were open to 

having advance care planning conversations with health care providers.  In addition, participants 

would welcome support from health care providers to make information available so that they 

can maintain choice and appropriately plan for anticipated changes in health. 

Study Findings Related to Health Care System Quality 

The primary study objective to identify the facilitators, barriers and indicators of 

readiness to engage in advance care planning as perceived by people with disabilities has been 

fulfilled.  The study findings however, can also usefully be applied to later elements in the 

Knowledge-to-Action Cycle (outlined in Chapter One), for example, “to tailor interventions to 

address the individual and system barriers that are encountered by people with disabilities in the 

advance care planning process in Alberta Health Services."   

The Health Quality Council of Alberta (2005) has created a guide to assess quality of 

care in Alberta’s health care system.  The guide contains a matrix comprised of six categories to 

assess where quality care is evident and to identify areas for improvement, which can be used at 

all levels of care in the health care system.  The Health Quality Council of Alberta has listed the 

following as indicators of quality: acceptability, accessibility, appropriateness, effectiveness, 

efficiency and safety (HQCA, 2005).  Here, study findings about planning were assessed against 

the matrix and areas for improvement, particularly in the domain of health care acceptability, 

were identified.  “Acceptability in health care” is defined as:   

To what extent do patients have a positive experience using health care services? 

Acceptability focuses on the degree to which health care services are patient-centered, 

that is, care is provided in a manner that respects the patient’s needs, preferences, and 
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expectations resulting in a positive patient experience.  It also considers how patients 

are supported in participating in their own care. (HQCA, 2005, p. 4) 

People need access to information to make informed decisions and participate in medical 

consultations.  From the perspective of people with physical and/or sensory disabilities, the need 

for medical information, medical documents, and consent documents to be available in electronic 

format has only partially been met.        

Alberta Health Services specific advance care planning documents are available in 

electronic format.  However, participants access health services regularly and are provided with 

medical information and consent forms which are inaccessible; such inaccessibility either 

precludes or complicates the process for people with vision loss to make informed decisions, 

and/or give consent.  It is a concern for participants that there is no secure method available for 

health care providers to provide medical information/documents to patients electronically.               

Participants’ expectations are not being met regarding the documentation and/or transfer 

of information on patients’ medical records pertaining to disability and accommodation required, 

from one health care provider to the next.  There is no process for transferring such information 

consistently between health care providers. 

Participants want to be regarded for the information they have about their disability and 

the impact the disability has on their body and their health.  These preferences are being met 

when trusted relationships between patients with disabilities and primary health care providers 

have been developed, and patients are supported to be active participants in their health and care.  

These preferences are not being met during encounters with health care providers in hospitals 

and those health care providers with whom they are unfamiliar.   
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Recommendations from the Study 

Eight tailored interventions are suggested by the knowledge accrued from this study. The 

tailored interventions include: 

 Disability Education  

Nursing and medical students would benefit greatly from taking a required course on 

disability.  The course should provide opportunity for students to explore alternative 

models to the medical model of disability that broaden understanding of the concept of 

disability.  It is also important that people with disabilities are involved in nursing and 

medical education through either (a) informing the nursing and medical curricula, or (b) 

people with disabilities interacting directly with students. 

 Disability Sensitization 

Health care providers would benefit from disability sensitization sessions.  It is important 

that disability sensitization sessions are ongoing and provide disability etiquette 

information both generally, and specifically, in the context of every day health 

encounters.   

 Accommodation and Inclusion in Decision Making  

Health care providers can be helped to understand what constitutes accommodation in 

patients with disabilities.  Health care providers must understand how patients with 

physical and/or sensory disabilities can be supported to engage in advance care planning 

and to recognize when support from advocates and/or other professionals may be 

required to intervene in a supportive manner.         

 Patient Autonomy 
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Maintaining and respecting personal choice of each patient with a disability is 

essential.  It is important that health care providers learn to identify the barriers and 

provide accommodation to remove barriers to information access and communication so 

patient choices can be known.   

 Lived Experience 

It is important that health care providers recognize and learn to value the lived experience 

that people with disabilities have acquired about their disability and the effects disability 

has had on their health.  When health care providers learn to value the knowledge people 

with disabilities have regarding their disability and their health, they will be able to 

recognize and accommodate patient needs, and be better positioned to provide 

individualized care to patients with physical and/or sensory disabilities. 

 Relationship With Health Care Provider 

It is important that primary health care providers take steps to build and maintain trusting 

and respectful relationships with patients.  It is important that primary health care 

providers strive to provide consistent and comprehensive care. 

 Green Sleeve 

Recording disability information and accommodation requirements in a standardized 

location on patient charts has some possible and notable benefits: (a) health care 

providers would know where to document disability information; (b) health care 

providers would know where to retrieve updated disability information; (c) health care 

providers can track any changes in disability or accommodation requirements over time; 

(d) using the existing Green Sleeve and process for transporting advance care planning 
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documents between sectors, could readily be used to house disability and 

accommodation information also.   

 Patient Portals 

Patient portals provide an option for patients with disabilities to access their medical 

record, update disability information and accommodation required, and update changes in 

their health electronically.  Patients could also provide critical information about 

secondary conditions associated with their disability so that individualized care can be 

provided. 

 

Directions for Future Research 

 Clearly all the recommendations and interventions suggested could benefit from further 

study and evaluation.  An early next step might include an inquiry with health care 

providers, clerical personnel, and associated health professionals in Alberta Health 

 Recommendations Distilled 

 Health care providers should initiate advance care planning conversations with people with 

physical and/or sensory disabilities so that their wishes for care can be known and 

documented on their health record. 

 Alberta Health Services should provide ongoing sensitivity training to educate health care 

providers throughout all levels of health care in Alberta Health Services in how to interact 

with people with physical and/or sensory disabilities.   

 Disability information and accommodation required should be consistently documented on 

patient medical records including Goals of Care Designation orders.  This information should 

be easily accessible to all relevant medical professionals.   

 Alberta Health Services should make advance care planning documents, medical documents, 

and consent forms available in electronic form on the public website so that all patients, 

including patients with disabilities, can access this material in hospital, on their own time 

and/or in preparation for a medical encounter.   
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Services as to how best to document disability and accommodation required on 

patients’ electronic medical records and Green Sleeve.        

 Invite people with disabilities to participate in focus groups to advise Alberta Health 

Services about: (a) what information regarding the concept of disability should be 

incorporated into in-service training for health professionals within Alberta Health 

Services; and (b) how to involve people with disabilities in the implementation of in-

service training regarding disability to health professionals in Alberta Health Services. 

Conclusion 

Despite the uncertainty that surrounds their future health and care, participants in this 

study were actively engaged in advance care planning.  Participants were found to be having 

advance care planning conversations, choosing surrogate decision makers, planning to access 

and provide information to health care providers, and making health decisions every day that will 

affect their present and future health.  Participants have directed our attention to areas in Alberta 

Health Services where service delivery could be improved.  My hope is that this study has made 

it possible for participant voices to be heard and that recommendations from the study will be 

considered so that health care can be improved, not only people with physical and/or sensory 

disabilities, but also for all people accessing health care through Alberta Health Services.   
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Appendix A: Interview Guide 

1. I will describe the process of advance care planning but I am curious first to hear your  

 thoughts on what this is all about. 

 Can you share some of your thoughts with me? 
 

2. With this explanation of advance care planning (see Appendix B), can you tell me about 

the kinds of experiences you have had with the process? 

 

3.  Tell me about a time when a loved one was unable to make their own medical decisions. 

 Was there anybody to help? 

 What helped you get through this? 

 What would you have liked to happen? 

 Who would initiate a conversation about health plans in your family? 

 How and when? 
 

4. Have you participated in advance care planning by either thinking about, talking about, or 

 writing down your wishes or future care? 

 If yes, what did you do? 

 How did you feel? 

 What factors made it easier for you? 

 What things made it harder? 

 If no, have you thought about this for yourself? 
 

5. In what way does your disability guide you in planning for your future health or when  

 facing medical decisions? 

 

6. What are your feelings about doctors and nurses/healthcare services asking people to  

 participate in this process? (i.e., is it something they should be asking?) 

 

7. Is ACP something you would recommend to other people? Why or why not? 
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Appendix A 

(Additional questions) 

If participants have had no experience with advance care planning, the following questions 

will be used to draw out responses. 

 

I. If no response from question 4 

Sometimes people choose someone who they trust to make decisions for them if they are 

ever unable to make healthcare decisions for themselves. Do you have somebody that you 

have selected for this purpose? 

 If yes, what (processes/decisions/events) motivated you to choose them? 

 If no, how would you feel about choosing someone you trust to do this? 
 

II. If no response from question 4  

Sometimes people write down who they choose to make decisions for them just in case 

they cannot. In Alberta, this legal document is called a personal directive. 

 Do you have a personal directive? 

 If yes, what motivates you to have one?  

 If no, how would you feel about having one? 

 Does something stop you from having your wishes written down? 

 

Additional questions: 

 

8. What kind of planning do you think you should be doing to prepare for the possibility of  

 developing a serious illness?   

 

9. Do you feel (emotionally, mentally) ready to think about advance care planning? 

 Have conversations regarding advance care planning? 

 Complete forms related to advance care planning? 

 How did you come to feel ready?  optional 
 

10. If not ready: Do you think there is something that could make you feel ready? 

 (If they say they “don’t know”):  
Are there any reasons why you might want to engage in advance care planning in 

the future? 

 If they are TOO HEALTHY:  
  What are some reasons that make you want to wait until you are sick? 

                        Can you see any value in this activity for you, while you are well? 

 

11. What would you hope to achieve if you were to begin advance care planning, either now 

or at a future time? 

 How concerned are you that your wishes for how you would want to be taken care 

of if you were to become seriously ill might not be followed? 
 

12. What other thoughts about this topic can you share with me? 
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Appendix B: Explanation of Advance Care Planning 

The explanation will be used and read to introduce advance care planning to study participants.  

 

What is advance care planning? 

Advance care planning (ACP) is a way to help you think about, talk about, and document your 

wishes for health care.  It is a process that can assist you in making healthcare decisions now and 

for the future. 

 

What are the benefits?  

If there is a time when you are unable to speak for yourself, it is important that your loved ones 

and your healthcare team understand your wishes for health care.  None of us know what 

tomorrow might bring, or can predict our future health. Planning today can ensure that your 

wishes are known, no matter what the future holds.  Advance care planning may bring comfort 

and peace of mind to you, your family, and to those who may have to make healthcare decisions 

on your behalf. 

 

Who is it for? 

Everyone. We can all benefit from advance care planning. If an unexpected event or change in 

your health occurs and you are unable to make decisions about your health care, planning in 

advance ensures your wishes will be known. 

 

When is a good time to start? 

Now. It is important to begin advance care planning conversations before you face a crisis or 

become seriously ill. 

 

 

Source: http://goals.conversationsmatter.ca/ 
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