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Abstract 

The representation agreement (RA), a legal planning document in British Columbia, 

allows an adult to appoint a person—i.e., a representative—to assist them with decisions 

or make decisions on their behalf for health care and personal care matters. This 

qualitative study explores the lived experiences of representatives of older adults living 

with dementia during health and personal care decision-making. Semi-structured 

interviews were conducted with ten current and past representatives. Interviews were 

analyzed through conceptualizations of the individual, social, and political bodies, 

articulated in Scheper-Hughes and Lock’s (1987) three bodies approach. The findings 

reveal six themes that representatives considered meaningful in their decision-making 

experiences: (1) motivations behind the creation of the RA, (2) the context in which 

decisions occurred, (3) the decision-making process, (4) facilitators and (5) barriers to 

decision-making, (6) and representatives’ reflections on their experiences. Bio-

medicalized discourse and knowledge of dementia—dominant in Western societies—

informs representatives’ experiences. Furthermore, this study illuminates how a 

dominant medicalized discourse and knowledge of dementia, rooted in Cartesian 

Dualism, informs representatives’ decision-making approaches. 

Keywords:  Decision-making; Dementia; Representation Agreement; Power 

Relations; Biomedicine 
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Chapter 1.  
 
Introduction 

The right of a person to make their own decision is a legal right afforded to all 

Canadians. It is equally a human right and a fundamental freedom all Canadians have. 

Challenges can arise when individuals experience losses to their cognition that impact 

their abilities to make their own decisions. This experience is particularly relevant for 

people living with dementia. In dementia, as the disease progresses, people experience 

increasing challenges with decision-making. However, a diagnosis of dementia certainly 

does not equate to a person’s automatic loss of capability. Thus, the importance of 

maintaining one’s decision-making rights (i.e., legal rights). 

To ensure that the person is ‘represented’ in decision-making, adults participate 

in advance planning, discussed in detail in the next section, to maintain their right to 

make their own decisions in case of loss of decision-making capacity. Individuals will 

often use planning legislation to make arrangements should they be considered 

incapable of making the decision for themselves. Under British Columbia’s 

Representation Agreement Act, adults can appoint a representative to assist with or 

make various decisions on their behalf.   

Despite extensive research on substitute decision-making for older adults living 

with dementia, significant gaps remain with regards to the influence of decision-makers 

formally and legally sanctioned under specific planning legislation, such as BC’s 

representation agreement legislation. This study will focus exclusively on representation 

agreements as they pertain to health care and personal care matters for older adults 

with dementia. I aim to understand how representation agreements are used in practice 

for health care and personal care decision-making for older adults with dementia. 

1.1. Dementia, Capacity, and Decision-making 

Dementia is an umbrella term for a number of diseases, largely chronic and 

progressive, and affects the individual’s cognitive functioning (WHO, 2017, 2019). As a 

result, this leads to deterioration in numerous cognitive abilities such as memory, 
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thinking, orientation, comprehension, calculation, learning capacity, language, and 

judgement as well as in emotional control, social behaviour or motivation (WHO, 2019). 

Alzheimer disease is the most common form of dementia. However, there are several 

dementia diseases including but not limited to Vascular dementia, Lewy Bodies 

dementia, frontotemporal dementia, and Parkinson’s-related dementia (WHO, 2017). 

However, the boundaries between different dementias can be vague and many 

individuals live with a mixture of the diseases (WHO, 2017). 

Currently, there are approximately 564,000 Canadians who are living with 

dementia and this number is expected to rise to 937,000 in 15 years (Alzheimer Society 

of Canada, 2019). Decision-making has become a key research area for people living 

with dementia whose ability to make such decisions is commonly called into question. 

People with dementia have been denied the basic rights and freedoms available to 

others (WHO, 2019). Older Adults Living with Dementia (OAsLWD) are often excluded 

from decision-making due to the stigma associated with their disease and declining 

abilities. Due to ageism and a lack of legal understanding, health care providers may 

begin working from an assumption of incapability (Canadian Centre for Elder Law 

Studies, 2006).  

A diagnosis of dementia does not imply that the person is incapable of making 

decisions, however (Kim et al., 2002). Research shows that OAsLWD are able to 

consistently report on their values, care preferences, and well-being even through to 

advanced stages of dementia (Feinberg & Whitlatch, 2001, 2002; Mak, 2011; Whitlatch 

& Menne, 2009).   

Nevertheless, judgements of decision-making capability, based on interpretations 

of what is understood as reasonable in specific scenarios, are made in practice by 

professionals such as care managers or admission staff in nursing homes (Nedlund & 

Taghizadeh Larsson, 2016). Many OAsLWD, even those with early-stage dementia, are 

often excluded from their own decision-making (Fetherstonhaugh et al., 2013; Miller et 

al., 2016; Tyrrell et al., 2006). Institutions, such as health care systems, create further 

barriers to older adult decision-making involvement due to their organizational culture. 

For example, people living with dementia may need more time processing information 

and getting answers to the questions due to the impact of dementia on their cognitive 

abilities (Canadian Centre for Elder Law, 2019). Time constraints and rushing creates 
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anxiety and makes it hard for them to participate, creating a dynamic where it is easier 

for care partners to take over the conversation (Canadian Centre for Elder Law, 2019; 

Tilse et al., 2011). 

It is important to remember, however, that families can also hinder participation 

of OAsLWD in decision-making. Family surrogate decision-makers often believe that 

their relative with dementia does not want to be bothered with such things and intervene 

before their relative is in fact ready to relinquish decision-making (Canadian Centre for 

Elder Law, 2019; Whitlatch & Menne, 2009). 
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Chapter 2.  
 
Legislative Background 

To understand how planning legislation influences the decision-making 

experience, it is first necessary to provide an overview of planning legislation and its 

history in British Columbia, Canada. In Canada, individual provinces and territories 

develop their own policy and legislation to address decision-making at a time of 

incapacity (Harrison, 2008). Generally, the principles are similar: when an adult lacks the 

required level of decision-making capability, the law requires that a substitute decision-

maker make decisions on the adult’s behalf (Bach & Kerzner, 2010). 

British Columbia’s legislation governing situations around incapacity has 

traditionally required a substitute decision-maker to make decisions on behalf of an adult 

who is considered incapable of making these decisions themselves (Lazar et al., 1996). 

This typically takes two forms: (1) guardianship (i.e., an order is made—usually by the 

courts—wherein there is an appointment of a substitute decision-maker) and (2) 

planning documents (i.e., the person chooses, in advance of incapability, who they wish 

to make decisions on their behalf) (Bach & Kerzner, 2010).  More recently, supported 

decision-making has been incorporated into BC legislation as an alternative to 

guardianship and substitute decision making. Under supported decision-making, “one or 

more people assist an adult to make a decision and communicate it to others” (Series, 

2015). This has provided for a continuum approach to decision-making that includes 

both supported and substitute decision-making paradigms. 

2.1. British Columbia’s Decision-making Legislation 

The decision-making legal schema in BC is as follows: direct consent from the 

adult if possible, substitute consent where direct consent is not possible, and emergency 

treatment with no consent as a last resort (Hall, 2018). Substitute consent may be 

delivered by way of a guardian (called ‘committee’ in BC), advance directives, advance 

planning documents (i.e., enduring powers of attorney, representation agreements) and 

—as a last resort—the appointment of a temporary substitute decision-maker. An 
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overview of potential pathways of decision-making in relation to BC’s consent legislation 

are represented in Figure 2.1. 

2.1.1. Guardianship (Committee) 

Adult guardianship legislation provides for such “substitute” consent—i.e., for a 

guardian to make certain kinds of decisions on an adult’s behalf—if the person is found 

to be incapable in one or more decision-making domains (i.e., health care, personal 

care, financial, and legal matters). The mechanisms behind court-appointed and 

statutory guardianship in BC are very different from one another, in terms of legislation 

and processes (Hall, 2018). 

Court-appointed Guardianship (Private) 

British Columbia’s Patients Property Act (PPA) provides the legal framework for 

appointing a private guardian. Guardians—called “committees” in BC—are appointed by 

a court for a “patient” (i.e., a person who is “by reason of mental infirmity arising from 

disease, age or otherwise is incapable of managing his or her affairs” or “his or her self”) 

(Patients Property Act, 1996). The committee of a person has “all the rights, privileges 

and powers with regard to the estate of the patient” and, where the person is incapable 

of managing him or her self, the committee “has the custody of the person of the patient” 

(Patients Property Act, 1996). The patient’s “mental infirmity” is established through 

affidavits from two medical practitioners stating that because of mental infirmity, the 

individual is incapable of managing his or her affairs and/or person.   

Statutory Guardianship (Public) 

Under statutory guardianship, the Public Guardian and Trustee (PGT) is 

appointed as guardian for the adult’s property and financial affairs following a finding of 

“incapability” by a Health Authority Designate. Part 2.1 of BC’s Adult Guardianship Act 

(AGA) establishes that any person who has reason to believe that an adult may be 

incapable of managing his or her financial affairs can notify the PGT; the PGT then 

arranges for an assessment for mental capacity and the Health Authority designate can 

issue a certificate of incapability based on the assessment. A health care provider who 

has reason to believe that an adult may be incapable of managing his or her financial 

affairs can request an assessment directly without first making a report to the PGT. 
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2.1.2. Decision-making Instruments 

Decision-making instruments are available in two forms: (1) Advance directives 

made by an adult as an alternative tool for direct consent specific to health care matters, 

and (2) Advance planning documents whereby an adult, in advance of incapacity, 

chooses who they wish to make decisions on their behalf. 

Advance Directive 

An advance directive, legislated under the Health Care (Consent) and Care 

Facility (Admission) Act, enables an adult to give or refuse consent to health care in 

advance. Under an advance directive, an adult can express their health care instructions 

without appointing another person (i.e., a proxy) to make the decision for them. 

Therefore, advance directives are a form of direct consent between the adult and health 

care providers (Gordon, 2015). 

Advance Planning 

“Advance planning” instruments in British Columbia (i.e., representation 

agreements and enduring powers of attorney) provide alternatives to guardianship. 

Under these instruments, individuals participate in substitute and supported decision-

making for persons with diminished mental capability. A key distinction between advance 

planning instruments and guardianship is that these planning instruments do not require 

a determination of incapability by designated professionals before the instrument can 

come into effect (Hall, 2018). Advance planning instruments can be completed without 

professional input. Nevertheless, some adults choose to consult with a legal professional 

in which case, the professional needs to be satisfied that the adult is capable of making 

the document, and that there has not been undue influence/unconscionability (Hall, 

2018). 

2.1.3. British Columbia’s Advance Planning Documents 

In British Columbia, there are two types of advance planning documents one can 

make, each distinct in their scope of authority and capability requirements for their 

implementation. These include the enduring power of attorney and representation 

agreements. 
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Enduring Power of Attorney 

Legislated under the Power of Attorney Act (PAA), an enduring power of attorney 

(EPA) is a person authorized by an adult to make decisions on their behalf or do certain 

things in relation to the adult's financial affairs and is in effect while, or comes into effect 

when, the adult is considered “incapable.” An EPA only has authority over an adult’s 

financial and legal affairs; in BC, EPAs cannot consent to or refuse anything related to 

the adult’s health care or personal care matters. 

In order to make an agreement, an adult must understand the nature and 

consequences of the proposed EPA. The PAA outlines specific factors that an adult 

must understand for the adult to be considered capable of understanding the nature and 

consequences of the proposed EPA. The adult must understand six factors, including 

the property they have and its approximate value and the obligations the adult owes to 

their dependents. 

Representation Agreements 

Under the Representation Agreement Act (RAA), an adult can choose between 

two types of representation agreement: a representation agreement governed by section 

9 or an agreement governed by section 7 of the RAA. The parameters of each 

agreement (i.e., the capability requirement and scope of authority) are likely to influence 

which representation agreement an adult will make. 

Section 9 – Non-standard Agreements 

In a section 9 representation agreement (RA9) (Appendix A), a representative 

can do anything that they consider necessary or do one or more things in relation to the 

health care or personal care of the adult they are representing. This can include deciding 

where the adult lives and with whom, including whether the adult should live in a care 

facility; giving or refusing consent to life-sustaining treatment; and physically restraining, 

moving and managing the adult despite their objection and authorizing another to do 

these things, if necessary, for health care or personal care. An adult cannot make an 

RA9 if the adult is considered incapable of understanding the nature and consequences 

of the proposed agreement (Representation Agreement Act, 1996). Therefore, like 

enduring powers of attorney, executing a section 9 agreement requires a high threshold 

for capability. 
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Section 7 – Standard Provisions 

In a section 7 representation agreement (RA7) (Appendix B), a representative 

can help the adult make decisions, or make decisions on the adult’s behalf, about one or 

more of the following domains: personal care; major and minor health care; routine 

management of the adult's financial affairs; and legal affairs. 

There are two key distinctions between a section 9 and section 7 agreement. The 

first is the scope of authority. For example, representatives named in RA7s cannot 

refuse life sustaining treatment and they cannot physically restrain, move or manage the 

adult, or authorize another person to do these things despite the adult’s objection. The 

main distinction, however, is the lower-threshold capability requirements needed to 

make an RA7. 

Section 8 – Test of Incapability for Standard Provisions 

Capability requirements for making an RA7 are governed under section 8 of the 

RAA (Appendix C). Section 8 stipulates that an adult can make an RA7, even though the 

adult is incapable of making a contract and managing his or her health care, personal 

care or legal matters, or the routine management of his or her financial affairs. This is 

not a test of capability; capability is presumed and does not need to be demonstrated. 

Instead, section 8 stipulates that anyone who is considering whether the adult incapable 

of making, changing or revoking an RA7 should consider all the factors relevant to the 

question of the adult's capability. The RAA outlines four examples of such factors: (a) 

whether the adult communicates a desire to have a representative make, help make, or 

stop making decisions; (b) whether the adult demonstrates choices and preferences and 

can express feelings of approval or disapproval of others; (c) whether the adult is aware 

that making the representation agreement or changing or revoking any of the provisions 

means that the representative may make, or stop making, decisions or choices that 

affect the adult; (d) whether the adult has a relationship with the representative that is 

characterized by trust (Representation Agreement Act, 1996). The factors considered 

will be driven by the circumstances of each person’s case (Gordon, 2015). After all 

relevant factors have been considered, these are deemed enough in dispelling any 

doubt and supporting the presumption of capability (Gordon, 2015). 
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As a result of section 7’s “lower” capability requirement, the scope of authority in 

an RA7 is narrower than an RA9 except for the authority over legal matters and the 

routine management of the adult’s financial affairs (which an RA9 would not have). This 

is due to fact that a person making an RA7 may not be considered capable of appointing 

a power of attorney to manage their financial affairs (Hall, 2018). Taken together, the 

limited risk associated with the standard provisions in an RA7 coupled with numerous 

safeguards in the RAA, allows for a test of incapability for an RA7 that is more liberal 

than the test of incapability required for an RA9 (i.e., agreements with more controversial 

or high-risk provisions, such as refusing life support) (Gordon, 2015). 

2.2. Health Care Consent 

At its core, the legislation discussed above is significant because it upholds the 

long-recognized common law right of a person to control his or her own body. In 

common law, the tort of battery is the intentional unconsented touching of another 

person in a way which is harmful or offensive (Gordon, 2015). A person can waive this 

protection and consent to the conduct; in which case the action would not be considered 

battery (Gordon, 2015). In BC, the Health Care Consent and Care Facilities Admissions 

Act (HCCCFAA) provides the statutory basis for "informed" consent to medical treatment 

and other types of health care (Gordon, 2015). 

Under the HCCCFAA, no medical procedure can be undertaken without the 

patient's consent obtained after the patient has been provided with enough information 

to evaluate the risks and benefits of the proposed treatment and other available options 

(i.e., informed consent) (Gordon, 2015). The HCCCFAA presumes the patient's capacity 

to make a treatment decision unless it can be shown that they are mentally incapable of 

making such decisions (Gordon, 2015). Health care providers and care facility staff can 

rely upon the presumption of capability unless or until it becomes clear that the adult is 

not capable of making such a decision (Gordon, 2015). Health care providers also have 

a duty to communicate with the adult in a manner appropriate to the adult’s skills and 

abilities, ensuring that adults are not deemed incapable merely because of the way they 

communicate with others (e.g., the use unconventional forms of communication) 

(Gordon, 2015). Thus, HCCCFAA as the doctrine of informed consent, is intended to 

ensure the freedom of individuals to make choices concerning their medical care in 
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accordance with their own values, regardless of how unwise or irrational those choices 

may seem to others (Gordon, 2015; Hall, 2018). 

2.2.1. Temporary Substitute Decision-maker 

In circumstances where an adult is incapable of giving informed consent and 

substitute or advance consent cannot be obtained, health care decisions are facilitated 

through the “default” temporary substitute decision-maker (TSDM) scheme under the 

HCCCFAA. Under this “default” scheme, health care providers select from a prescribed 

list (i.e., ‘next of kin’). In the law, a TSDM must give or refuse consent to the health care 

treatment being offered. The TSDM must be 19 years or older; have been in contact with 

the adult in the last 12 months; have no disputes with the adult; be capable of giving, 

refusing or revoking consent; and be willing to comply with the duties of a TSDM. 

2.2.2. Health Care Consent Exceptions 

In emergency circumstances, a health care provider may provide health care to 

an adult without the adult's consent if it is necessary in order to preserve the adult's life, 

to prevent serious physical or mental harm or to alleviate severe pain; the adult is 

apparently otherwise incapable of giving or refusing consent; the adult does not have a 

personal guardian or representative who is authorized to consent to the health care, is 

capable of doing so and is available; and where practicable, a second health care 

provider confirms the first provider's opinion about the need for the health care and the 

incapability. 

More recently, BC’s health care system has adopted Medical Orders for Scope of 

Treatment (MOST) forms. These are physicians’ orders reflecting an adult’s treatment 

wishes. Through advance care planning discussions, an adult and their doctor explore 

the adult’s values and the range of treatments available (Canadian Centre for Elder Law, 

2019). These are documented in the MOST as the degree of medical intervention that 

will guide doctors and health-care providers in case of a medical emergency. However, a 

MOST is not a legal decision-making instrument such as an advance directive or a 

representation agreement. This has created some confusion amongst health care 

providers and staff as to whether a MOST is a legal planning document (Canadian 

Centre for Elder Law, 2019). 
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Figure 2.1. British Columbia’s Decision-making Legislation: Who Gives 

Consent? 

2.3. Historical Context – The Representation Agreement Act 

In the 1980s, several provinces in Canada went through law reform of their 

guardianship legislation. The reform was driven by four main factors: the projected 

impact of the population aging process, a decline in the use of public institutions for the 

care of those suffering from mental disabilities, rising concerns about abuse and neglect 

older adults, and the introduction of the Canadian Charter of Rights and Freedoms 

(Gordon et al., 1987). However, at its core, law reform was motivated by criticisms of the 

existing legal guardianship framework (Hall, 2018). 

In British Columbia, most of the legislation discussed above originated from the 

province’s guardianship law reform. Spearheaded by adults with disabilities, older adults, 

community allies, as well as several disability and senior groups, these individuals and 
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groups led a community-based, grass-roots law reform of BC’s guardianship legislation 

(McClean, 2002). In 1989, they formed the Project to Review Adult Guardianship; as a 

coalition the group engaged in research, developed proposals, and advocated for 

reform. A parallel inter-ministry government working group had been simultaneously set 

up and was investigating similar matters (McClean, 2002). Eventually these groups 

formed the Joint Working Committee on Adult Guardianship. In 1992, the Joint 

Committee released a report entitled How Can We Help. The recommendations for 

legislation in the Joint Committee’s report were the primary influence in drafting the 

original adult guardianship and incapacity planning legislation (McClean, 2002; Gordon, 

2015). 

Individuals and community groups found this previous guardianship model to be 

paternalistic, undermining the autonomy of adults under guardianship legislation (Bach & 

Kerzner, 2010). The language of mental infirmity was criticized for creating a system in 

which guardians were appointed on the basis of status: an individual who was found to 

be mentally infirm (because of a diagnosis/identification of dementia, for example) 

would, for that reason, be considered incapable of “managing” themselves and/or their 

property and would be subject to guardianship. (Hall, 2018). At the time of the reform, 

guardianship was the only option if someone was found mentally incapable of making 

their own decisions. Thus, the individuals affected by guardianship and community 

advocates were calling for an alternative to the existing guardianship legislation (James 

& Watts, 2014). The availability of advance planning instruments (e.g., RA) was intended 

to reduce the need for the courts to become involved in appointing substitute decision 

makers and guardians and to reduce the Public Guardian and Trustee’s participation in 

substitute decision-making and financial management services (Gordon, 2015). Adult 

guardianship legislation would allow for court appointment of substitute decision makers 

and for guardians to be used as a last resort and for intervention in abuse and neglect 

cases (Gordon, 2015).  

In 1993, the BC government passed the four statutes that would form the original 

adult guardianship and incapacity planning legislation: The Representation Agreement 

Act, the Health Care Consent and Care Facility Admission Act, the Adult Guardianship 

Act and the Public Guardian and Trustee Act. Yet the statutes did not come into force 

until February 28th, 2000 and only partially. Part 2 of the Adult Guardianship Act was 

envisioned to replace the Patients Property Act with respect to both statutory and court-
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appointed guardianship. This would allow for court appointment only where informal 

solutions do not address the needs of the adult (Hall, 2018). However, Part 2 of the AGA 

did not come into force in 2000 (Gordon, 2015). Instead, only Part 3 of the AGA came 

into effect, which provides for interventions in cases of abuse, neglect and self-neglect 

for adults who are unable to make decisions on their own (Gordon, 2015). The initial 

RAA looks substantially different than it looks today. In 2000, two types of agreements 

could still be made under this RAA (i.e., an agreement under section 7 or section 9). 

However, under an RA9 made in 2000, an adult could give broader authority to their 

representative with respect to personal care, health care, and the management of 

financial affairs and legal services. In order to include these additional powers in their 

RA, an adult needed to meet the traditional test of capability and were required to 

consult with a lawyer or a prescribed professional (McClean, 2002; Representation 

Agreement Act, 1996).  

On September 1st, 2011, amendments to the RAA affecting RA9s removed the 

option of authorizing a representative to make decisions about an adult’s financial affairs 

and helped streamline the creation of these agreements (Gordon, 2015). Advance 

directives also came into effect on September 1st, 2011 (Gordon, 2015). In 2014, Part 

2.1 of the AGA applying to statutory guardianship was brought into force; however, 

court-appointed guardianship remains governed by the Patients Property Act. Despite 

the difficulties in reforming guardianship legislation, a significant achievement of the 

reform was that it  

…replaced the diagnosis of mental infirmity [as the basis for a finding of 
legal incapacity, discussed more below] with a more circumscribed 
assessment of “decision-making ability” or mental capacity, focusing on the 
person’s cognitive ability to carry out specific decision-making functions… 
It was anticipated that this narrower focus would limit the scope of guardian 
authority in many (perhaps most) cases (Hall, 2018, p. 31). 

Part 3 of the HCCCFAA came into effect on November 4th, 2019 which outlines 

how consent to care facility admission is obtained; this includes determining if an adult is 

incapable of giving or refusing consent to care facility admission and identifying who will 

give or refuse consent on their behalf if they are determined as incapable of making this 

decision. 
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2.3.1. Older Adults in the Law Reform 

Although persons with disabilities and older adults were at the forefront of the 

guardianship reform, scholars have argued that older adults had different motives and 

agendas for joining the law reform compared to adults living with disabilities. The law 

reform started within the disability community who wanted to ensure that people with 

developmental disabilities were rendered autonomous in decision-making (Canadian 

Centre for Elder Law Studies, 2006; Gordon, 2000; James & Watts, 2014). Self-

determination of people living with disabilities was thus at the heart of the reform. This 

was largely accomplished by creating a legal tool that enabled an adult’s support 

person(s) to assist the adult to make their own decisions and manage their affairs to the 

greatest extent possible (i.e., a supported decision-making paradigm) (Canadian Centre 

for Elder Law Studies, 2006; Gordon, 2000; James & Watts, 2014). Recognizing the 

positive effect the law reform would have on older adults, particularly those living with 

Alzheimer’s Disease and other dementias or cognitive impairment, older adults and their 

advocates also joined the movement (Canadian Centre for Elder Law Studies, 2006; 

Pathare & Shields, 2012). 

The struggle in creating guardianship reform reportedly reflected, in part, differing 

foci among the disability-rights movement and the seniors-rights movement (Bach & 

Kerzner, 2010; Canadian Centre for Elder Law Studies, 2006).  Disability rights 

advocates wanted to create a legal tool that was empowering and normalizing and would 

enable adults living with disabilities to make their own decisions to the greatest extent 

possible (Canadian Centre for Elder Law Studies, 2006). Disability advocates were 

central in pressing for a new way of understanding capability that would enable them to 

make a representation agreement (Canadian Centre for Elder Law Studies, 2006). The 

development of the new legislation had seniors’ advocates divided. Some were aligned 

with disability advocates and supported the implementation of the RAA as a substitute or 

supported decision-making model, others pressed more for an advance directive model 

where adults could write their instructions down in case of incapability, the antithesis of a 

model sought by disability advocates (Canadian Centre for Elder Law Studies, 2006). 

Older adults also largely favoured a substitute decision-making approach, compared to 

disability groups advocating for supported decision-making (Kohn et al., 2012). Simply 

put, while older adults played a crucial role in the law reform, seniors’ advocates were 

also divided in terms of their goals for the reform and thus the proposed legislation. 
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2.4. Article 12 of the Convention on the Rights of Persons 
with Disabilities   

The paradigm of supported decision-making is outlined in Article 12 of the 

Convention on the Rights of Persons with Disabilities - ratified by Canada on March 11, 

2010 - and the General Comment No. 1 by the United Nations Committee on the Rights 

of Persons with Disabilities. Article 12 addresses the right of persons with disabilities to 

have equal recognition before the law. States are obliged to reaffirm persons with 

disabilities enjoy legal capacity on an equal basis with others and to take appropriate 

measure to provide access to support for those who need it to exercise their legal 

capacity. Countries are also required to ensure appropriate and effective safeguards for 

measures relating to persons with disabilities right to exercise their legal capacity. 

Article 12 requires all parties to the Convention to abolish mental capacity as the 

basis of legal incapacity, to review the law allowing for guardianship and trusteeship, and 

develop laws and policies to replace substitute decision-making paradigms with 

supported decision-making which respects the person’s autonomy, will and preferences 

(General Comment No. 1, 2014). At the core of the supported decision-making paradigm 

is the perspective that all persons are capable of making decisions and expressing their 

will and preferences; thereby retaining legal capacity so long as they receive the 

appropriate support (General Comment No. 1, 2014). Legal capacity and mental 

capacity are distinct concepts. Legal capacity is the ability to hold and exercise specific 

rights and duties and is key to meaningful participation in society (General Comment No. 

1, 2014). Mental capacity refers to the decision-making skills – or capabilities – of a 

person, which vary from one person to another and may be different for a given person 

depending on many factors (e.g., environmental, social) (General Comment No. 1, 

2014). Article 12 makes it clear that “unsoundedness of mind” and other discriminatory 

labels are not legitimate reasons for the denial of legal capacity (General Comment No. 

1, 2014). Thus, under Article 12, perceived or actual deficits in mental capacity must not 

be used as justification for denying legal capacity (Stuart, 2012). British Columbia’s 

Representation Agreement Act has been credited as successful legislative recognition of 

supported decision-making and the legal capacity of adults with disabilities (Stainton, 

2016), which includes the rights of people living with dementia. 
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Chapter 3.  
 
Literature Review 

Since representatives can use both substitute and supported decision-making 

approaches under the RAA, this chapter will analyze the existing literature on both of 

these approaches in relation to health care and personal care decisions for older adults 

living with dementia. First, it is important to understand how the traditional construct of 

capacity influences decision-making experiences for OAsLWD. 

3.1. Health Care and Substitute Decision-making for Older 
Adults with Dementia 

Literature on health care decision-making for OAsLWD focuses almost entirely 

on the substitute, or surrogate decision-making approach. There are two standards 

within this approach that may guide surrogates in their decision-making process: 

substituted judgment and best interests. Fellows (1998) describes these surrogate 

decision-making standards as follows: 

Surrogate decision-makers are to make choices based on what they 
believe the patient would have wanted under the circumstances. In 
applying… this standard the ideal is to have verbal or written advance 
directives from the patient at a time when [they were] competent. More 
frequently, the surrogate will make a decision based on [their] 
understanding of the patient’s values and priorities… In the absence [of this 
standard], the ‘best interests’ standard is applied, in which an objective 
assessment of burdens and benefits for this patient, as judged by the 
surrogate, forms the basis for the decision. (Fellows, 1998) 

The literature provides insight into how these standards are used. Although the 

substituted judgement standard is regarded as the primary standard to guide surrogate 

decision-making, two qualitative interview studies found that family surrogates most 

often made decisions based on the best interests standard or by striking a balance 

between the two standards (Fetherstonhaugh et al., 2017; Hirschman et al., 2006). The 

best interests standard was usually employed because family members had no 

knowledge of their relative’s health care preferences (Hirschman et al., 2006). Family 

surrogates often lacked information on previous care preferences and had no other 

option but to apply a best interest approach instead (Fellows, 1998). Other surrogates 
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who had knowledge of the person and their values used these characteristics to inform 

decisions, although they could not determine if these decisions genuinely reflected the 

wishes of the OALWD (Fetherstonhaugh et al., 2017). 

Having instructions from the older adult and knowing their wishes does not 

always clarify the decision-making process for surrogates, however. Fetherstonhaugh et 

al (2017) found that surrogate decision-makers were uncertain as to whether previous 

wishes were still held by the older adults in their current situation. Additionally, 

surrogates had difficulty interpreting and applying their relative’s directives. They wanted 

to do the ‘right thing’ that would honour their relative’s wishes but were unclear as to how 

to operationalize these wishes in the real world context in which they found themselves 

(Gessert et al., 2001). More commonly, conversations and instructions about treatment 

preferences were vague and left surrogates with little to no direction about how to 

implement these preferences (Fetherstonhaugh et al., 2017; Gessert et al., 2001).  It is 

unsurprising then that research yields mixed results regarding surrogates’ confidence in 

the decisions they have made. 

Some studies indicated that surrogates were overall highly satisfied with and 

confident about the health care decision they made (Givens et al., 2009; Silberfeld et al., 

1996) while others found a lack of confidence and satisfaction among surrogate’s 

decisions (Mitchell et al., 2000). Mitchell et al. (2000) measured decision satisfaction 

among surrogate decision-makers of cognitively impaired older adults from Ottawa and 

Boston who had made the decision to approve long-term tube-feeding placement. Only 

47.9% of substitute decision-makers felt confident that the patient would want to have a 

feeding tube. Furthermore, while 75.5% of substitute decision-makers were in favour of 

tube-feeding at the time that the decision was made, retrospective interviews found that 

only 61.7% still favoured the decision. 

Further research found discrepancies between treatment decisions that 

surrogate decision-makers made and what the OALWD themselves would choose 

(Horton-Deutsch et al., 2007; Reamy et al., 2011). In the quantitative portion of Horton-

Deutsch et al.’s (2007) study, 31 dyads (OAsLWD and their care partners) were given a 

hypothetical scenario (fractured hip) and asked to choose between two treatments 

(surgical repair or bed rest followed by physical therapy). Only 11 out of 20 dyads could 

demonstrate congruent choices for the OALWD while 30 percent of care partners made 
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a treatment choice for the OALWD that they believed was not what the OALWD would 

choose; there was not any concern expressed by surrogates with regard to this 

incongruence (Horton-Deutsch et al., 2007). Horton-Deutsch et al. (2007) reasoned that 

that low congruence amongst dyads may be due to differences in values between these 

care partner surrogates and the OAsLWD, with surrogates focusing more on 

physiological and safety needs. This was further supported in a case study in which the 

surrogate prioritized physical and safety needs while the OALWD prioritized their 

psycho-social needs (O’Connor & Kelson, 2009).  Reamy et al. (2011) investigated 

discrepancies in perceptions of values and care preferences between OAsLWD and 

their family care partners. Researchers interviewed both parties to determine the 

OALWD’s beliefs for five care-related values: autonomy, burden, control, family, and 

safety. Compared to the self-reports of the OAsLWD, care partners consistently 

attributed less importance to all five of the OALWD’s values in care revealing that 

despite their future substitute decision-making role, care partners do not necessarily 

have an accurate depiction of the OALWD’s values. 

Almost all the surrogate decision-making research focuses exclusively on family 

members as surrogate decision-makers, either in formal or informal surrogate roles. 

Family surrogate decision-makers have been found to use an intuitive, emotional 

decision-making process (Jox et al., 2012). When making decisions for persons with 

dementia, family surrogates focused on the person’s age, well-being, quality of life, and 

suffering (Hirschman et al., 2006; Jox et al. 2012). Silberfeld et al. (1996) found that, as 

a guiding principle of their decision-making process, family surrogates sought to promote 

the “overall good” of their relative with dementia.  Families also made decisions based 

on allowing the OALWD and the family’s life story to continue (Elliott et al., 2009). 

Family surrogates often had to step into this new role after pivotal events in the 

lives of the OALWD (e.g., losing directions, not making decisions or paying bills, stroke, 

fall, fracture, or death of a spouse as a care partner) triggered the assumption by family 

members of a substitute decision-making role (Kjervik et al., 1993). Family members 

who eventually became surrogate decision-makers reported feeling strained and 

confused by being the person upon whom all decisions rested (Samsi & Manthorpe, 

2013). Oftentimes, family surrogates were inclined to include other family members 

when they lacked certainty about what decision should be made or when facing an 

“important decision” (e.g., affecting lifestyle, medical treatment, end of life). 
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(Fetherstonhaugh, et al., 2017). Several family surrogates felt the need for family 

consensus when making medical decisions (Hirschman et al., 2006). Family surrogates 

also consulted with health professionals such as physicians and residential care staff 

(Fetherstonhaugh et al., 2017; Hirschman et al., 2006). 

The literature shows that family surrogates’ decisions are heavily influenced by 

their social role as a member of the older adult’s family and their relationship to the older 

adult. In many cases, this means that their decision-making process may not entirely 

align with the substitute decision-making standards (i.e., previous preferences followed 

by the best interest standard). Family surrogates reported that they would not 

necessarily use their relative’s preferences if they did not perceive them to be realistic or 

in their relative’s best interest in their current situation (Hirschman et al., 2006). A study 

by Elliott and colleagues (2009) further supported Hirschman et al.’s (2006) findings. 

Reporting on family surrogates’ ethical thinking in their decision-making process, Elliott 

et al. (2009) found all 39 family surrogates interviewed reported the same decision-

making process. As family members became the decision-maker, initial decisions were 

made by closely involving their relative’s autonomous wishes. As the cognitive 

impairment progressed, family surrogates found themselves making decisions that 

infringed upon their relative’s autonomy, justifying these decisions as being in their 

relative’s best interest. This pattern continued through the progression of the cognitive 

impairment until, eventually, a best interest approach was the only source of influence of 

the family surrogate’s decision-making process. 

Wilkins (2018) argues that the existing substitute decision-making standards (i.e., 

substituted judgment and best interests) provide inadequate guidance for surrogate 

decision-makers of OAsLWD. The substituted judgment standard does not allow for 

flexibility in response to changing values and preferences that can unfold in the 

dementia process (Wilkins, 2018). Instead, it projects the person’s past perspectives 

onto their current situation without consideration for the changes in personhood that can 

occur over time. The best interests standard focuses solely on evaluating the burden-

benefit ratio for the person’s current situation, potentially ignoring their life lived at all 

points in time leading up to their current situation. These shortcomings have the potential 

to escalate into conflict between potential surrogate decision-makers; this conflict may 

arise when pursuing a substituted judgement standard compared to the best interest 

standard (i.e., prioritizing autonomy versus beneficence) or when there are different 
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interpretations of what is in the person’s best interests. Thus Wilkins (2018) argues for a 

‘narrative interest standard’ with elements of the best interests standard as an alternative 

to using only substituted judgement or the best interests standard. Reviewing the 

person’s “story” (i.e., their narrative) provides context, history, and flexibility for values 

and preferences that may have evolved over time while also focusing on the current 

benefit-burden ratio given the persons narrative (Wilkins, 2018). This approach places 

the OALWD at the center of the decision-making process and encourages their direct 

contribution in telling their own story about what matters to them in their lives (Wilkins, 

2018). 

Family surrogates often make end-of-life decisions for older adults with late-stage 

dementia. Kaldjian, Shinkunas, Bern-Klug, & Schultz (2010) explored surrogates’ 

understanding and articulation of goals of care for OAsLWD at the end-of-life. They 

reported that physical and emotional comfort were highly important goals of care for 

older adults with late-stage dementia (Kaldjian et al., 2010). However, surrogates felt an 

enormous amount of burden, guilt, and confusion over their role during end-of-life 

decision-making (Gessert et al., 2001; Silberfeld et al., 1996). In a qualitative study 

examining family surrogates’ cognitive and effective decision-making processes for end-

of-life treatments for nursing home residents with late-stage dementia, Forbes and 

colleagues (2000) found that surrogates had difficulty with discussing dying or end-of-life 

decisions. Family surrogates had limited understanding of the dying trajectory with 

respect to late-stage dementia (Forbes et al., 2000; Gessert et al., 2001), which made it 

difficult for them to synthesize information into a framework to guide end-of-life decisions 

(Forbes et al, 2000). Furthermore, most family surrogates felt uncomfortable making 

decisions or setting goals that could be perceived as hastening death as a result of their 

direct actions (Forbes et al., 2000). 

Studies have also noted differences in substitute decision-making based on 

which family member is the decision-maker. Spouses were found to have more 

discussions and be better equipped to make decisions on behalf of their spouse 

compared to other non-spousal family and friend surrogates who often struggled with 

this approach (Hirschman et al., 2006; Samsi & Manthorpe, 2013). Adult children 

surrogates were also less satisfied with their decision-making compared to other family 

and non-family surrogates (Givens et al., 2009). Decision-making also differed if the 

substitute decision-maker was a professional guardian. Reviewing 314 guardianship 
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court cases, Reynolds and Carson (1999) found that older adults with family surrogate 

decision-makers were more likely to be living in the community than those under 

professional guardianship (Reynolds & Carson, 1999). However, cases were only 

reviewed from two Florida counties, limiting the generalizability of this study’s analysis. 

In an experimental vignette study comparing 32 family surrogates and 32 professional 

guardians, Jox et al. (2012) found that the decision-making process of professional 

guardians was directed by the use of rational deliberation, relying on medical and legal 

authorities, and patient’s autonomy as prescribed in law (e.g., the relative’s prior 

statements). In contrast, family surrogates used an intuitive, emotional decision-making 

processes. Professional guardians were also much more likely to consent to life 

sustaining treatment compared to family surrogates (Jox et al., 2012).  Interestingly, for 

all surrogates—family or professionals—higher decisional weight was given to the older 

adult’s current behaviour than their previously expressed preferences or life attitudes. 

This suggests that surrogates are potentially influenced in their decision-making by 

factors that are not necessarily required by legal processes and standards typically 

within substitute decision-making but are more in line with a supported decision-making 

approach (Jox et al., 2012).  

Interactions with health care professionals also influenced surrogates’ decision-

making experiences. Assessing surrogate involvement in decision-making for care of 

infections in nursing home residents with advanced dementia, Givens and colleagues 

(2015) found that surrogate decision-makers were unaware of suspected infections and 

did not participate in such decision-making. Inadequate support from care providers was 

the greatest source of dissatisfaction with decision-making among surrogates (Givens et 

al., 2009; Silberfeld et al., 1996). Family members often lacked consistent 

communication with any specific health care provider, which impeded discussions of 

death and dying during end-of-life decision-making (Forbes et al., 2000). Surrogates 

found it helpful when health care providers clearly explained care options, giving them 

the opportunity to ask questions and feel heard (Kim & Song, 2018). Surrogates also 

reported feeling respected and understood when care providers expressed concerns for 

the surrogate or the OALWD and asked the surrogate how they felt in response to their 

decision-making circumstances (Kim & Song, 2018). 
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3.2. Personal Care and Surrogate Decision-making for 
Older Adults Living with Dementia 

Personal care (e.g., arranging assistance for OAsLWD in their homes and 

placement in a nursing home) is also an important area that is interrelated with, yet 

separate from, health care matters. This area of decision-making is crucial because it 

includes the wider scope of day-to-day living for OAsLWD (Cohen, 2004). Yet research 

often fails to make the distinction between these care matters. Cohen’s (2004) study is 

the exception. Studies typically discuss personal care (although not explicitly identified 

as such) in reference to nursing home placement (Forbes et al., 2000; Gessert et al., 

2001; Reynolds & Carson, 1999). Family surrogates who placed their relative with 

dementia into a care facility recalled this decision being the most difficult decision they 

had ever made, calling the decision a violation of life-long values based in fidelity 

(Forbes et al, 2000).  They often feel guilt, feeling as though they had failed by putting 

their relative in a nursing home; these emotions persist long after the placement 

(Gessert et al., 2001). 

Cohen (2004) presented a case vignette to highlight personal care decision-

making. Little understanding of the surrogate decision-making role as it pertains to 

personal care matters and no directions to assist in this type of decision-making were 

cited as creating difficulties for surrogates in their decision-making processes (Cohen, 

2004). Future planning and discussion about personal care preferences can facilitate 

decision-making and reduce emotional burden (Cohen, 2004). However, such 

discussions are often limited or include unrealistic requests such as directions to never 

be placed in a nursing home (Cohen, 2004). Family surrogates also struggled with the 

appropriate timing of their involvement in decision-making for personal care matters 

because they did not know when their relative with dementia had become incapable of 

making such decisions (Cohen, 2004). Further research is needed on surrogate 

decision-making for OAsLWD as it pertains to personal care matters. 

3.3. Advance Care Planning and Surrogate Decision-
making 

Planning for future care can help provide direction and support for surrogate 

decision-makers and reduce burden on family and friends (Black et al., 2009). 
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Appointment of a surrogate decision-maker, discussions of treatment and wider values 

and wishes between the adult and their surrogate and creating formal or informal 

instructions for health care preferences are the typical modes of advance care planning. 

Yet a lack of completion of these planning tools and a lack of communication regarding 

quality-of-life continues to hinder surrogates’ preparedness for decision-making 

(Fetherstonhaugh et al., 2017; Fried et al., 2017; Gittler, 2011). 

In a cohort study examining 350 older adult and surrogate reports of advance 

care planning engagement and surrogate knowledge of the older adult’s treatment goals, 

Fried et al. (2017) found that disagreements about advance care planning participation 

was common among these dyads. Furthermore, findings indicated that agreement 

among surrogates and older adults about completion of a living will, assignment of 

health proxy, and communication about life-sustaining treatment was not associated with 

surrogate knowledge about the older adults’ treatment goals (Fried et al., 2017). 

However, agreement of quality-of-life communication was associated with surrogate 

knowledge. Fried et al. (2017) contend that the other advance care planning activities 

were not associated with surrogate knowledge since these activities did not explicitly 

promote communication about the health outcomes that are important to patients; 

therefore, advance care planning is not complete without this type of communication 

between surrogates and older adults. 

As previously noted, even when written instructions exist, their utility in aiding 

surrogate decision-making is often limited. Surrogates often reported that instructions 

were difficult to implement when they did not cover the specific treatment decision in 

question. Surrogates also struggled to interpret and apply the expressed preferences 

(Gessert et al., 2001; Gittler, 2011). These challenges thus raise two issues with formal 

or informal directives: (1) it is impossible to draft directives to cover all care issues that 

may come up in the future; and (2) instructions that are too general will not provide clear 

enough guidance for decision-making (Gittler, 2011). 

Black et al. (2009) nonetheless found that advance care planning may be 

hindered by both parties’ reluctance to discuss these matters, older adults not thinking 

about their preferences, older adults deferring these matters to others, surrogates and 

older adults believing these discussions were not necessary, and an overall perceived 

lack of opportunity to begin these discussions. Surrogates’ understanding of patients’ 
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prior wishes can range from specific, to vague, to not having any knowledge of the older 

adult’s preferences at all (Black et al., 2009; Hirschman et al., 2006). There was often a 

realization among family surrogates that discussions never occurred and that it was ‘too 

late’ because their relative was no longer capable (Hirschman et al., 2006). Family 

surrogates reported that if they could go back in time, they would have a discussion with 

their relative about their health care preferences (Hirschman et al., 2006). 

3.4. Supported Decision-making with Older Adults with 
Dementia 

Supported decision-making for OAsLWD has barely been acknowledged within 

the gerontology literature. The sparse research available on this topic has primarily 

focused on every day, informal decision-making processes rather than on health care or 

personal care decisions specifically. 

A longitudinal study interviewed 12 persons with dementia and their informal care 

partners to explore how everyday decision-making occurred and changed within such 

dyads (Samsi & Manthorpe, 2013). Through a phenomenological approach, Samsi and 

Manthorpe (2013) found that everyday decision-making exists on a continuum in which 

care partners use supported decision-making approaches, eventually transitioning to 

substitute decision-making approaches as the dementia progresses (Samsi & 

Manthorpe, 2013). These authors identified three types of supported decision-making 

approaches: mutual, reductive, and restrictive. In mutual decision-making the OALWD 

and their care partner make decisions jointly; this approach was often described as an 

inherent part of the dyadic relationship (e.g., being married for 50 years). In reductive 

decision-making, posing questions at the ‘right time,’ assessing when the OALWD was 

likely to engage more in conversations, and presenting limited options were all strategies 

care partners employed to promote the older adult’s decision-making involvement to its 

greatest extent. In restrictive decision-making, care partners reported reducing decision-

making opportunities by making smaller everyday decisions on the older adult’s behalf in 

order to “save” the older adult’s decision-making capabilities for bigger and more 

significant decisions (Samsi & Manthorpe, 2013).  

Strategies used in supported decision-making were critical for OAsLWD and their 

care partners to maintain their autonomy for as long as possible (Samsi & Manthorpe, 
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2013). Often, care partners engaged the person with dementia in decision-making so 

that the person with dementia did not feel disempowered. Yet care partners indicated a 

lack of information, support, and person-centered guidance in decision-making (Samsi & 

Manthorpe, 2013). Another study by Sinclair and colleagues (2018) supported these 

findings. Theoretically framed in relational autonomy, Sinclair et al. (2018) conducted a 

phenomenological inquiry with people with dementia (n=13) and their spouses (n=15) to 

understand how couples with dementia experience healthcare, lifestyle, and everyday 

decision-making. Expanding on the continuum by Samsi and Manthorpe (2013), Sinclair 

et al. (2017) identified four decision-making approaches: independent, joint, supported, 

and substituted. They also found that couples’ approaches to decision-making was 

influenced by the following factors: individual (relevant to both partners but experienced 

separately, such as the stage of dementia and the spouse’s acceptance of the 

condition); relational (arising from interactions between partners over time); decisional 

(characteristics of the decision influencing the decision-making approach); and external 

factors (e.g., the influence of family members, professionals, institutional processes and 

access to social networks, services, and information) (Sinclair et al., 2018). Many 

partners described efforts to maintain the involvement of the person with dementia in 

decision-making, through prompting, simplifying information, reducing choices, and 

taking extra time. 

3.5. Research on Representation Agreements 

There is currently a paucity of research on representation agreements. Nidus 

Personal Planning Resource Centre and Registry, a non-profit community-based 

resource for personal planning in BC, has documented who is making RA7s (i.e., a 

representation agreement with a lower threshold for capacity). In a quantitative analysis 

of 989 RA7s made and registered between January 2006 and June 2009, Nidus (2010) 

found that 40% of people who had made RA7s in the sample were older adults between 

the ages of 70-99. This means that a large portion of RAs with the lower threshold of 

capability are being made by older adults. However, it is hard to know for certain what 

portion of these older adults have dementia. Harrison (2008) also demonstrated in a 

mixed methods study that older adults are making or have made RAs. Harrison (2008) 

interviewed 48 ‘capable RA holders,’ 38 ‘representatives of capable RA holders,’ and 7 

‘representatives of incapable RA holders,’ all from RAs under section 9, to determine the 
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socio-demographic characteristics of those who have RAs and their motivating factors 

for making one. She found that capable RA holders were predominantly white, upper-

middle class, highly educated females, aged 65 years of age or older and less than half 

were married. These participants entered into their agreement due to situational factors 

(i.e., past experiences with a loved one’s death, a health scare, or a diagnosis of illness); 

wanting control over their future; and generally, because they felt that it was a good idea 

to have one (Harrison, 2008). 

‘Capable’ RA holders appointed either their spouse, another family member 

(most often sons, followed by daughters), or a friend to be their representative (Harrison, 

2008). An overwhelming majority of representatives were chosen because they were the 

closest person to the RA holder who felt that the representative knew them best and was 

trustworthy. The majority of RA holders had discussed general treatment wishes with 

their representatives. This included their values and feelings about the types of 

situations that could arise, and what impact that should have on how treatment decisions 

should be made on the RA holder’s behalf. Very few had either written instructions or 

had discussed specific scenarios with their representative.  

The Harrison (2008) study also provided insight into the representative’s 

experience in decision-making, although very few representatives in the study had 

actually made decisions (n=5). Those who had had made decisions about health care 

and personal care matters including medications, end-of-life decisions, nursing home 

placement, life support, and decisions to stop treatment (Harrison, 2008). When making 

decisions, representatives were more likely to consult with others prior to making a 

decision—including the RA holders themselves—than they were to act independently 

(Harrison, 2008). All five representatives felt that the decision they made reflected their 

RA holder’s wishes. Three, however, found decision-making stressful or burdensome: 

one participant found the decision difficult because the person was close to them, even 

though they knew they were doing what the agreement holder wanted; one participant 

found it difficult when a medical specialist went against the representative’s decision to 

stop treatment; and another participant had difficulties because of unspecified family 

problems (Harrison, 2008). Regardless, all these representatives found health care 

professionals to be receptive to their role as a representative and the RA. Overall, these 

representatives found that the authority under the agreement was helpful in decision-

making discussions (Harrison, 2008). 
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A more recent study by James and Watts (2014) explored representation 

agreements and the lived experiences of supported decision-making in Canada. These 

authors reviewed supported decision-making legislation from Manitoba, Saskatchewan, 

Alberta, British Columbia, and the Yukon and conducted semi-structured interviews with 

key informants who had professional or practice expertise in the use of supported 

decision-making in those jurisdictions. In addition, they interviewed 10 British 

Columbians who were RA holders, representatives, or care partners of an RA holder. 

The authors state that, both surrogate and supported decision-making are used within a 

representation agreement. Overall, there was agreement among informants that 

supported decision-making is an important option for persons with cognitive impairment 

to express personhood and maintain their dignity. However, James and Watts (2014) 

also identified ongoing tensions between those that understand supported decision-

making as a mechanism that enables everyday familial decision-making, and those that 

understand it as a specific legal framework. It is within this legal framework that third 

parties are concerned about the ‘unclear and imprecise language’ used in the RAA. 

There was general discomfort from informants, particularly lawyers, over the lack of 

clarity around liability, risk of abuse or not being able to take clear instructions from a 

person with a significantly impaired level of capacity, and the general lack of 

understanding of how supported decision-making works in practice. However, to date, 

there is no evidence that there is increased concern about abuse in supported decision-

making versus substitute decision-making; informants interviewed did not suggest a 

difference in concern between these two approaches either (James & Watts, 2014). 

James and Watts (2014) raised additional concerns about representation 

agreements. They argued that ‘slippage’ occurred in interviewees recounts of decision-

making. This meant that representatives in supported decision-making roles ‘slip’ into 

substitute decision-making processes (James & Watts, 2014). However, the authors do 

not identify under what circumstances this ‘slippage’ occurs. James and Watts (2014) 

also argue that “supported decision-making currently works for a limited number of 

people—predominately younger adults with ‘mild to moderate’ intellectual disabilities, 

who have actively engaged circles of support” (p.7). The authors contend that supported 

decision-making is not particularly helpful to older adults. While older adults engage with 

supported decision-making informally by including family members or friends in 
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discussions, it is viewed as an interim measure until the older adults had substitute 

decision-making arrangements in place (James & Watts, 2014). 

From their interviews with those making decisions through RAs, James and 

Watts (2014) identified factors influencing representatives’ decision-making experiences. 

Representatives reported that their role at times proved to be a high pressure and 

challenging responsibility. They required a lot of guidance and information in order to 

honour their RA holder’s wishes. They would consult with the agreement holder before 

using the agreement to make a decision, corroborating the earlier findings by Harrison 

(2008). Representatives expressed frustration when dealing with third party institutions. 

Recognition of RAs varied widely between persons and sectors. Health care staff were 

additionally unwilling or unable to take the time to provide representatives with enough 

information on health care conditions and treatment options (James & Watts, 2014). 

A 2019 report from the Canadian Centre of Elder Law (CCEL), in collaboration 

with the Alzheimer Society of British Columbia, examined the law, policy and practice of 

consent to health care in BC in the context of aging and dementia. This report analyzed 

the current laws that impacted health care consent in BC.  The CCEL report is based on 

interviews with 65 key informants whose work involved consent to treatment for older 

people living with dementia (e.g., physicians, social workers and nurses, health 

authorities’ representatives, and directors of care), 13 focus groups involving a total of 

14 people living with dementia and 44 family care partners, and an online survey of 28 

family care partners. The organization also hosted question and answer sessions with 

professionals at eight conference and community presentations.  

While health care professionals were knowledgeable about their obligations to 

obtain consent for interventions, many were often not getting informed, timely consent. 

Health care providers also commonly informed families of decisions after the fact (CCEL, 

2019). Obtaining informed consent was particularly problematic in long-term care (LTC) 

settings in which health care providers were confused as to when consent was required. 

Medications, including anti-psychotics and tranquilizers, were delivered to residents 

without informed consent. The current LTC environment was seen by health care 

providers as not permitting practice consistent with consent law. This was due to a lack 

of time and resources. Several professionals believed that they should not have to get 
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consent for every medical intervention in LTC — from a legal, ethical, or practical 

standpoint (Canadian Centre for Elder Law, 2019). 

Several health care professionals had not received training around assessing 

incapability (Canadian Centre for Elder Law, 2019). Social workers were generally seen 

as well-versed in health care consent law and other related legislation. Other health care 

professionals relied on them for support in understanding these laws. Health care 

providers identified a need and desire for ongoing professional development about BC’s 

health care consent law.  

The report identified that health care decision-making was collaborative, 

sometimes involving the OALWD and one entrusted person, and other times involving a 

larger network of people (Canadian Centre for Elder Law, 2019). However, key 

informants felt that family and substitute decision makers generally had a poor 

understanding of their decision-making responsibilities. Families were viewed as not 

having enough knowledge of advance frailty and end of life to make informed decisions. 

They favoured using a best interest approach as opposed to the person living with 

dementia’s known wishes. On occasion, their emotions hindered appropriate decision 

making. Nevertheless, informants recognized that substitute decision-making was 

extremely challenging. Substitute decision-making was time consuming and 

overwhelming because staff did not consistently communicate and get consent for 

medication.  

Representatives reported the representation agreement as positive as it clarified 

who had health care decision-making authority (Canadian Centre for Elder Law, 2019). 

However, representation agreements are not common. Some found that they did not 

need the representation agreement. Importantly, representatives experienced 

challenges with involvement and communication in health care settings regardless of 

whether or not an RA was in place.  

There were often people living with dementia that are not involved in their own 

decisions (Canadian Centre for Elder Law, 2019). Some OALWD experienced well-

meaning family members trying to take over decision-making while they still had 

capacity. Few people reported this dynamic, but when it did happen it was very 

upsetting. 
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3.6. Gaps in the Literature 

To date, there is limited gerontological research on supported decision-making in 

general, a lack of supported and substitute decision-making in Canada, and no research 

into B.C. representation agreements as they pertain to older adults with or without 

dementia. The majority of substitute and supported decision-making literature is from the 

United States, with some studies emerging from Australia and European Countries such 

as the United Kingdom and Germany. Thus, it is difficult to generalize these findings into 

a British Columbian context. This is especially true given the differences in decision-

making legislation that exist between countries and between provinces and territories 

within Canada. Furthermore, there is limited research to date on the experiences of 

decision-making for OAsLWD and their representatives using representation 

agreements. Neither James and Watts (2014) nor Harrison (2008) reported inclusion of 

OAsLWD and/or their representatives in their samples, making it even more difficult to 

generalize their findings. While the recent study by the Canadian Centre of Elder Law 

contributed to our knowledge of representation agreements, health care consent, and 

older adults with dementia, the report did not focus on the decision-making experiences 

of appointed representatives. We still know very little about the factors that influence 

representatives’ decision-making processes. 

There is also a need to clarify the relationship of substitute and supported 

decision-making approaches in RAs for representatives of OAsLWD. James and Watts 

(2014) identified slippage by representatives who fall back from supported decision-

making to a substitute decision-making approach. However, there was no clarification as 

to how and under what conditions this slippage occurs. This may in part explain how the 

relationship of supported and substitute decision-making in RAs is conceptualized. 

James and Watts’ (2014) paper suggests that these two approaches are dichotomous; 

one practices supported decision-making and then slips back into substitute decision-

making. Based on this understanding, they suggest that older adults are not embracing 

supported decision-making and instead rely on it as an interim measure before 

substitute decision-making arrangements are in place. However, others suggest that 

substitute and supported decision-making approaches exist along a continuum with 

these approaches intertwined and changing with the context (Samsi & Manthorpe, 2013; 

Sinclair, 2017). While Samsi & Manthorpe (2013) and Sinclair (2017) discuss these 
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approaches in relation to everyday decision-making, findings from Sinclair (2017) 

indicate that the continuum of these approaches exists for OAsLWD and their spouses in 

the context of health care decision-making. Furthermore, other research suggests that 

many older adults are making RAs, both RA7s, with a more liberal test of capability, and 

RA9s (Harrison, 2008; Nidus, 2010).  There is thus a need to clarify the relationship 

between supported and substitute decision-making in RAs by representatives for 

OAsLWD.  

Few studies have explicitly examined OAsLWD and supported and substitute 

decision-making for personal-care matters. Moreover, a large portion of research to date 

has only examined the experiences of informal surrogate or supported decision-makers 

rather than those formally appointed to these roles. Understanding these formal roles 

provides insight into how the formal role itself might shape these surrogates’ and 

supported decision-makers’ experiences. 

Furthermore, there is also extremely limited inclusion of theoretical orientations in 

the empirical literature, with few exceptions (see Elliott et al. 2009; Forbes et al., 2000; 

James & Watts, 2014; Kjervik et al., 1993; Reamy et al., 2011; Samsi & Manthorpe, 

2013; Sinclair et al., 2018). This is a significant gap because theoretical orientation is 

crucial in guiding the choice for research methodologies. Without the use of a theoretical 

orientation, the reader, by no fault of their own, “[does not] know what theoretical, 

conceptual, or even methodological assumptions underlie [the] study” (Casanave & Li, 

2015). Casanave and Li (2015) go on to argue that “if there are no foundational concepts 

or frames, authors will have trouble connecting their work to that of others in the field or 

in conveying their interpretations of the findings, beyond the concrete particulars of a 

study” (p. 109).   

Therefore, this research aims to address these gaps by specifically examining 

the perspectives of representatives of OAsLWD, providing insight into how RAs are used 

specifically for OAsLWD. Due to the paucity of research on personal care, this study will 

directly ask interview questions about personal care matters. It will also help clarify the 

relationship of supported and substitute decision-making approaches used by 

representatives of older adults with dementia by asking representatives about their 

decision-making process. Furthermore, this research incorporates a theoretical 

orientation that will render explicit its theoretical and methodological premises. 
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British Columbia’s Representation Agreement Act deserves this specific 

exploration given the significant contribution its development made to promoting the 

legal rights of people who are seriously ill and/or at the end of life and enabling a more 

fluid definition of capacity.  Research into how these agreements work in practice is 

limited. Even less is known about how they are experienced with older adults living with 

dementia and their appointed ‘representative.’ This thesis aims to bridge that gap. 
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Chapter 4.  
 
Methodology 

4.1. Research Questions and Objectives 

The aim of this study is to gain a deep understanding of the lived experience of 

people designated as representatives of older adults living with dementia in a BC 

Representation agreement. Generally, I seek to understand their experiences with 

decision-making in this role. More specifically, my research questions are as follows: 

(1) How do people experience health care and/or personal care decision-
making as representatives of older adults with dementia? 

(2) What factors influence representatives in their decision-making 
processes? 

(3) What are representatives’ feelings and opinions about these 
decisions? 

(4) What is the relationship between supported and surrogate decision-
making in Representation Agreements? How do representatives 
address these approaches in decision-making situations? 

This study used an exploratory, qualitative research approach to contextualize 

the various aspects influencing representatives’ decision-making experience. In-depth, 

semi-structured interviews were used to understand representatives’ decision-making 

processes and the factors that influence this process. 

This study expands on current knowledge in this body of research by including 

qualitative, descriptive accounts of representatives’ experiences in health care and 

personal care decision-making guided by a three-phase analysis. Phase one involved 

inductive discovery; phase two employed a deductive approach using the concepts 

central to Social Interactionist Theory and the Three Bodies Approach, respectively; and 

phase three involved the cross-tabulation query of the inductive and deductive 

discoveries.  
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4.2. Research Design 

4.2.1. Sample and Recruitment 

To be eligible for the study, participants had to be a representative of an older 

adult living with dementia, as designated under a B.C. Representation Agreement. They 

had previously or were currently engaged in health care and/or personal care decision-

making in that role. Participants also had to be able to read and speak English fluently. 

In total, 10 representatives, current and past, participated in this study. All names of 

study participants in this report are pseudonyms, which are used to maintain 

confidentiality. 

I used purposeful sampling to select “information-rich cases to study, cases that 

by their nature and substance will illuminate the inquiry question being investigated” 

(Patton, 2015, p. 401). To facilitate recruitment, I established connections with leaders of 

senior- and community-servicing organizations. Each organization received a letter 

detailing the study purpose and the eligibility criteria for participants. The leaders of each 

organization were asked to advertise the study within their networks. In total, four 

community organizations and a continuing studies program from a local university 

agreed to participate. The service scope of two organizations was specific to Metro 

Vancouver; the others served individuals across British Columbia. 

Organization and program leaders were asked to reach out to potential 

interviewees among their clientele by emailing them a brief introduction to the study that 

included a Letter of Invitation (Appendix D) and the recruitment poster (Appendix E). 

Recruitment posters were also placed on organizations’ bulletin boards, newsletters, 

websites, and social media platforms at their discretion. Additionally, I shared the 

recruitment poster on my professional Twitter account and with social work alumni 

groups with which I was associated via Facebook. Prospective participants then 

contacted me by telephone or email to arrange an interview. 

4.2.2. Data Collection 

In-depth, semi-structured interviews with representatives of older adults with 

dementia was the sole method of data collection for this study. In-depth interviewing is a 



35 

powerful technique for eliciting “thick descriptions” of individuals’ experiences and 

perceptions of their social world (Hesse-Biber & Leavy, 2006). Interviews were 

conducted between August 15th, 2019 and March 20th, 2020. Interviews were 

scheduled at a time and place most convenient to the participants. 

Five interviews were conducted over the telephone and five took place in-person. 

In-person interviews mainly took place at the home of each participant; one occurred in a 

private meeting room at Simon Fraser University. Interviews lasted between 49-171 

minutes. After completing the informed consent form (Appendix F), participants 

completed a sociodemographic background questionnaire (Appendix G). In the 

questionnaire, participants reported on their age, gender, family and children, education, 

and immigration history. Participants also reported on characteristics of the 

representation agreement in which they were appointed.  These included the type of 

representation agreement (RA7/RA9), their relationship to the RA holder, the year the 

agreement was made, the number of decisions they had participated in, and the areas of 

authority they held in the agreement. I used this information to help contextualize the 

experiences of representatives based on their demographic attributes and the 

characteristics of the RA. 

I conducted interviews using a semi-structured guide (Appendix H). The interview 

guide focused on the motivating factors, barriers and facilitators, and thoughts and 

feelings of representatives during decision-making. Prior to data collection, I conducted a 

pilot interview to test the interview guide. From this pilot interview, I was able to confirm 

that the interview guide was effective for answering and exploring the study’s research 

questions. I conducted and transcribed all the interviews in this study. All interviews were 

audio-recorded and transcribed verbatim. I used InqScribe, a digital media transcription 

software, to help with transcribing interview recordings. This facilitated control of audio 

playback and slowed down the recording. 

4.2.3. Theoretical Perspectives 

Two theoretical perspectives informed my research: the three bodies approach and 

symbolic interactionist theory. Using Scheper-Hughes and Lock’s (1987) three bodies 

approach, I analyzed how the body is understood through individual, social, and political 

domains. Conceptions of the body influenced the ways in which health care was planned 
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and delivered. Additionally, I used Hubert Blumer’s (1969) symbolic interactionist theory 

as a means of understanding social behaviours and how people make sense of their 

social world. Symbolic Interactionist Theory—employed as a broader ecological frame— 

informed the development of this research, and its analytic influence can be seen in the 

application of the Three Bodies Approach.   

Three Bodies Approach 

The three bodies approach, articulated by Scheper-Hughes and Lock (1987) 

outlines three perspectives from which the body can be viewed as the focus of analysis: 

the individual body, the social body, and the body politic. Each corresponds to three 

different theoretical approaches: phenomenology (individual body), structuralism and 

symbolism (social body), and post-structuralism (body politic) (Scheper-Hughes & Lock, 

1987). Conceptions of the body are naturally as well as culturally produced and are 

situated within a historical juncture (Scheper-Hughes & Lock, 1987). 

The individual body is defined as “the phenomenological sense of the lived 

experience of the body-self” (Scheper-Hughes & Lock, 1987, p. 7); the ‘lived self’ that is 

highly variable from one person to the next (Scheper-Hughes & Lock, 1987). It is within 

the lived self that health and sickness are understood and experienced. In relation to the 

individual body, Scheper-Hughes & Lock (1987) critique Western culture’s dualistic 

approach to mind-body, which has resulted in the conception of the individual body in 

terms of its mechanics and functional state. A dualistic approach lacks any 

conceptualization of the mind’s somatic characteristics. Exploring a mindful body 

challenges the taken-for-granted notions of such dualism. Examining the individual body 

through a phenomenological lens, one can unmask and challenge these deeply rooted, 

culture-bound assumptions about how the mind and body are actually experienced by 

the individual (Scheper-Hughes & Lock, 1987).  These authors further differentiate 

between conceptions of the “self.” An egocentric self, highly individualized and stable 

across time, reflects a Western conception of personhood (i.e., the self). This is in 

contrast to a sociocentric self where the person is understood as acting within the 

context of social relationships. They suggest that a sociocentric self is more commonly 

expressed in non-Western cultures. 

The social body examines the representational uses of the body, as both a 

natural and culturally understood entity, which is framed within a society and through 
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societal relations (Scheper-Hughes & Lock, 1987). Thus, individual experiences of 

health and illness are, in fact, understood through social relations: “the structure of 

individual and collective sentiments down to the ‘feel’ of one’s body … is a social 

construct” (Scheper-Hughes & Lock, 1987, p. 23). Metaphors are also used to 

communicate and construct experiences of the body and, subsequently, individual and 

collective experiences of health and illness (Scheper-Hughes & Lock, 1987). These 

metaphors promote the particular views of each society and societal relations within 

them (Scheper-Hughes & Lock, 1987).  

The body politic refers to “the regulation, surveillance, and control of bodies 

(individual and collective) in reproduction and sexuality, in work and in leisure, in 

sickness and other forms of deviance and human difference” (Scheper-Hughes & Lock, 

1987, p. 7-8): “societies regularly reproduce and socialize the kind of bodies that they 

need” (p. 25). The body politic further underscores how political and other regulatory 

institutions (e.g., medicine and the criminal justice system) “produc[e] new forms of 

power/knowledge over bodies” (p. 26). Indeed, the increased number of disease 

categories and labels that now exist within the medical field has resulted in severely 

restricted parameters of what are considered ‘normal’ or healthy bodies, compared to 

the recent broader categorization of who is considered “sick” (Scheper-Hughes & Lock, 

1987). Through a “medical gaze”, doctors pathologize bodies, only seeking to identify 

the symptoms of bodily experiences (Scheper-Hughes & Lock, 1987). This has further 

led to the unrestricted application of conceptions of illness on all aspects of life (the 

medicalization of life) (Scheper-Hughes & Lock, 1987).  To this end, experiences of 

illness are not told from the perspective of individuals, but rather through a medical lens, 

as a means of social control (Blumer, 1969).  

To understand representatives’ experiences in health care and personal care 

decision-making for OAsLWD, it is beneficial to explore how conceptions of the body are 

articulated in decision-making processes. Conceptions of the body influence the ways in 

which health care and personal care are planned and delivered. I used qualitative 

interviewing as a well-suited research method to reveal how illness and disease are 

understood and are experienced within the body – through natural and cultural means – 

and how these understandings influence representatives’ decision-making processes. 
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Symbolic Interactionist Theory 

From a symbolic interactionist perspective, people do not encounter a fixed 

reality, but rather construct their own social realities (Blumer, 1969). According to Blumer 

(1969), symbolic interactionism has three basic premises: (1) humans act towards 

things, including people, on the basis of the meaning that they assign to those people 

and things; (2) the meaning of such things is derived from, or arises out of, the social 

interactions that people have with each other; and (3) these meanings are interpreted by 

the person dealing with the things they encounter. 

Meaning is thus a social product; meanings are formed through people’s 

interactions with one another (Blumer, 1969). Yet, individuals also play active roles in 

shaping their social reality whereby meanings are used and revised to guide and form a 

person’s reaction to the thing or event. Through an interpretative process, a person 

“selects, checks, suspends, regroups, and transforms the meanings” of the situation they 

are faced with (Blumer, 1969, p.5). As Blumer (1969) stated, “one has to get inside the 

defining process of the actor in order to understand his actions” (p. 16).  

Symbolic interactionism helped in gauging how individuals act in their decision-

making process and the meaning they assign to the decision they made. 

Representatives develop an interpretation of the health and personal care decision 

facing the older adult living with dementia for whom they are the designated 

representative. Importantly, the diverse social interpretations of a person’s health 

situation and care needs by OAsWLD, family members, and health care professionals 

can affect what care is provided or refused (Bern-Klug, 2009). The meaning people 

attach to a situation, or decision at hand, is the catalyst for understanding an individual’s 

actions.  

In contrast with my usage of the three bodies approach – in which I closely 

engaged with conceptualization of the body to inform representatives’ decision-making – 

I employed symbolic interactionist theory as an overarching lens for understanding 

human action in my research. Guided by symbolic interactionist theory, I highlighted the 

social interpretations and the meanings that representatives attributed to the OALWD’s 

desires and actions in the context of health care and personal care decision-making in 

my analysis. 
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4.3. Data Analysis 

I used NVivo 12® – a qualitative data management tool that helps researchers 

organize, sort and compare qualitative data – to identify themes and draw conclusions 

from participants’ interviews. I approached data analysis as an iterative process, 

whereby data collection was occurring at the same as the analysis (Hesse-Biber & 

Leavy, 2006). I analysed data in three stages. 

Initially, I used inductive analysis to “allow meaningful dimensions to emerge 

from the patterns found in the cases under study, without presupposing in advance what 

those important dimensions will be” (Patton, 2015, p. 122). I started this analysis by 

using open coding methods to identify initial concepts and their property and 

dimensions. I read through each interview several times to become close to the data. I 

defined tentative codes and then organized them into distinct categories. After these 

codes and categories were created, I re-read each interview to refine my analysis. As 

this process continued, I was able to cement meaningful themes and formulate them into 

a logical, systematic, and explanatory scheme of the lived experiences of 

representatives in decision-making (Patton, 2015). 

Following inductive analysis, I used deductive analysis to assign meaning to the 

data through the application of the Three Bodies Approach. These deductive codes were 

assigned to text already coded inductively, in a layered fashion. Deductive codes were 

informed by the sensitizing concepts underlying the Three Bodies Approach. 

Additionally, throughout my deductive analysis of the data, I applied the principles of 

symbolic interactionist theory. Within the individual, social, and political bodies, I applied 

a symbolic interactionist lens to explain how people make sense of their social world and 

how social behaviours are formed. Subsequently, I used a matrix query to examine 

instances of overlap between the inductive codes and the deductive codes. This query 

enabled analysis of patterns between inductive and deductive coding and the salient 

features that arose from this comparison.  

I used the matrix coding function in NVivo 12® to observe relationships and 

patterns between my two lists of coded data. Deductive codes – dualism, holism, 

egocentrism, sociocentrism (individual body); metaphors (social body); medical gaze of 

OAsLWD, medical gaze of decision-making (body politic) – were cross tabulated with 
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inductive codes – motivations, context, decision-making process, facilitators, barriers, 

considerations for future. From this crosstabulation query, I examined the intersections, 

or associations, of the inductive and deductive codes. For example, I compared how 

one’s sense of self – egocentric or sociocentric – is understood and experienced across 

all inductive codes. 

Throughout the analytic process, I wrote memos to elaborate how I identified the 

properties of my codes, the conditions under which codes arose and comparison with 

specific data and their codes (Patton, 2015). According to Charmaz and Bryant (2008), 

[m]emo writing (a) engages researchers with their data and emerging 
comparative analyses, (b) helps them to identify analytic gaps, (c) 
provides material for sections of papers and chapters, and (d) 
encourages researchers to record and develop their ideas at each stage 
of the research project (as cited in Patton, 2015, p. 184). 

I used memo-writing to document initial and evolving thoughts and ideas about 

the data and codes, as well as my interpretations throughout the data analysis process 

(Hesse-Biber & Leavy, 2006). This technique served to document the systematic way in 

which the data was analysed and interpreted and was used as a tool to facilitate 

understanding of how data, codes, and categories fit or do not fit together (Hesse-Biber 

& Leavy, 2006). Reflexive memoing was also used to recognize and examine my own 

positionality and how it might impact the research process (Hesse-Biber & Leavy, 2006). 

To ensure the security of data and the confidentiality of participants, all interview 

audio recordings were uploaded to a file on a password-protected computer the same 

day that the interview took place. Backups of each file were also uploaded onto a 

portable and encrypted USB flash drive that was kept in a locked drawer in my home 

office. 

The pursuit of rigor and validity is imperative in qualitative research to ensure 

findings carry conviction and strength (Long & Johnson, 2000). Strategies to evaluate 

reliability included an audit of the decision trail and triangulation (Long & Johnson, 2000). 

To ensure validity I used respondent validation (member-checking) and reflexive 

techniques such as self-description and reflective journal keeping (Long & Johnson, 

2000).  



41 

An audit of the decision trail involves the “presentation of details of all sources of 

data, collection techniques and experiences, assumptions made, decisions taken, 

meanings interpreted, and influence on the researcher” (Long & Johnson, 2000, p. 35). I 

used memo-writing to track this analytic process. I wrote detailed memos throughout my 

research to describe my data collection techniques and experiences, assumptions 

made, interpretation of meanings, and the decisions taken. Additionally, I used theory 

triangulation—the use of multiple theoretical perspectives to examine and interpret a 

data set—to facilitate a deeper understand of the data set. Applying different 

perspectives to the same data was a worthwhile technique as it ensured that I acquired 

a robust, comprehensive, and well-developed account of representatives’ lived 

experiences. 

Member-checking is a method of respondent validation to ensure stability of 

findings in qualitative research (Long & Johnson, 2000). Using this technique, I emailed 

each participant a brief summary of their interview and participants were given the 

opportunity to clarify anything information that may have been misunderstood. This was 

invaluable for verifying the participants’ experiences. 

Furthermore, a researcher carries with them their own “beliefs, backgrounds, and 

feelings [that] are a part of the knowledge construction process” (Hesse-Biber & Leavy, 

2006, p.141). Therefore, it was imperative that I was aware of how my own background 

and assumptions may influence the research process. I used reflexivity as a strategy to 

recognize, examine, and understand my positionality in this process; this occurred 

through reflexive journaling and memo-writing (Hesse-Biber & Leavy, 2006). This 

technique is consistent with phenomenological inquiries in which a researcher, through 

their own self-interrogation, shifts from a “conditioned way of experiencing the world… to 

a more conscious awareness of one’s presuppositions…” (Osborne, 1994); this is 

referred to as bracketing. In the next section, I identify personal experiences and 

assumptions that could influence how I approached my data collection and data 

analysis. I present my background, interest, and knowledge regarding this chosen 

research topic.  
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4.3.1. Bracketing 

I am trained as a social worker and work with older adults living with dementia 

and their families. From my training, I have a bias towards working within a social justice 

framework and through a human rights lens. My previous work in long-term and 

community care settings with older adults with dementia have potentially influenced my 

views of the work done in these settings from a service provider perspective.  

I developed the initial concept for this research while working towards my 

Bachelor of Social Work degree. During my studies, I briefly learned about working with 

older adults as well as health care consent and adult guardianship legislation and 

procedures. I was concerned as to how I would support families with decision-making 

when I had such limited knowledge myself. I asked myself, “What would help family 

carers during substitute decision-making?” I felt there was a need to ‘get inside the head’ 

of representatives to understand how best to support them around decision-making. 

I also received training on Representation Agreements through my 2017 

internship with the Nidus Personal Planning Resource Centre and Registry. I had the 

privilege of working alongside the centre’s executive director, Joanne Taylor. During this 

time, I gained a rich understanding of how RAs are made and then used in practice. 

Attuned to the potential influence of my educational background, interest, and 

knowledge of representation agreements and working with people living with dementia 

and their families, I tried to maintain a conscious awareness of my biases and presumed 

understanding of the phenomenon so as to not impose them on the participants’ 

accounts. I was very open with participants as to my educational background and my 

interest around the topic. There were some notable benefits to having a pre-existing 

health care consent and advance planning lens, especially while interviewing 

participants. First, I was able to follow the medical jargon that participants regularly used. 

This allowed interviews to flow naturally rather than repeated stops to explain acronyms 

or terminology. Secondly, I approached interviews with the participants using a 

respectful, non-judgemental manner and took an active listening role to understand and 

appreciate their lived experience.  

Through memoing, I continuously scrutinized how I conducted interviews and 

analyzed data. Member-checking was a useful method for confirming my summation of 
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the interview. Most participants engaged in this follow-up process to accurately reflect 

their experience by responding back with minor corrections.  
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Chapter 5.  
 
Findings 

This section presents the results of participants’ characteristics followed by the 

inductive and deductive findings of my research. To begin, I report on participants’’ 

demographic characteristics and the characteristics of the representation agreement in 

which they were appointed. Next, I present the findings from my inductive analysis 

where I explored representatives’ lived experiences of decision-making. Lastly, I circle 

back to my theoretical perspectives. I present the deductive findings through the specific 

conceptions of the Three Bodies Approach and the wider lens of Symbolic Interactionist 

theory.  

5.1. Participant Characteristics 

Ten people were interviewed for this study. The mean age of the participants was 

63.7 years. The youngest participant was 53 years old and the oldest participant was 77 

years old. Eighty percent of the sample were female; twenty percent were male. All 

participants were born in Canada. Sixty percent of participants were either married or 

common-law. Two were divorced, one was widowed, and one was single. Participants 

had an average of 1.9 children ranging from 0-5 children. When asked about the highest 

level of education attained, eighty percent of participants reported having one or more 

university degrees, one participant attained a college diploma and one reported high 

school (Table 5.1.1.). 

Table 5.1.1. Demographic Characteristics 

Variable Outcome Total 
Age 50-54 2 

 55-59 2 
 60-64 1 
 65-69 2 
 70-74 2 
 75-79 1 

Gender Female 8 
 Male 2 

Place of Birth Canada 10 
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Variable Outcome Total 
Marital Status Married/ Common-law 6 

 Divorced 2 
 Widowed 1 
 Single 1 

Children 5 1 
 3 3 
 2 1 
 1 3 
 0 2 

Education High School 1 
 College Diploma 1 
 University Degree(s) 8 

 
While ten representatives participated in this study, two people had been a 

representative for an OALWD twice. Both participants chose to reflect on both 

experiences in their interview. Therefore, this study represents the experiences of 

representatives for 12 older adults living with dementia. The data reflects this, as 

indicated in Table 5.2: 

Table 5.2. Representation Agreement Characteristics 

Participant 
ID 

Relationship to 
OALWD 

Timespan of 
RA 

# times 
used 

Type of 
RA 

Authority 

Maureen Wife 2017-ongoing <5 RA9 H, P 
Rob Friend 2018-2019 >20 RA9 H, P 
Barry Son 2014-ongoing <5 RA9 H, P 
Cindy Daughter 2016-ongoing >20 RA9 H, P 
Florence Daughter 2016-2019 >20 RA9 H 
Katherine Wife 2018- ongoing <5 RA7 H, P, L, 

RF 
Jackie Daughter 2008- ongoing >20 Uncertain H, P, F 
Alice Daughter 2014- uncertain >20 RA9 H, P 
Liz Wife 2014-2017 >20 RA7 H, P 
 Cousin 2017- ongoing >20 RA7 H, P 
Eve Daughter 2017-ongoing >20 RA9 H, P 
 Daughter 2016-ongoing >20 RA9 H, P 

* H= Health care; P= Personal care; L= Legal affairs; RF= Routine management of financial affairs; F= Financial Affairs  

The majority of participants were adult children of the OALWD: half of the 

participants were daughters, and one was a son. Twenty-five percent of representatives 
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were wives of the OALWD. One representative was the OALWD’s friend and another 

was a cousin. 

Sixty-seven percent reported that they were appointed as a representative in an 

RA9. Twenty-five percent were appointed in an RA7. In one case, the type of agreement 

was uncertain. This agreement was made in 2008, and the representative had authority 

over health care, personal care and for financial matters. At that time, the distinction 

between an “RA7” and “RA9” did not exist. Before 2011, an adult could apply through a 

lawyer for “enhanced powers” (today’s RA9) and, if granted, such agreements could also 

include the representative’s comprehensive authority over financial decision-making 

(currently EPA authority). 

In seventy-five percent of agreements, participants were given authority over 

health care as well as personal care matters; the 2008 RA discussed in the paragraph 

above was the only agreement to include both care and financial matters. A single 

participant reported having authority over health care matters only and another had 

authority over all aspects of life (i.e., health care, personal care, routine management of 

finances and legal affairs).  

Most agreements were made in 2016, 2017 or 2018. Three of the agreements 

were made in 2014 and the aforementioned comprehensive agreement was made in 

2008.  However, Jackie, named as representative in the 2008 agreement, admitted that 

she did not begin enacting the agreement until 2018. At the time that interviews were 

conducted, participants were actively taking part in eight representation agreements for 

older adults with dementia. They had been participating in their role for an average of 

3.38 years. Two past representatives interviewed occupied their roles as representatives 

for three years; another served for one year.    

Representatives were asked how many times they had used their authority under 

the Representation Agreement for the OALWD’s health care and/or personal care 

decision-making, with the option of answering as follows: <5 times, 5-10 times, 10-20 

times, or >20 times. However, several participants, like Florence, found this question 

difficult to answer:  

Uh I guess—I mean it would depend on how you would define “using it” 
because . . . there's lot of small decisions that I had to make all the time 
like even involving just the . . . my mom ended up in long term care and 
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after a long stint in the hospital as well too. So, both of those times- 
[pause] I guess I'm not clear on when I would have been using the 
representational agreement like officially versus when I just would have 
been making the health care decisions. 

It was through these representatives’ perspectives that I realized I was unclear 

as to how I was defining use of the agreement. Participants varied in how they 

articulated how many times they “used” the agreement. Discussion around this question 

enabled the representative and I to get on the same page and for me to understand the 

nuances in their experiences, reflecting the number of times that participants felt that the 

agreement was used: 

Well, I want to ask a question before I answer that because I think—it's 
like, in reality, have I actually pulled out the piece of paper when I'm at 
the hospital and said, “right now I'm exerting this authority so I can be 
a better advocate.” No. That hasn't happened very often. In actual—but 
it's like being [emphasized] there and then the hospital knowing that I 
have [the RA] I think influences—then there'd be like hundreds of times. 
. . . It sort of just sets the conditions for the conversations going 
forward. (Eve) 

Descriptions of the ten participants highlighted the variation and commonalities 

between representatives that were interviewed. Representatives differed in age and 

number of children they had. Most were women, married or common-law and most had 

attained a university degree; every participant was born in Canada. Most representatives 

appointed in RAs were the daughters of the older adult represented. Most agreements 

were recently made. During interviews, I learned that they were largely made after the 

adult’s diagnosis with dementia. Two participants had already been a representative for 

another person. Participants differed on the number of times they reported having used 

the agreement for decision-making authority. However, all expressed confusion around 

what was considered ‘using’ the agreement in practice. The participants’ demographic 

characteristics and the characteristics of the RA can exert a powerful influence on 

decision-making and are critical to establish up front as integral to the context in which 

the RA was enacted. In the next section, I consider the factors that representatives 

identified as influencing their decision-making. 

5.2. What Influences Decision-making? 

This section presents the key themes identified through inductive analysis of 

participant interviews. The findings reflect the unique processes representatives 
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undertake in their appointed role. The themes that emerged reflect what was influential 

for representatives in decision-making: the motivations behind the creations of the RA in 

which they were appointed, the context in which decisions occurred, facilitators and 

barriers for decision-making, the decision-making process, and representatives’ 

reflections on decision-making experiences. Themes are supported by quotes from 

participants’ interviews.  

5.2.1. Motivations for Making a Representation Agreement 

Participants reported five factors that shaped the creation of the agreement and 

set the stage for decision-making going forward: 1) providing the OALWD with pre-

agreement informal support, 2) the reasons behind creating an RA, 3) consultation 

between representatives and others, 4) the reasons why participants were appointed, 

and 5) barriers and facilitators in creating RAs.  

Pre-agreement Support 

Most participants provided at least some degree of informal support to the 

OALWD prior to being appointed in the representation agreement. Participants recalled 

driving the OALWD to appointments, arranging home support, and ensuring the OALWD 

had food and other essentials. Some participants were providing this informal support 

long-distance. Due to their early support to the OALWD, participants described a natural 

transition from their position as an informal care partner to being the adult’s legal 

representative. Florence reflected on this position: “I've been kind of the one leading up 

to that and had been helping her out with things as they arose so . . . that's sort of why it 

fell in that way.” Many participants were heavily involved and were viewed as the older 

adult’s primary care partner by others. Their eventual appointment was, therefore, 

anticipated. Even so, participants were unsure what the formal legal steps were to go 

about creating an agreement or if such an agreement was needed for these 

circumstances. 

The transition from informal support to a legal representative occurred in tandem 

with the progression of the OALWD’s dementia symptoms. With progression of the 

dementia, participants expressed the need for greater assistance with daily activities. 

Participants recalled becoming concerned about the OALWD’s ability to manage their 

own affairs and make their own decisions:  
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You know, it wasn't like there was this instant incident and suddenly— 
‘Cause I just started off by helping her get to her appointments or even 
getting appointments—things like that. And then just things 
progressively—her memory and things like that . . . it just became—
more and more things were necessary for me to do. (Jackie) 

The reason behind making an agreement was, therefore, largely in response to 

increased cognitive challenges associated with the dementia. This insight provided 

useful context into the representative’s role in the OALWD’s life prior to the agreement 

being made.  

Reasons for Making the Agreement 

Participants identified three reasons for making the RA: learning of the RAs 

existence, acting out of urgency due to the OALWD’s cognitive decline, and engaging in 

advance planning prior to the older adult’s dementia diagnosis. Agreements were 

normally made after the older adult had received a diagnosis of dementia. This was 

largely due to participants and the OALWD not knowing that the representation 

agreement existed as a legal option. When agreements were made earlier in the 

dementia journey, it was typically because the participant had been advised by an 

agency such as the Alzheimer Society about their value. For example, Maureen recalled, 

The Alzheimer Society said I should do it before he lost—like if he 
became incapacitated to make decisions . . . there'd be a point where 
they wouldn't allow us to do it because, you know, he wouldn't have—
he wouldn't be lucid enough to make the decision to grant me Power of 
Attorney or the Representation Agreement. So, we did it two years ago. 

Since RAs were largely unknown, being introduced to the RA and its purpose led to its 

creation. This was a result of health care or dementia service providers sharing 

information about the agreements with the participants. 

RAs were also created when participants were informed of the time-limited 

window they had to make the document due to the progressive nature of dementia. 

Participants were advised to make an RA before the older adult in question would be 

considered incapable of making the agreement:  

With my mom, I actually saw that things were different with her. And I 
was pretty sure it was dementia/Alzheimer's and I was starting to talk 
to other people about that. And I had a person who really scared me 
about the ability for me to get [the representation agreement] if she 
was very far in her journey. So, I initiated this. . . . I was going off of 
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friends’ advice that I better get [a representation agreement] signed or 
I was going to have problems in the future helping my mom. (Eve) 

Due to cautionary tales from peers, as well as health care and dementia service 

providers, participants felt a sense of urgency to create the document and were 

motivated to do so. Having the RA in place would ensure that participants had the legal 

authority and could always support OALWD’s care needs.  

Conversely, some OAsLWD had engaged in advance planning. These 

individuals had created their agreements in advance of dementia. RAs were completed 

by OAsLWD and their representatives once older adults had learned about them in 

consultation with a legal professional for their EPA or when making a will.   

Consulting Others 

Making the representation agreement was further influenced by participants’ 

early consultations with others about RAs. Participants reported consulting legal 

professionals, health care providers, and family members who had knowledge of BC’s 

health care system and decision-making. Participants typically sought advice from health 

care and legal professionals. For example, Alice consulted these professionals to 

understand what legal documents were needed to support the OALWD through their 

dementia journey:  

So, the Power of Attorney was signed with the lawyer and then the 
representation agreement . . . [his lawyer] told him, “Yes it's a good 
idea to have one.” . . . And he was also under the care of Fraser Health 
up there . . . and nurses and stuff like that were checking in on him. He 
had a care worker that we hired. And they all suggested [making an RA] 
was a good idea. 

Since most participants had not heard about RAs prior to supporting the OALWD they 

sought guidance from others with knowledge in this area. Professionals were critical 

bodies for guiding participants through the steps to create an RA due to their expertise. 

As a result, professionals were catalysts for RA’s recognition and purported value to 

OAsLWD and their care partner. 

Family members were also consulted with but to a lesser extent. Participants 

consulted family members who worked within health care, particularly those who worked 

with people living with dementia. Representatives experienced a wide variety of 

knowledge about the RA from these family members. For example, Rob discovered that 
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his brother-in-law – a retired geriatrician who had worked in LTC – was unfamiliar with 

RA; instead, he referenced his experience with the Medical Orders for Scope of 

Treatment (MOST) form. On the other hand, Katherine’s daughter, a hospital social 

worker, shared her extensive knowledge about RAs with Katherine: “Basically, she 

provided about 95% of everything because of her working with geriatrics at [the hospital] 

and helping families that were under stress because of dementia or illnesses where they 

needed something.” Having a family member who worked in health care with older 

adults and who was knowledgeable about planning options was a significant personal 

resource to participants. Individuals like Katherine had high-caliber insights into legal 

document options for people living with dementia and their families. However, receiving 

guidance from someone who worked in the health care system did not guarantee 

participants access to expert and reliable information related to dementia and decision-

making.  

Reason Representatives were Appointed 

Participants were appointed in the OALWD’s RA for three reasons: gender, 

relationship (emotional/geographic ‘closeness’ or necessity), and prior knowledge of the 

health care system or RAs. Gendered relations in families played a large role as to who 

was appointed the representative. Women – particularly adult daughters – were 

disproportionality represented in this study. Representatives, like Florence, felt they were 

chosen because they were the eldest daughter: “She lived um here on Vancouver Island 

and my brother um lived on the Mainland, and I'm the oldest of the two of us too. So, it 

kind of naturally fell that I was [representative].” Their appointment reflects the gendered 

nature of caregiving. Amongst my participants, there was a strong preference for 

selecting daughters, particularly the oldest among siblings, as representatives. 

In addition, participants were chosen due to their close relationship with the 

OALWD. Those interviewed categorized their relationship with the OALWD as being 

emotionally close. Participants, such as Liz, who were representatives for their spouses, 

were considered the obvious choice: “And so for my husband it was obvious I was the 

prime person involved.” Many adult children, like Jackie, were also chosen based on 

their “closeness”:  

I have a brother and sister, but neither of them live here. . . . One of 
them's in Manchester and one of them's in Australia. . . . But it's 
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interesting because when [my mom] made this they weren't—maybe 
my brother was—but my sister hadn't moved at that point. So, I think 
that's one of the reasons that she asked me. I mean they're all named, 
but I'm the main person 'cause I was—I think—the closest 
geographically and emotionally. . .  

Adult children felt they were chosen to represent their aging parent because of their 

positive relationship and their ability to openly discuss the older adult’s wishes and 

preferences. These factors allowed the older adult to choose a representative amongst 

multiple adult children. 

Geographic closeness—the distance between where the OALWD and the participant 

lived—was also taken into consideration. However, geographical closeness was not the 

primary motivator for the OALWD’s choice of a representative. Cindy recalled being 

chosen over her brother because of their close emotional relationship despite her 

brother’s closer residential proximity to their mother: 

I am the oldest daughter. And I live in Vancouver and she lives in 
Victoria. And she trusted me. And every—you know, we all need [a 
representative], right? So, I was the one she chose. She was originally 
going to choose my brother I think because he didn't have quite as much 
on his plate. But she preferred me just because . . . I'm a girl and the 
oldest and we have a really good relationship. And she—And we also 
talked a lot. And we could talk about poor health, dying. We even did 
talk about what happens if she gets dementia. So, I had a fairly clear 
idea of what she wanted, and she knew that.  

Cindy’s circumstance reflects the hierarchy of influence among the different reasons 

influencing who was selected the be the OALWD’s representative. The importance 

placed on choosing a representative based on their relationship with OALWD and ability 

to make decisions consistent with what OALWD would like were chosen over the 

geographical accessibility to the OALWD.  

Some representatives were in the unique position of being the only family 

members available to taken on this role. For example, Eve was an only child and was as 

the representative for both her parents, while Liz was her cousin’s representative who 

had no other family members to call upon: “My cousin doesn't have any family here. So, 

I took on—he asked me if I would help him. So, when he was still able to be involved in 

the decision-making, we did. We got one put together for him.” Despite her limited 

relationship with her cousin, Liz believed it was important that everyone have a 

representative. Gender, geographic and, to a certain extent, relational factors were 
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neutralized in these circumstances. Instead, participants felt that taking on the role of the 

OALWD’s representative was necessary and stemmed from a sense of familial 

responsibility. 

In addition to gender and relationship, participants recalled being chosen due to 

their prior knowledge and experience with health care decision-making. Alice was 

already a representative to her daughter who lives with a traumatic brain injury. As such, 

Alice was viewed amongst her siblings as already having the knowledge and skills in 

place to be their father’s representative as well: “I'd been dealing with my daughter's 

issues for a number of years already, so they thought I'd know my way around the 

system better.” There was an assumption that Alice would be able to easily carry over 

her RA knowledge from her daughter’s situation to their father. When choosing who 

would be appointed their father’s representative, Alice’s siblings used her RA experience 

to argue for her suitability for the position.  

Barriers to Making Agreements 

Participants experienced several barriers in making the RA. These factors 

included a lack of knowledge among participants and professionals about RAs and how 

to make one, resistance to loss of control by the OALWD as cognition declined, 

competing demands related to the OALWD’s care that took precedence over making the 

agreement, and unclear and limited RA resources. 

Before their appointment, participants were largely unfamiliar with the existence 

and purpose of representation agreements.  Participants were unsure whether one was 

needed and whether they themselves were eligible to be the older adult’s representative. 

For instance, Rob was informally supporting his friend after noticing early dementia 

symptoms. He did not know if he could take on some of the decision-making 

responsibility since he was the OALWD’s friend and not a family member. However, the 

OALWD’s family lived outside of BC and were less available to participate in urgent 

health care matters that arose: 

[OALWD’s friend and I] had assumed, given the level of knowledge that 
we had, which was approaching zero about decision-making in terms of 
health and personal care . . . that it would be entirely up to the family 
and that there wouldn’t have been the possibility of the family 
delegating some of that work to a friend who [was], in practical terms, 
much more able to offer that degree of support. 
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Participants did not know how to support the OALWD to draft the agreement; this was 

particularly true if they were not family. For example, Rob was able to informally support 

his friend with health care matters but did not know the steps to go about making an 

agreement. A lack of knowledge and guidance around how to make agreements delayed 

several of them from being made in a timely manner. 

Participants discovered that many health care professionals also lacked the 

knowledge to guide them through making such agreements. As a result, some 

participants like Florence were led to believe that such a document was not needed: 

It just seemed like—my experience of it—that it was not super clear and 
not a lot of people even really knew what it really meant. . . . I don't 
remember who it would have been, but people sort of saying, "Ah, yeah 
the health care representative part of it isn't really a big . . . piece of it." 
Like it's sort of a thing that you don't have to really have done but it's a 
good—it might be good to do it. . . . And so, we went ahead and did it 
because I thought, “Well yeah I want to be thorough about this,” 'cause 
I really didn't know what was coming down the road. So, there's that 
part of it too I guess is important to maybe acknowledge, that . . . it 
just seemed like—my experience of it—that it was not super clear and 
not a lot of people even really knew what it really meant. 

Since participants sought guidance from uninformed health care professionals, many 

were susceptible to misinformation and confusion around creating RAs, resulting in 

unnecessary delays.  

Moreover, several older adults were hesitant to relinquish decision-making 

authority for either finances or health care matters. Participants described this reluctance 

as characteristic of the older adult in question. Throughout their lives, they had always 

guarded their privacy concerning their finances; in some cases, like Katherine’s, this 

level of secrecy even pertained between spouses:  

And so, I was working on getting him to realize, "Gee [OALWD] this is 
a lot of work. We really need to make sure that if I'm doing things for 
you, I have the authority. You're not driving and had to wear a boot and 
so on.” And getting the POA, he was to the point where he was seriously 
considering it. He was weighing—but he was always very suspicious of 
doing things like that. So, it wasn't like an easy, "Yeah, you're right let's 
do it." 

Resistance from OAsLWD is attributed to the older adult’s fear of loss of control. A 

sense of control is an important attribute of quality of life. When OAsLWD persisted in 
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refusing to surrender control, they sometimes became unable to make certain legal 

planning documents due to the loss of capability required to make them.  

Agreements were also delayed when participants needed to prioritize other 

matters involving the OALWD’s care. Participants described juggling multiple health and 

personal care matters. Certain matters required immediate action and thus stalled 

agreements from being made in a timely manner: 

We didn't pursue it immediately just because we were in the middle of 
an emergent—I kind of characterize it as an ‘emergency that was 
unfolding in slow motion’ with the clock ticking on clearing out 
[OALWD’s] apartment, I think tremendous pressure from [the hospital] 
to move [OALWD] along into the next care phase because these beds—
I cannot imagine just how valuable those beds are in that unit. And he 
was beginning to look a lot more like a LTC candidate and a lot less like 
an emergent elder in need of acute care. And I mean our heads could 
get around it, but we could not humanly move fast enough for the 
system. And we're pretty smart, resourceful people. (Rob) 

Multiple actions were often required simultaneously from the participant, who was often 

performing roles of both representative and care partner. Care partners felt there were 

other matters that needed to be prioritized over making an RA.  

Representatives also experienced information gaps while researching how to 

make an RA. Health care and legal language used in various resources was confusing 

and required participants, like Barry, to devote a significant amount of time researching 

the RAs before the making an agreement: 

I just found some of it was poorly worded or their examples weren't 
clear. I found it, but it was like—"Huh?"—you know? I'm not afraid of 
reading complex documents but just found it still wasn't clear, some of 
it. . . . And a lot of this stuff is PDFs and downloading. If most of their 
clients are elderly already, they might not be comfortable with that stuff. 
. . . I'm highly computer literate but a lot of people aren't.  

Accessing resources and support was dependent on adults being computer-literate and 

having a superior command of the English language. Participants named various groups 

that were potentially excluded from accessing resources and supports, including people 

with low socioeconomic status and whose second language is English. 
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Facilitators to Making Agreements 

Several factors facilitated the creation of a representation agreement. These 

facilitators included participants attaining RA education from health care and other 

service providers, support from professionals for OALWD’s incapacity concerns, and 

accessibility of advance planning tools to meet the OALWD’s needs.  

Health care and dementia service providers were catalysts for introducing the RA 

to several participants. Liz appreciated the Alzheimer Society: “'Cause we went to a 

series of sessions—and they talked about the things that you should be doing and at 

each stage. And in the earlier stages that was one of the things—was to get the 

Representation Agreement going.” Both Rob and Liz were grateful for these early 

introductions to RAs in the older adult’s dementia journey. Participants attributed the 

creation of the RA to these helpful introductions.  

In one case, a legal professional helped an older adult to create an RA9 with 

Maureen as the representative, despite the questionable nature of the capacity of the 

OALWD at the time: “You know, the lawyer asked him questions, enough to say, “Yes, 

he's capable of agreeing to this.” But he could figure out from talking to him that, you 

know, cognitively he's probably not that—that great.” Legal professionals were also 

important gatekeepers for accessing comprehensive advance planning documents (i.e., 

the EPA and RA9). Their support with making the agreement allowed participants to 

complete this process smoothly and in a timely manner. 

Additionally, participants found that having forms accessible online – through the 

BC Government website1 or Nidus Personal Planning Resource Centre and Registry2 – 

was beneficial for their situation: representatives reported dealing with several 

responsibilities for the OALWD in their care partner role. Travelling to an appointment 

and the costs of creating the agreement with a legal professional were not viewed as an 

accessible option for many individuals’ circumstances. Participants like Eve favoured 

these online forms because they were financially and physically accessible: 

This one isn't expensive and isn't complicated, you know? 'Cause again 
I think [with the] Power of Attorney you've got to go in and spend a 

 
1 https://www2.gov.bc.ca/gov/content/health/managing-your-health/incapacity-planning 
2 https://www.nidus.ca/types-ra-forms/ 

https://www2.gov.bc.ca/gov/content/health/managing-your-health/incapacity-planning
https://www.nidus.ca/types-ra-forms/
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bunch of money and interview and both would—and [the online form] 
to me was a pretty simple thing to get done. And I had somebody sign 
it who was a complete stranger but happened to say they'd sign it. So, 
I didn't really go out of my way for that.  

Having these forms available online at no cost made RAs affordable and quick to 

complete. Nidus’ online forms are also customizable. Participants felt that it allowed 

them and OAsLWD to tailor agreements to fit their unique circumstances. Despite a fee, 

these forms were viewed as more affordable and accessible than making the 

agreements through a legal professional.  

5.2.2. Context 

Participants identified factors that contextualized their decision-making process. 

They found that decision-making was contingent on four factors: the OALWD’s capacity, 

the OALWD’s complex care needs, the complexity of the decisions at hand, and 

participant’s other responsibilities outside their role as a representative. 

OALWD’s Capacity 

Participants’ observed how dementia affected the OALWD’s capacity. This, in 

turn, influenced how representatives participated in decision-making. Participants 

observed several dementia symptoms that they felt impacted the OALWD’s ability to 

make decisions. Common challenges were related to comprehension, reasoning, 

remembering, expressing desires as well as confusion. In many circumstances, 

dementia symptoms changed in drastic and unpredictable ways. Due to increased 

cognitive decline, many representatives eventually became concerned over the older 

adult’s ability to make decisions. Participants like Maureen discussed how dementia 

affects her husband’s cognition and his ability to make a decision: 

So, he can't really make decisions—a rational decision. It's not even just 
about being rational. He can't make the decisions. It's just not—he's not 
able to. He can't, in his head, go through what is happening and come 
to some sort of conclusion of what would be good and what will not be 
good, you know?  

Due to cognitive decline and observed behaviors, participants questioned whether the 

OALWD was making medically appropriate decisions for the circumstance at hand. 

Representatives often questioned whether the OALWD would be making the same 
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decision if they did not have dementia. These observations were thus significant in 

shaping interactions between participants and the OALWD during decision-making.  

Participants recognized that dementia does not equate to lack of decision-making 

capacity, but that challenges are present. Representatives generated opportunities to 

engage with the OALWD in decision-making. Participants used their understanding of 

the OALWD to gauge whether the OALWD was in a positive mental state to discuss 

decisions needing to be made about the OALWD’s needs.  

Complex Care Needs 

Representatives were met with complex care needs: OAsLWD, by whom 

participants were identified as the representative, were experiencing multiple health 

conditions, including dementia. Complex care needs demanded consideration of both 

mental and physical health conditions. Comorbid conditions were sometimes outcomes 

of the dementia, and sometimes independent of it, and they could be recent or long-

standing. Ensuring that all complex care needs of the OALWD were being addressed 

was identified by many participants as a key component of their role as a representative:  

And he doesn't just have dementia, right? He has diabetes, 
hypertension—all kinds of stuff. Any one of those can affect the 
dementia [laughs] . . . We're always at a doctor’s office. Like every 
week—two, three days a week. It's insane! Insane! (Maureen) 

Participants viewed themselves as crucial advocates to make sure all health 

conditions and care needs were being considered. Health care providers often looked at 

only one aspect of the OALWD’s health care needs. Health care systems were viewed 

as ill-equipped to understand multiple simultaneously occurring medical issues in the 

older adult. The representative was therefore the source of continuity in the OALWD’s 

health care: 

I'm the one who provides the continuity and something beyond this 
small snapshot of what is seen when the person comes into the hospital 
or what is seen when my dad was out of the hospital but we were doing 
outpatient appointments at the geriatric clinic sort of thing. So, I'm the 
one who can provide something beyond the immediate view of this 
person which seems to me, in both cases, was really critical because 
both my parents have compensated very well for their dementia and the 
other sort of health care challenges which is wonderful, but it's not 
wonderful when you want them to be safe. And they compensate so 
well—they present so well that the social worker at the hospital says, 
"Your dad is fine and can live independently." And I can say, "But he 
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doesn't know his address and he doesn’t know his phone number when 
he's out. He may do really well with you, but I have the bigger picture." 
(Eve) 

Representatives felt that they were the only other constant element in the OALWD’s care 

beside the older adult themself. They were therefore able to address how a decision 

would affect other areas of the older adult’s health.   

Decision-making Complexity 

Representatives reported a wide range of decision-making scenarios they were 

involved in. These included, but were not limited to, the OAWLD’s release from the 

military, coordinating home and community care services, admission to a care facility, 

and end-of-life decisions. Participants varied in the number of times the RA was used. 

Most, like Maureen, felt that they were a part of an enormous number of decisions and 

felt strain from the amount of matters they dealt with: 

I mean it's tiring, it's very tiring. Because you're making all the decisions 
for them. . . . And not just their health. I have to make the decisions for 
everything, you know—with financials, the house—everything, right? 
[Pause] It's hard! It's probably the hardest job—Well, it is. No doubt. 
It's the hardest job I've ever had. It’s emotionally, physically draining. 
You're dealing with it every day. Dying a little bit every day. Yeah, it's 
definitely not easy. 

Representatives were constantly juggling multiple decisions at a time. Decision-making 

duties were continuous and often overlapped with one another. The strain felt by 

representatives was commonly exacerbated by their simultaneous execution of the role 

of the OALWD’s financial decision-maker. Financial decisions occurred simultaneously 

with health care decisions. Decisions around the OALWD’s financial affairs largely 

affected the OALWD’s health care decisions and vice versa. Participants needed to 

examine the OALWD’s finances to decide, for example, whether the OALWD could 

afford private care services. 

Decision-making was rarely straightforward. Several representatives experienced 

moving back and forth between levels of home and community care services, as well as 

hospitalizations, for the OALWDs to receive care appropriate to their needs: 

So, it's sort of gone at a progression of a year and a half. I was making 
decisions with them and uh advocating with [enunciates] them to I think 
I'm doing all of it now. . . . Moving my parents both several times into 
different levels of care, out of different levels of care and, you know, 
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again in between that there's usually hospital visits and [there] sort of 
needs to be the next level of care and, in my mom's case, moving back 
to independent living but she couldn't live independently so making 
decisions about having health care in. Eventually she was moved 
somewhere else, but she ended up in the hospital and then it was easier 
to get her into long term care. And in my dad's case, he didn't believe 
he should have any kind of care, moved himself out, then I had to work 
with the health authorities, even the police, to get him into the hospital 
because he wasn't living well. (Eve) 

Many participants dealt with uncertainty in the process of ensuring health care was being 

delivered that reflected the OALWD’s needs. As the dementia progressed, the OALWD’s 

health care needs were constantly changing. Health care decisions had to be made to 

reflect these increased care needs. Such decisions were recognized as straight-

forwarded and routine (e.g., coordinating health services on the older adult’s behalf) or 

considered important and would be profound for the OALWD’s well-being. Participants 

identified “big decisions” such as moving into a care facility and end of life care.  These 

decisions were immensely challenging and multifaceted. They are addressed further in 

the sections on ‘Decision-making Process,’ ‘Decision-making Facilitator,’ and ‘Decision-

making Barrier.’ 

Competing Responsibilities 

Some participants also described the pressures that they felt due to competing 

responsibilities in their own lives, such as caring for another family member while 

representing the OALWD. All these representatives were women which reflects the 

caregiving responsibilities women hold in Western society. Florence was the 

representative for both her parents; both lived with dementia and required support with 

decision-making at the same time: “I did have times where I felt resentful doing that 

coupled with being POA—dealing with all their financial stuff too—and having both 

parents going through this at the same time was like—it was quite overwhelming at 

times.” Compounding responsibilities—fulfilling one’s personal and RA obligations—left 

representatives to feeling spent.  

5.2.3. Decision-making Process 

Participants articulated their decision-making process in which consultation 

across multiple bodies and factors were considered. Decisions considered factors 

related to the OALWD, the representative, their personal networks, legal and health care 
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professionals and other care providers such as personal support workers, the health 

care system, and who was considered decision-maker in these circumstances (i.e., the 

representative or OALWD). 

Older Adult Living with Dementia 

Participants consulted the OAsLWD about their values and wishes both directly 

and indirectly. Directly, the participants deferred to the OALWD’s current wishes. 

Indirectly, participants referenced the OALWD’s previously established wishes, their life 

history and decisions that would align with it, and what was deemed to be in the 

OALWD’s best interest.  

Current Wishes 

Participants asked the OALWD what their current wishes were. Current wishes 

were typically straightforward, and representatives could usually act on them. 

Oftentimes, current wishes were a way of reaffirming previous wishes the OALWD had 

expressed to participants who were now trying to honor them.  

However, at times, representatives were concerned that the person’s dementia 

symptoms were compromising their wishes. Figuring out if the OALWD’s response (e.g., 

refusing care) was what they truly wanted, could be difficult. Participants like Jackie 

frequently consulted the OALWD about their current wishes when the OALWD was 

perceived as being in a “positive” mental state: 

We tried to like get her at a moment where she was a little bit more, I 
thought she was, I thought she was in a more positive mental state of 
remembering things and stuff like that. And I did have the conversation 
with her and said, "Okay, look this is in your [written wishes], what do 
you actually mean by that?” 

Representatives waited for the OALWD to be in a positive mental state to ask decisions. 

This tactic allowed participants to clarify any confusion over previous wishes. 

Dementia-compromised ‘current wishes’ could be hard to interpret; the process 

sometimes took a series of tries over a period of several days. Participants like Barry 

checked-in with the OALWD on several occasions to be satisfied that they were making 

a consistent decision regarding a particular matter: 
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And then we talked about it a couple days later and she said—"I don't 
have a sore knee. I'm not getting an x-ray done" and "it's too much 
trouble." So, I asked her every couple days for a week or two. "No, no. 
Quit asking me!" So, we never did. And I sort of decided to not do it. 
And then a month later she was like, "Oh my leg is so sore!" So, we 
ended up going for the X-ray. It was just a walk-in thing. 

Representatives like Barry wanted to ensure they had observed due diligence before 

proceeding to enact the OALWD’s decision. Representatives sought a consistent answer 

over time prior to acting on the OALWD’s directions.  

Previous Wishes 

The OALWD’s previous wishes—either written or verbal instructions—were 

critical for shaping decisions. Representatives looked to the OALWD’s previous wishes 

to inform the decision at hand. Previous wishes typically revolved around end-of-life 

care, as in the following example: 

“For the purposes of assisting my representatives, I declare that my 
general wishes about health care are as follows: I accept that in the 
inevitably of death and I direct that when the time comes, I be allowed 
to die with as much dignity as possible. If suffering from a terminal 
condition or extreme physical or mental disability, and there's no 
reasonable expectation of my recovery, I direct that I be allowed to die 
in peace and not be kept alive by medications, artificial means, or heroic 
measures. I direct that I be given medication to alleviate suffering and 
pain even though this may shorten my life so that I may be kept as 
comfortable as possible and have as much dignity as possible in the last 
days of my life.” (Florence) 

Florence’s mother formalized her instructions and created her planning documents after 

caring for her own mother who lived with Alzheimer’s disease. Some OAsLWD had thus 

attempted to ensure their health care wishes were followed by preparing such 

documents in advance. This meant that, at the appropriate time, their representative 

simply had to facilitate these previous wishes. 

Life History 

Participants considered who the OALWD was throughout their life-course, 

especially in relation to their family’s life history. This narrative was viewed as providing 

a firm base on which to base decision-making. Representatives wanted to ensure that 

decisions reflected the OALWD’s narrative and facilitated continuity in the OALWD’s life 

history: 



63 

I think because again in both cases—and I bet in a lot of seniors' cases— 
they compensate so well. My mom's so sweet and nice, fairly polite—
she was doing things that I thought were not polite to the way she used 
to be but compared to the other seniors in independent living, nothing 
out of the ordinary. But when you've known a person her whole life—
it's like my mom's not caring for her appearance, she won't shower, she 
won't do her laundry, she doesn't care there's spills all over her clothes. 
You know, there's just these things you need to know [about] the person 
and that that's not normal aging. (Eve) 

During decision-making, participants considered how the OALWD lived their life and 

what things were meaningful to them. Decision-making was, therefore, about 

encompassing all aspects of the OALWD’s life. Participants were also able to notice 

nuanced behavior and personality changes because of their prior relationship with the 

OAWLD’s narrative.  

By contrast, communication and interactions between health care providers and 

the OALWD and their representative were fleeting. Restricted communication between 

both parties prevented relationship-building and the provider from knowing the OALWD’s 

life history. Representatives felt that their knowledge of the OALWD’s narrative mediated 

these communication barriers. 

Best interest 

Typically, representatives considered the OALWD's best interest. They frequently 

made decisions based on what they thought was “best” for the OALWD. This involved 

weighing the risks and benefits of any treatment or care-based decision. 

Representatives often weighed the effect of any decision on the OALWD's sense 

of independence versus safety concerns. Participants were cognizant about the effect of 

decisions on the OALWD’s quality of life and, as a result, their well-being. When looking 

at what was important to the OALWD’s quality of life, representatives used information 

based on the older adult’s narrative:  

So, my husband—at that point—he needed a tremendous amount of 
help with personal care. It wasn't that he could go to the washroom on 
his own. So, it wasn't a huge deal for him to have hip protectors. My 
cousin is still semi-independently mobile. He uses a walker and walks 
very slow, but he does all his toileting on his own. And I knew that as 
soon as they put him in hip protectors, his independence would be gone. 
'Cause there's no way—he's not strong enough to take them down and 
pull them up. And for him, his persona—He's always been a fiercely 
independent person. So, I had to weigh out, for him, is it—should I be 
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making sure that he doesn't fall but he would endure great frustration? 
I just I know him so well. I know he'd be super frustrated. Or do we 
take the risk? So, at this point in time—on his behalf—I'm taking the 
risk. I'm saying, "Let's hold off. Let's just sort of see." (Liz) 

A “best interest” approach included what the OALWD would want if they could speak for 

themselves (i.e., substitute judgement). However, the representative’s approach more 

poignantly reveals her sincere efforts to take both the current and previous wishes of 

these two OAsLWD into consideration as well as their overarching narratives derived 

from their life histories. 

Representative 

Many participants considered one or more of the following three personal factors 

during decision-making: their intuition, contemplating the consequences of the decision 

on their own lives, and using personality characteristics deemed essential to decision-

making. 

Intuition 

A few participants stated they simply followed their intuition in certain health care 

situations. Representatives listened to an instinctive feeling they were having to the 

health care being proposed. For example, Jackie described how having a positive 

feeling toward a matter could guide a decision: 

I had luckily met this woman. She said, “Well just come with me when 
I go to visit [my mom] and you can see [the LTC].” So, I did. I went to 
visit, and it was close, and it just seemed to have like a good vibe to it. 
And I was able to meet some of the people and all that. So, that's the 
place that I ended up putting her name on the list for. 

Additionally, Florence used her intuition around QoL matters:  

So, referencing how I knew she was in the years before she said, “I'm 
having serious cognitive problems.” And just using my own intuition like, 
“Okay, stuff doesn't feel right. I know this isn't the right time.” . . . I did 
put off a couple of times saying like, "No I don't want her to have pureed 
food. Are we at that point?" At this point, I think she was refusing to put 
her dentures in or something. So, [LTC staff and I] had to kind of work 
around that a little bit. 

Positive or negative feelings towards a decision influenced situations where 

representatives were unsure of how to proceed with the decision or where their instinct 

about the matter was not aligned with health care professionals’ advice. ‘Feelings’ 
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towards a decision could thus be a primary influencer for decisions at hand with limited 

direction.  

Perceived Consequences 

Some participants considered the consequences that the end decision would 

have on their own lives. Participants like Maureen identified how a decision could impact 

them if the OALWD’s response to the decision was negative:  

Mostly I'm thinking about his mental health. Like, if I do something that 
he doesn't want to do—like getting released early or—how that’s gonna 
impact him, right? Yeah, I'm always thinking of that. Yeah, like how's 
this gonna—and when his health is bad, his mental health’s bad, then 
my life's bad, right? So, a little bit selfish [chuckles]. But I'm gonna have 
to deal with it. 

Representatives would make decisions that would mediate a negative response from the 

OALWD. As a result, participants reported often making decisions that would lead to the 

path of least resistance. 

Participants also made decisions to reduce strain they were experiencing. For 

example, representatives like Rob chose a LTC facility based on the commute to the 

facility as well as whether their representative authority would be recognized there:  

In the meantime, we paid two visits, had a tour, and agreed that the 
bigger brighter centre—even if it was going to involve a smaller double 
room—would be superior because we were beginning to get pretty 
frayed and worn out by the visit regime and what I would characterize 
as really approaching zero recognition of health care representation.  

Weighing the benefits of each LTC, participants would also consider these anticipated 

consequences. Decisions resulting in a positive consequence for participants were, 

therefore, viewed favourably. 

Personality Traits 

Participants identified personality traits that were essential with certain types of 

decision-making. These characteristics included being patient, persistent, and 

introspective. To ensure his friend’s contribution in decisions, Rob assisted with these 

decisions, although Rob knew engaging his friend in decision-making would require a 

longer amount of time:  
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That takes quite a bit of patience 'cause that's a very slow process. But 
one thing I have is endless supplies of patience. . . . I can just turn on 
the patience switch and say—and for me that's just taking the long-term 
perspective rather than the short-term perspective. I know these 
decisions will get made. We won't get through our whole list today, so 
we'll do it Thursday. Yeah, there's another day, always.” 

Being patient enabled representatives to work through decisions that needed to be made 

with the OALWD. Patience allowed representatives to adopt a long-term perspective to 

decision-making whereby they recognized that necessary decisions would eventually be 

made.  

Persistence was a useful characteristic when communicating with health care 

providers about the OALWD’s care. Participants like Alice looked for ways to get 

answers to questions: 

But there was no communication between myself and any of his care 
workers except sort of [the conversations that] I initiated and the 
questions that I would ask but I'm a little bit like a dog with a bone. I'm 
curious so I'll ask a lot of questions to get a good picture of what I'm 
dealing with. A lot of people wouldn't know and that's one of things that 
was told to me by some of the care workers that I've visited with 
recently. . . . Unless you know what questions to ask, you don't know 
how you can be of help to these people. And nobody tells you what 
questions to ask or even how the system works. You know unless you're 
really devoted, or have a lot of time, or are really serious about taking 
care of that person, no one's gonna know. 

Being persistent enabled representatives to continue asking their question until it was 

addressed and dealt with. Their determination allowed for information to be acquired 

from the health care team.  

Additionally, some participants explained how being introspective aided decision-

making processes. Interestingly, Florence—who also used her intuitive approach to 

decision-making in certain circumstances—reported that introspection was necessary to 

scrutinize whether her emotions were clouding her judgement:  

But, at the same time, I could also recognize that it probably makes 
things more complicated for [health care staff] sometimes too because 
family members can tend to be—they're emotionally connected to this 
person so sometimes that can cloud your decision-making ability. And 
so that's what I was saying earlier in that when I did make decisions, I 
tried to look at it through an awareness of, “Okay how much of this—
am I being led by my emotions too much?” Like I need to be clear and 
kind of pull back from it. But at the same time learning that sharing my 
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intuitions and my knowledge of my mom openly was really valuable 
’cause it did actually—in many instances I could see how it helped 
[health care staff] make decisions. 

Being introspective was important for ensuring emotions were not determining decisions.  

Decision-making matters were identified as being emotionally charged. As a result, 

representatives were required to check-in with themselves and reflect on how they were 

emotionally reacting to the decision at hand. Florence’s experience further illustrates the 

need for a flexible approach when prioritizing these personality traits relative to a 

particular decision: intuition and introspection were both salient in moments of 

uncertainty, but introspection was an ongoing reflective process in which intuitive 

decisions could be retracted upon such reflection. 

Networks 

Representatives consulted with the OALWD’s networks and the representative’s 

own networks for guidance around decisions. Networks consisted of representative’s 

friends and peers, the representative and OALWD’s families, and others appointed in the 

representation agreement. 

Friends and Peers 

Many representatives consulted with their friends over decision-making matters. 

Participants like Cindy valued input from friends who worked in the health care system, 

especially with those working in LTC: “I have a friend who used to be a personal care 

worker in one of these place[s] and she said in order to get everybody up by 8[am], you 

have to start getting people up at 6:30[am].” These individuals had insight into how a 

decision outcome like moving into a LTC with an early designated breakfast time would 

affect the QoL for the OALWD in different scenarios. Their experience was a significant 

influence on representatives who were largely unfamiliar with dementia and related 

health care decisions. 

In addition to friends, participants consulted with individuals identified as their 

peers; these were people the adult knew and who were going through similar 

circumstances. Participants connected with peers through more formal settings (e.g., a 

support group), but also sometimes by happenstance. For example, Jackie recalled 

meeting another family member whose loved one was in the same LTC facility as her 

mom: 
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And even like the day I took her to this home, I met a lady who was 
there with her mom and she said, "Oh, we're going to have this meeting. 
Take my phone number and if you ever need anything, call me." And I 
called her that very night cause I didn't know how to leave her. . . . 
Yeah, everybody my age is dealing with some level of care with their 
parents. So, like, getting some—you know, just hearing their 
experience. Then, how would that relate to my situation? Like meeting 
[one] woman who was able to take me through [a LTC] just to see it.  

As such, representatives were also looking to peers and friends whose were dealing with 

similar decision-making responsibilities for their aging parents. These friends and peers 

provided real-life situations that representatives were then able to relate back to their 

own situation. Peer camaraderie facilitated supportive interactions.  

Family 

Participants consulted with both their own family members as well as the 

OALWD’s; these groups often overlapped since representatives were usually members 

of the OALWD’s family. For example, representatives consulted their siblings about their 

parent, the OALWD. 

Several participants had multiple siblings. While these siblings were often named 

in the agreements, there were situations where they were not. Even if family members 

were not named in the agreement, representatives still typically consulted with them. 

This was especially true for “big decisions” such as moving into a care facility and end of 

life care: 

Well, I guess I could start by saying that most of the big decisions were 
a family decision and I was the one who [brought our family’s decision] 
to the table, sort of speak. But we were all in agreement about what 
should happen next. (Alice) 

Therefore, family members were important when deciding what would be best for the 

OALWD in complicated situations. Family members were a large source of support for 

representatives because they were able to advise them on matters based on family 

member’s knowledge of the adult’s life history and any prior wishes the OALWD may 

have expressed to them. 

However, this also translated into family members being involved but from a 

distance. It was typical for day-to-day decisions to be made solely by participants: 
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All day-to-day stuff, [my siblings] left it to me. Whether it was taking 
him for drives or bringing him food, who he wanted to go see, what he 
wanted to talk about, or all that kind of stuff. They weren't really 
involved in any of that. (Alice) 

Many of these representatives felt that they supported the OALWD with their care needs 

and decisions on their own most of the time. Instead, others were consulted when 

assistance was needed with a complicated matter.  

The conception of the representative role as a single person’s responsibility was 

further evinced by participants’ high level of knowledge regarding the OALWD’s health 

compared to other family members. Participants had been interacting with the OALWD 

over the OALWD’s health care. As a result, they felt attuned to the OALWD’s health 

status and their current needs and wishes compared to other family members: 

Right now, my brother does come about once a week. He goes down for 
dinner with her and then he comes on demand. If she can't figure out 
something, he'll come over. But I know for sure that if she moved to a 
LTC there, he would probably go and see her once a week for a couple 
of hours and feel like, "Oh good, she's taken care of. I don't really need 
to do that much." I wouldn't be able to do that 'cause I know her 
loneliness is profound. (Cindy) 

Variation between what family members and representatives considered the correct 

decision caused participants to weigh the family member’s decisions against their 

understanding of the OALWD’s current health status and expressed wishes. However, 

these situations rarely occurred and were always disarmed peacefully due to family 

members’ appreciation to the participant for taking on what they perceived as a 

cumbersome responsibility.  

Family members who visited with the OALWD were another avenue of support. 

They were able to give the representative feedback on how the OALWD was doing while 

they were visiting with them. For example, Florence’s cousins gave her feedback after 

visiting Florence’s mom at her care facility:  

Well, I guess another thing that did help was my mom's nieces, my 
cousins, visited my mom regularly. Like every week, together or on their 
own. And they were really great because they could give me feedback 
on how she was doing when I wasn't there. And the staff became familiar 
with them too. So, they helped with making decisions too because it 
was great to have a second opinion from people that saw her fairly 
regularly as well and had a close relationship with her. So, I took their 
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opinions into considerations as well when I was thinking about making 
decisions.  

Family members’ insights were highly valued due to their close relationship with the 

OALWD and their ability to provide the participants with immediate feedback on their 

health status and overall well-being. Representatives were appreciative of the emotional 

and informational support they received from these family members. 

Representatives also often sought advice from family members who had been 

involved in similar decision-making circumstances. Sharing these experiences helped 

representatives make decisions by relating their family member’s situation to their own 

circumstance. However, when comparing their experience with peers and friends, some 

representatives were relieved that they did not face similar challenges that their peers 

had experienced with family members: 

And also, because I don't have kids—I have several friends whose 
parents are experiencing dementia and they have an 8-year-old or an 
8-year-old and 10-year-old. They were so tied. Again, I felt really lucky. 
And even the fact that I don't have to consult with other brothers and 
sisters. In some ways I wish I had got support from brothers and sisters 
but when it comes down to decision-making, if you have the health 
representative document and POA document and no one else is named 
on them, I think it’s kind of easier for you, right? I'm not making phone 
calls to three other people to go, “Well, what do we do with mom today?” 
(Eve) 

While most representatives reported benefits from having family to draw on, 

some representatives felt ‘lucky’ that they did not have to contend with multiple family 

members being involved in the OALWD’s health care decisions. To these 

representatives’, an absence of family allowed them to make timely decisions.  

Other Representatives Appointed in the Agreement 

In this study, there were four agreements in which another representative was 

appointed. However, most of these other representatives had not participated in 

decision-making. Participants such as Maureen, considered themselves the primary 

representative because they had always been available to participate in decision-

making: 
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Researcher: Has [your daughter] ever had to make any of these 
decisions?  

Maureen: No, no. Not yet.   

Researcher: Okay—  

Maureen: 'Cause I've always been there, right? 

Other appointed representatives were usually considered alternates. This meant that 

they were only to step in if the participant—i.e., the primary representative—was not able 

to. 

In a rare case, Rob was appointed in his friend’s agreement in which two other 

individuals were appointed as well: another friend and one of the OALWD’s sisters who 

lived outside of BC but was still able to participate. Each representative was equally 

involved in decision-making. There was tremendous trust between all parties with Rob 

and the other representative incorporating the OALWD’s sister’s knowledge and 

expertise into the final decision: 

And then happily, independently his sister—who was our counterpart 
representative—the same day was able to chime in saying, "Just looking 
at the material again, I read him still as an M23 [MOST Designation]." 
And that was neat because that almost came in independently. Just like 
a third set of eyes. And again, it was quite affirming ’cause we're kind 
of—it’s all in our face and we're not that objective because we're really 
such good friends. And she, at a distance, looked at it and said, "Okay, 
everything I'm getting is M2 as well."  

Another representative thus affirmed the decision that this participant was leaning 

towards but remained unsure about.  While Rob’s experience of decision-making was 

unique in the sample, it demonstrated how representatives can be a part of a network of 

support for the OALWD, even if they were not geographically close, as in the sister’s 

 
3 The Medical Order Scope of Treatment form has six codes, or designations, which will provide 
direction on code status, critical care interventions and medical interventions based on 
consideration of the adult’s preferences, current health condition, goals of care, values, and 
wishes. Designations range from attempts to extend or preserve life (Critical Care – C0, C1, C2), 
to designations that manage your condition and provide comfort care (Medical – M1, M2, M3). 
With an “M2” designation, medical treatment is provided within current location of care; transfer to 
higher level of care if comfort needs cannot be met in current location (Vancouver Island Health 
Authority, 2020). 
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case. Jackie felt a similar camaraderie when problem solving decisions with her brother, 

despite her being the ‘primary’ representative. 

Navigating different opinions of other representatives was nonetheless 

challenging at times. Jackie also reported that her siblings were involved in their mom’s 

care to a lesser extent. Jackie’s sister, who was also named in the agreement and is a 

nurse herself, felt strongly about what the next steps should be for their mother’s care:  

Earlier on in this whole process—like when [my mom] had come back 
from the hospital and all that—there was a visit from my sister from 
Australia and she’s very pragmatic and she was a nurse. . . . And she 
was the one that was all about—like she wanted to put her in a care 
home at that [emphasized] point. 

These moments outline how other representatives, who are less involved, did not 

necessarily align with the OALWD’s care needs. Jackie ended up discussing the matter 

with her mom separately. They discussed her mom’s future and her mom decided to put 

her name on a waitlist for LTC. However, when her mom was eventually offered a bed in 

LTC, Jackie also supported her mom’s decision to decline the move until a later date. 

Professionals and Other Care and Service Providers 

Representatives consulted with various legal and health care professionals over 

decisions. For example, health care professionals were considered experts in the best 

approaches to health care and dementia-related matters:   

And I learned all that from—well—from my own experiences as well as 
from the nurses. I would say, "What's the best thing to do? What should 
I do in this case? What do you suggest is the best approach for this type 
of behaviour?" You know, that sort of thing. They're the experts. Why 
not ask them the questions? (Alice) 

Representatives actively sought professional guidance on decisions concerning health 

and dementia care. The insights of professionals were seen to derive from both their 

training and their experience in the field, and their advice was thus highly valued. 

Therefore, representatives often made decisions based on professional guidance.   

Participants also consulted with other care providers, like care aides. Their 

advice was important due to their intimate and daily interactions with the OALWD:  

The person who does her shower—who's a private paid person—[has] 
been advocating for long term care from practically the moment she 
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came in. And she sees—she sees mom panic. She sees how scared and 
how lonely—Mom talks to her about how lonely she is. (Cindy) 

The care aides’ input provided representatives with an understanding of how the 

OALWD was faring on a daily basis. Care providers were instrumental in relaying 

updates on the OALWD’s physical and mental health status which, in turn, influenced 

the representative’s decision-making.  

Consulting with health care professionals was also important for ensuring the 

OALWD’s care needs were being met. Health care professionals shared expert 

knowledge with representatives that enabled them to navigate through health care 

services to meet the OALWD’s evolving care needs:  

I was learning the tick boxes. You know, I felt like there—The social 
worker knew the tick boxes that [would] qualify my mom for a long-
term care. And I [didn’t] know [the tick boxes] at the beginning but 
through enough talking—outside with people who were coaching me—I 
knew them, and I knew what I had to continue to be my speak . . . to 
keep those tick boxes checked off. And then when the panel did look at 
my mom as a candidate for long term care, she immediately approved! 
(Eve) 

Knowledge-sharing was not only effective for achieving a desired outcome, but it was 

also a source of empowerment for representatives. Participants learned medical 

terminology that enabled them to interact effectively amongst health care providers. In 

addition, learning expert knowledge strengthened many representatives’ advocacy skills. 

Such skills were strengthened by dementia and advance planning services like the 

Alzheimer Society of BC and Nidus Personal Planning Resource Centre and Registry, 

respectively. These services equipped participants with knowledge about decision-

making and duties as a legal representative. As a result of this acquired knowledge, 

representatives were able to successfully advocate for a decision that would meet the 

OALWD’s care needs. 

Systems 

Participants were also required to take into consideration the limitations within 

the health care system in providing health and personal care services. Due to structural 

issues, representatives learned to work within the constraints of how health care was 

offered and delivered.  
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And I think, being the medical representative, that's part of your duty—
to make sure that the person is getting the best possible and appropriate 
care that they can given the limitations of the system. And that's—like 
I think some of the staff are absolutely wonderful and I really feel for 
them. So, it's a balance, right? (Liz) 

For example, several representatives had previously participated in the older 

adult’s admission to a care facility and recalled the limitations under BC’s First Available 

Bed policy, which was eliminated in 2019. Under this policy, a person who has been 

assessed as ready for a move to long term care must accept the first appropriate bed 

that becomes available in their chosen geographic catchment area (Kary, 2019). They 

have 48 hours to accept and move to the bed offered, or risk being removed from the 

priority list for LTC (Kary, 2019). With this in mind, they perceived that they had no real 

choices, and worried that refusing a care home placement would jeopardize the 

OALWD’s spot on the waiting list for care facility admission.  

These limitations of the health care system shaped how representatives acted towards 

decisions. Therefore, in combination with other factors considered, representatives 

needed to be cognizant of what is possible in decision-making or advocacy. 

“Who is the Decision-maker?” 

Through representatives’ multifaceted approach to decision-making, a question 

repeatedly asked was who was the decision-maker: the representative or the OALWD? 

This was a question that was posed by representatives as well as in interactions with 

others who were involved in the OALWD’s care (i.e., health care providers). Initially, the 

OALWD was viewed as the decision maker. However, as dementia symptoms 

progressed, representatives began making decisions on the OALWD’s behalf.  

Well, the first couple years I just followed her decisions—you know, 
discussed some things with her. But then, as she's started having 
dementia—I don't know I guess a year ago—I've been taking over some 
of those decisions for her. And she just gets a bit confused and doesn't—
You know, decision-making is a particular area of problem for dementia 
victims. And so, I've just sometimes made arbitrary decisions. "Okay, 
we'll order a HandyDART and we're going to this hospital." "Why, what 
for?" And I just—"Oh, just follow me." So, we go and get something 
done. She doesn't know why and where we're going. I tell her over and 
over, but she forgets. (Barry) 
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Representatives viewed the OALWD’s increased cognitive decline as the catalyst 

for transitioning into making decisions on the older adult’s behalf. Representatives 

assumed authority when it was observed that decision-making capabilities were limited.  

OAsLWD were sometimes disinterested in participating in their own decision-

making process and refused to take part. In some instances, representatives knew that 

the OALWD’s disinterest in the details of their health or lack of agency in their health 

care was a long-standing characteristic of the person:  

Like honestly, all of the things he needed for health, because he was 
always so disinterested, it was fine. Like he—I would tell him, "We're 
having to do this, or we're having to do that," and he totally accepted 
it. But he would have done that anyway. Like he never—like I always 
wanted to know why and how, and he never did. He was just totally 
accepting face value whatever a doctor would tell him and that was that. 
(Katherine) 

Several older adults had never been interested in learning about their health status or 

making related decisions; they would simply follow whatever their doctor recommended. 

In other instances, representatives attributed this disinterest to the OALWD’s dementia. 

In such cases, the OAsLWD would usually defer questions or interactions with health 

care professionals to their representative to make a substitute decision.  

Participants predominantly characterized their decision-making approach as 

assisting the OALWD with decisions rather then making decisions on their behalf. 

Participants expressed wanting to include older adults in the decision-making process as 

much as possible so that the older adult could feel they had power and control over their 

lives.  

As a person who thinks you know what reality is—To make that shift 
when you're talking to people with dementia. The more you fight it the 
harder you make it for yourself. You shift back and forth and pretend 
it's imaginary, but it's real for them. (Alice) 

Representatives like Alice understood that it was important to recognize the 

OALWD’s reality because it was instrumental for communication with the OALWD and 

hence for supporting their care needs. Representatives recognized that the older adults 

needed to feel that their opinion mattered. As the dementia progressed, representatives 

created strategies to support the OALWD with decision-making: 
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And as a chronic educator who loves working with young children, you 
always scaffold stuff for children. You know, you don't say, "Are you 
gonna finish your dinner?" You say, “Well, do you want to have the peas 
first or the potatoes first? You know, which one do you want first?” And 
you con them into deciding generally on the program. But just to frame 
scaffold decision-making was—to me—the respectful approach to take. 
And that takes quite a bit of patience 'cause that's a very slow process. 
(Rob) 

The representative’s capacity to provide assistance in decision-making was predicated 

on their ability to slow down the decision-making process. However, these conditions 

were rarely available in health care settings. More often, representatives found 

themselves making decisions based on a blend of consulting with the OALWD, 

referencing the OALWD’s life history and considering their best interest.  

Similarly, representatives praised health care providers who actively involved the 

OALWD in decision-making. Representatives valued health care providers who 

addressed the OALWD as the main decision-maker with respect to their care.  

The inclusion [emphasized] is important in everything. So [health care 
professionals] don't—and I love that actually that all through this they 
don't—they don't actually, they won't stare me in the eyes when they're 
talking about things, they often—if the two of us are together, they are 
talking to my mom, 'cause this is her life—I am a bystander. But when 
it's outside of her being in the room, it's really clear to me that they 
know I'm the one making the decisions for her and caring for her. (Eve)  

Participants felt that many health care providers practiced person-centred care by 

continuing to include the OALWD in their own decisions.  

Despite their best efforts, representatives perceived the OALWD as having 

significant cognitive challenges that inhibited decision-making capabilities. 

Representatives reported ongoing concern that the OALWD did not understand what 

they were refusing, as Maureen explained: “If I allowed him to be autonomous in his 

health he probably wouldn't be here. Yeah, he just wouldn’t do it. He wouldn't remember 

to do it. It wouldn't be important.” 

With a certain degree of advanced cognitive decline participants and 

professionals perceived the representative as being the more reliable authority for 

decision-making over the OALWD themselves. Eventually, health care providers 

consulted solely with the representative. This occurred mainly after efforts to consult with 

the OALWD proved challenging and, in some cases, caused them distress. Some 
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OAsLWD appeared to not realize they were living with dementia or other health 

conditions. As a result, OAsLWD refused care and could potentially become aggravated 

in their interactions with their representative, as Eve experienced: “I couldn't keep him 

going to [outpatient psychiatric geriatric appointments]. He was fighting those—and 

fighting the doctor and indicating that nothing was wrong.” As the disease progressed, 

representatives frequently reported trying to persuade the OALWD if they felt they 

needed the care that the OALWD was resisting. Participants framed these 

circumstances as being in the OALWD’s best interest, particularly whether the 

maintenance of OALWD’s health was perceived to be in jeopardy.   

Representatives often play a crucial mediating role in maintaining the OALWD’s 

autonomy and independence in the health care system. Representatives felt that they 

were looking out for the OALWD when others perceived their ‘voice’ as incapable of 

participating in health care decisions. However, representatives were equally ready to 

exercise their authority if they felt that the OALWD was not making medically appropriate 

decisions and they felt justified to step in to override these decisions. Therefore, 

representatives ultimately controlled the OALWD’s decisions, even deciding when the 

OALWD’s refusal of a decision would be upheld.  

5.2.4. Decision-making Facilitators 

Participants detailed several factors that aided them during decision-making. 

Such facilitators included health care providers’ recognition of the RA, allies supporting 

participants through the health care system, advance care planning, services to support 

decision-making, and representatives’ access to information to support the OALWD’s 

care.   

Recognition of the RA Among Health Care Providers 

Participants described how health care providers who recognized and 

understood Representation Agreements facilitated decision-making in a timely manner 

because they recognized the RA’s authority. These professionals were responsive to 

representatives and the role they played in the OALWD’s care.  

Yeah, high level of respect for me and my role. And continuously now 
[if] something has to happen for my mom like—"Oh your mom needs 
some foot care"—they call me and then the documents come to me. All 
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her mail now comes to me. I sign everything. And I do sometimes take 
her things to sign 'cause I think she still enjoys doing that. But it's never 
doubt[ed] that I'm not given—I think I'm given 100% authority with 
that role—and that they also understand the value of full inclusion for 
my mom even though her mind doesn't work 100%. (Eve) 

Representatives felt supported when health care professionals were interested in 

knowing how they were faring in their RA role and actively engaged them in 

conversation around decision-making. These professionals promoted the recognition of 

the RA’s authority which, in turn, aided representative’s inclusion in decision-making.  

Moreover, participants felt supported and valued when health care providers 

actively sought out their knowledge of the OALWD’s life history to inform the health care 

team: 

They did actually listen to me. I did even have, at times, nurses and 
other people say, "No, it's important for us to know. You know your 
mom best. It's valuable for us to hear that—hear you say that this 
behaviour is not the way she normally behaves. That's helpful to us." 
(Florence) 

Participants felt these professionals valued the OALWD’s life history which participants 

saw as critical for ensuring the OALWD was receiving patient-centred care. It also 

signaled to participants that they were considered a part of the OAWLD’s health care 

team rather than operating independently. 

Allies 

Participants identified specific professionals and service providers as allies. 

These individuals were willing to step in and support representatives with their current 

care delivery challenge. Liz experienced tremendous support from an ally so that her 

husband could receive a diagnosis: 

And when things went off the rails with my husband, it was the case 
manager and the social worker at [the University of British Columbia] 
who jumped right in there and helped set up the next step. Which 
involved getting [the Vancouver Coastal Health] outreach program to 
come out. And then from there it took on a life of its own. 

Allies also existed outside of health care. For example, Katherine’s husband’s 

accountant was instrumental in assisting her with financial matters. Regardless of their 

expertise, allies were significant in resolving challenges in a timely fashion.  
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While other professionals were certainly integral to representatives during decision-

making, support from allies was crucial for overcoming obstacles related to health care 

decisions. Without their intervention, participants believed that the OALWD would be in a 

worse health state:  

The neuropsychiatrist, I think we would have been . . . in a really bad 
way if we hadn't found him. Because when this doctor who was 
incompetent denied there was anything wrong with [OALWD] from the 
beginning—and I went in and said, "There's something wrong with him." 
[The doctor] was pissed that I came into the appointment and, you 
know, he came up with all kinds of reasons why he doesn't have 
dementia. (Maureen) 

Allies were critical in supporting representatives who were facing resistance from other 

health care professionals. Whether there were issues receiving a diagnosis or with the 

health care being offered or delivered, allies provided specific guidance on health care 

decisions and outcomes that other health care professionals resisted or ignored. 

Participants often described allies as going above and beyond their job 

description to provide this support. Allies knew the system and were willing to be flexible 

within their role to ensure the OALWD’s access to health care and related information. 

Cindy described such allyship with her mom’s case manager after the case manager 

shared her work email address with Cindy. She gave it to Cindy after Cindy informed her 

of a news article about the elimination of the First Available Bed policy. The case 

manager had not yet been made aware of the policy’s elimination when Cindy broached 

the matter:  

There was some little article, and I called the case manager and I said, 
"So, am I understanding this means what I think it does?" And she said, 
"What is it? I haven't heard of this." And they never give you—you can 
never contact them by email. They're very, very careful about that. And 
this was also a little cool for me because I said to her, "It's too bad that 
you can't give me your email, think I could send you this link." And she 
went, "Hm, okay give me your email. Then I'm going to send you an 
email, then you can reply." And so I did and actually that allowed us to 
communicate by email a little bit, which I was very [emphasized] careful 
not to overuse by any means. But there were a couple of times where, 
for both of us, it was much more convenient to do back and forth just a 
little. And I was so [emphasized] careful. . . . And she's a very senior 
case manager. She was fantastic! Holy crow, she was good! She was 
just so good. You know when you work with people who'll be a little 
flexible like that. But they have to be careful.  
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Allies were typically professionals that had power and knowledge to influence an 

OAWLD’s access to health care. At the same time, however, allies were still seen as 

being in a precarious circumstance, careful to not overstep their work boundaries. Both 

parties were wary of overstepping such boundaries. 

Advance Care Planning (ACP) 

Participants engaged in ACP methods (e.g., online ACP workbooks and similar 

planning documents) with the OALWD to establish health care wishes. Advance care 

planning fluctuated in its success at facilitating decision-making. However, some 

representatives reported that ACP had immense value because it gave them a decent 

understanding of the OALWD’s wishes. ACP workbooks provided much needed 

structure in initiating discussions and brainstorming potential scenarios: 

So, my husband, he was able to actually have a conversation. So, we 
would talk about various scenarios and what he would want in various 
stages. It was a more casual type of discussion. With my cousin, I could 
not do that with him. He was just—it was a different situation. So, I 
actually downloaded a form that had a whole series of questions. I can’t 
even remember where I got it from, but they were very good. What it 
did is presented various scenarios. It was very structured. And he 
couldn't do it on his own, but I just sat, and we read through each 
scenario. And then he would have to indicate—if that was him in this 
situation, how would he like things to be handled. So, it took longer but, 
for him, it was a really useful exercise. (Liz) 

ACP resources were beneficial for helping representative to understand the OALWD’s 

wishes despite the older adult experiencing dementia symptoms that were affecting their 

ability to discuss these wishes. ACP exercises and reviewing specific health care 

situations proved advantageous to participants who felt that, because of these practices, 

they generally understood what the OALWD would want.  

Having such documentation was beneficial as it could be reviewed and updated 

as necessary, as Barry explained, “And um so we did [an advance care plan] and then a 

couple years later we revisited it and I asked her to see if had any of those things 

changed. Um you know any of her answers. So that was a helpful process.” 

Representatives appreciated early documentation of the OALWD’s wishes as it allowed 

representatives to easily review and confirm these wishes periodically. Representatives 

who took advantage of revisiting wishes felt it clarified the OALWD’s values and wishes 

along their dementia journey. 
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Services 

Participants identified services that were beneficial for decision-making. 

Dementia services, specifically the Alzheimer’s Society of BC, provided many 

participants like Eve with resources and support to help them understand the OALWD’s 

dementia journey: 

I did the 8-week course for caregivers—you know, like get connected 
with other caregivers. So, I felt like I invested a lot of time before I 
needed everything. . . . And I think there was one whole day that they 
spent on these types of you know POA, health [representative]—sort of 
more of the practical. So that was great. . . . I feel like that course, the 
8-week course, was such a foundation to my knowledge. But not 
everybody is going to find their way into an 8-week course.   

Becoming equipped with dementia-related knowledge was integral to participants’ ability 

to respond effectively to the OALWD’s evolving needs. Overall, dementia services were 

able to support and educate participants about matters affecting them as a care partner 

and representative for a person living with dementia. 

Public services helped some participants become familiar with and navigate 

seniors’ services. For example, the Office of the BC Seniors Advocate was a resource 

for some, as were reports on LTC and other services produced by the Office. Such 

resources were important for providing information that helped the representative make 

decisions around a specific matter (e.g., identifying three preferred LTC facilities).  

Other community services provided ongoing education and information 

specifically around RAs. Places like Nidus Personal Planning Resource Centre and 

Registry were beneficial in clarifying information specifically pertaining to RAs when 

participants faced challenges. An example is when health care providers or financial 

institutions did not recognize and honor the RA:  

I did talk to the Nidus representative several times when I was going 
through things with [my husband’s] bank and credit union. I was even 
to the point of wondering if she would be my advocate with him. And 
she didn't want to be, but she pointed out how the agreement is basically 
saying this person— in this case, [OALWD]—was giving me the right to 
do this decision-making and it was witnessed by two people and actually 
[my daughter] was there too and it was totally [emphasized] legal in 
every way. And it wasn't like he was forced against his will and tricked 
into it. And so every institution, every business, should accept this 
person is—has signed this willingly, and the witnesses are proof of that. 
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And it is a legally drawn up document; it wasn't just something that 
somebody made up. (Katherine) 

These services educated the public on RAs, and reinforced information about how RAs 

legally operate. Acquiring RA information was thus crucial in the face of potentially 

confusing or contradictory information about their authority in the context of health and 

personal care decision-making. 

Access to Information 

Access to information around the OALWD’s care and how they were faring on a 

daily basis facilitated timely decision-making. Having access to information and being 

updated about the OALWD’s care needs allowed participants to feel that they were not 

alone in their efforts. Participants like Florence found that health updates and information 

by health care professionals facilitated decision-making: 

I really appreciated that I could call them and they were available to 
give information when I needed it and they could also be called when 
something needed to be done like in the home too.  I think I lost details 
on exactly who that person was, but I remember it must have been like 
sort of a social worker or [registered nurse] of some kind that was 
visiting my mom when she was in assisted living and then also sort of 
liaising with me. Like she would call me and give me feedback. I 
appreciated being involved in that 'cause it helped um me not feel totally 
alone in dealing with all that.  

This allowed representatives to have a frequent, active feedback loop to with the health 

care team regarding the OALWD’s care and ensured that they did not feel isolated when 

making health care decisions. Access to information from health care providers is 

therefore associated with a responsive approach to dealing with health care matters in a 

timely manner.  

5.2.5. Decision-making Barriers 

Participants faced numerous barriers to decision-making. These barriers included 

a lack of recognition of the RA, lack of access to professionals, exclusion from decision-

making, unknown wishes, the OALWD’s perceived resistance to decision-making, and 

challenges within the health care system. Representatives also articulated resolutions 

they enacted to overcome several of these barriers. 
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Lack of Recognition from Health Care and Service Providers 

Participants found that health care professionals often lacked understanding 

about RAs, their significance, and the representative’s legal authority: 

I don't know how much power I have. It's so hard because you don't 
know what the hell you're doing. 'Cause nobody really tells you. Like it's 
trial by fire, like holy— I've just been flying by the seat of my pants 
trying to figure out what I can and can't do. (Maureen) 

Since representatives often lacked knowledge of dementia and decision-making, they 

looked to health care professionals for education around these decisions. Nevertheless, 

there was significant variation between health care professionals in terms of their 

familiarity with such information themselves. 

Health care professionals often had minimal understanding of RAs, the role of 

the representative, and their place within health care consent legislation. This led to 

situations where health care professionals failed to recognize participants like Rob as 

the OALWD’s representative: 

I'm not one who expresses anger easily. I'm just not built that way, 
[laughs] to express anger. But [a] pretty frustrating experience for the 
first few months until we started getting the recognition that—as health 
care representatives—we really had [OALWD]'s best interests at heart 
and that we weren't just meddling, you know? 

While Rob’s position as a representative was unusual, given that care partners are 

typically a family member, this should not impact how providers are interacting with the 

participants. Indeed, their response and refusal to recognize the RA and Rob’s authority 

gave him the sense that he was being excluded. Resistance to recognizing the RA 

created tension between representatives and health care professionals. 

Participants suggested that there was a disregard for the RA designation in 

health care. For example, some representatives said that health care professionals 

would make assumptions about the identity of the OALWD’s decision-maker. Florence 

felt that there was little recognition of the legal status of the RA, and hence the need to 

clarify who held that power: 

It just didn't seem like it came up enough as an actual thing that was 
really acknowledged with people. Like it was very casually accepted, the 
fact— “Okay, you are POA, you are her daughter, you're the one that 
visits the most.” So, there's an assumption that, yes, you're also 
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probably the health care representative, but most people don't really 
bring it up.  

Health care professionals often made assumptions as to who could give consent on the 

OALWD’s behalf. The legal authority of RAs was therefore undermined by the informal 

practices typically employed by those working in health care settings.   

There was also a lack of recognition and understanding of RAs at the policy level 

within various systems that similarly undermined the RA’s authority. Such procedures 

were problematic because they did not align with the law:  

I had to sign a piece of paper, or [my husband] had to sign a piece of 
paper, saying that they could talk to me. Even though I had the patient 
representative and the Power of Attorney. It was the military, right? 
Their little piece of paper, that hand-written "She can talk to us" 
trumped. [laughs] (Maureen) 

Systems had conflicting policies that dictated whether or not the representative’s 

authority would be recognized. These institutional procedures and policies prevented 

representatives from participating in decision-making in an appropriate, legal manner.  

Exclusion from Decision-making 

Representatives reported being excluded from the OALWD’s health care 

decisions on several occasions. Health care providers would inform them of decisions 

after the fact or not inform them at all. Exclusion from decision-making occurred at all 

points along the older adult’s dementia journey, including at the end of their life: 

I found it interesting how, at that point, it was kind of the staff making 
the decision because my mom eventually was not able to swallow, eat. 
And so, they made the decision themselves. . . . They basically phoned 
me and said, “Well she's now in palliative care and we're not going to 
be feeding her anymore.” . . . I feel like nobody really then asked me, 
“How do you feel about [this decision]?” Yeah, it was a difficult time. 
And I was there every—like visiting her very frequently up ‘til when they 
made this decision. (Florence) 

Representatives raised the issue of whether informed health care consent was being 

sought, particularly in LTC settings. Participants reported remedying inappropriate 

decisions that were made without obtaining informed consent, such as transferring the 

OALWD to hospital without informing the representative, for example. Such exclusion 

meant participants were faced with ongoing concerns about health care being delivered 

inappropriately without the representative knowing and finding out after the fact. 
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There was often ineffective communication between representatives and health 

care providers about decision-making. Information from health care providers was often 

missing, indirect or superficial when discussing the OALWD’s health care:  

I needed more information as to what was going on. The nurses would 
say, "Oh, you know, he had a bad night” or “He did this" and whatever, 
and "Just so you know, his [medication] was changed." But they don't 
give you any more information than that. It's way too superficial. (Liz) 

Representatives were at the mercy of health care providers for information and updates 

about the OALWD’s health care. They felt that their level of involvement in the OALWD’s 

care was controlled by the health care team. As a result of these barriers, participants 

reported being unable to act effectively as the OALWD’s representative.  

Participants also reported circumstances in which staff were reluctant to speak 

with the representative despite there being an RA in place. Refusing to recognize the RA 

was attributed to health care providers upholding the OALWD’s capability to make 

decisions. Health care providers resisted representative’s participation in decision-

making until they began calling questioning the OALWD’s capability:  

And initially it was a tough go to actually get them to talk to me. But 
the less and less he became capable of actually answering the questions, 
or he would get agitated because he could just not understand what 
they were talking about, then they would talk to me. (Maureen) 

Although Maureen was appointed by her husband in the agreement, she was not seen 

as part of his health care team until others were no longer able to communicate with him. 

This provides insight into how professionals viewed representatives’ involvement in the 

OALWD’s care and when this involvement was to start. Representatives were consulted 

once the OALWD was considered incapable. However, this may not reflect the intention 

of the agreement made by the OALWD and their representative. Participants were 

disturbed by their exclusion from decision-making until the older adult was considered 

incapable of making decisions. They believed it was their duty to support the OALWD 

with decision-making even before the older adult’s ability to make decisions was being 

called into question.  

Furthermore, participants felt that communication was mostly one-sided, with 

representatives having to follow-up and ask questions of the health care team to access 
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the information they needed. There was rarely active feedback from health care 

providers to representatives: 

Most of the time when you go in and visit somebody in LTC, you know, 
I could go in often and not have any of the staff check in with me or ask 
me “How's it going?” or if we needed anything or letting me know how 
my mom's been doing. I wasn't offered information unless I asked for it 
and I found that to be one big area that I think needs to be improved a 
lot. (Florence) 

Without representatives actively pursuing this information, their knowledge of how the 

OALWD’s health was faring was substantially impeded. As a result, representatives 

were left feeling sequestered from participating in decisions as part of the older adult’s 

health care team. 

Lack of Access to Professionals 

Participants encountered continuous barriers in communicating with health care 

professionals. Lack of access to health care professionals was associated with restricted 

communication channels, the physical health care setting, and structural barriers.  

Restricted communication channels within health care systems were a common 

barrier in accessing health care professionals. In every health care setting—from acute 

care to LTC—participants experienced constant hurdles communicating with health care 

providers: 

When my husband was at [the hospital] I was just full of questions. And 
I rarely had an opportunity to talk to the doctors because they're short 
on time and, you know, they do their rounds and one thing and another. 
. . . I really wanted— ‘Cause the changes that were occurring in my 
husband were so dramatic while he was [in the hospital]. I had questions 
like, "The changes I'm seeing, is this caused by the medications you 
have him on or is this caused by the progression of the disease?" Things 
of this nature. And [pause] they were very good about answering the 
questions when I had the opportunity to actually connect with them. But 
. . . in tertiary care, even though the doctors were around more it was 
difficult to interact with them over concerns and issues because the way 
it worked is you had to tell your concern to the nurse or the nursing 
staff, the nursing staff would relay it to the doctor, and the doctor would 
decide whether or not he needed to talk to you. So, this was a great 
source of frustrations for me because I often had questions. 'Cause 
you're trying to understand what's happening here. You know, you're 
weighing out the benefits and the negative effects of the treatment that 
your loved one is receiving. (Liz) 
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Representatives relied on guidance from professionals to make informed health care 

decisions. As such, limited access to professionals resulted in a lack of knowledge of the 

OALWD’s prognosis, care needs, and other vital information.  

The physical environment in care settings can also create barriers to accessing 

professionals, as Rob’s experience exemplifies:  

I noticed that I was really having trouble making contact easily with the 
nursing team [in LTC] all through July and August, September. For two 
reasons I think: A) physically, they were all behind glass with their 
heads down or immersed in screens and not very visible around on the 
floor. And the open piece of any nursing station was abandoned, and 
they were all operating like back office workers rather than out front 
with eyes on the clients. And I'm sure those nurses were out on tours 
from time to time, but they were never where I was. 

Physical barriers distanced staff and representatives from each other within health care 

settings. As a result of these physical barriers, communication channels were closed off 

between both parties.   

Representatives also experienced challenges accessing practitioners and 

specialists. For example, Jackie, whose mom did not have a doctor, could not access 

information about her health care. Furthermore, accessing medical specialists requires a 

referral from a practitioner. Access to specialists was barred by health care practitioners 

who refused to make this referral: 

Well, we went to the cardiologist in May. . . . [The cardiologist] said to 
me, "Why did it take 17 months to get him here?" And I said, "I tried to 
get him here," but I said, "it was the doctor." I said, "I couldn't get him 
to make a referral. I'd tell him there's something wrong with him and 
he wouldn’t do anything about it.” (Maureen) 

Participants endured tremendous difficulty trying to find the older adult’s health care 

information if the OALWD did not have a family physician. Not having a family physician 

or having one who was reluctant to make a referral to a specialist barred the OALWD 

and representative from access to medical specialists. 

Access to professionals was also restricted due to structural barriers in LTC, for 

example, understaffing. These barriers prevented effective communication between 

participants and the HC team, as Rob reported: “Everybody's stretched for time. If it isn't 

one person, it's the next five that are waiting.” Representatives saw health care providers 
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as delivering task-oriented care. They had a limited amount of time to deliver care to 

residents. Representatives recognized care providers were strapped for time and that 

proactive communication or sending a general inquiry were not prioritized. 

Furthermore, health care systems were not supportive of continuity of 

relationships between the OALWD and health care providers. This, in turn, prevented 

consistent communication between representatives and the same health care providers: 

And then finding some continuity in the relationship. Someone to be 
around long enough, listen long enough that you don't—you get tired of 
telling the story from scratch again and then having the person gone 
within a week. So that felt like a big—I guess I'd call that a barrier or 
difficulty throughout. (Eve) 

Lack of stable staffing led to frequent breakdowns in communication. Professionals were 

continuously in flux. Representatives often reported that they did not know who they 

were supposed to be talking to about the OALWD’s health care matters because health 

care professionals changed so frequently.  

Unknown Wishes 

Several representatives did not know the OALWD's health care wishes. Unknown 

wishes were a result of OAsLWD and participants not having previously discussed 

wishes, uncertainty around wishes, and ambiguity around the OAWLD’s advance care 

plan. Many representatives reported that they had not previously engaged with the 

OALWD in discussions about the older adult’s care wishes. In some situations, OAsLWD 

did not have any interest in discussing or knowing about their health. This created 

barriers in having conversations in advance. As decisions arose, participants felt unsure 

of the OALWD’s wishes. Many of whom felt that they had missed the window of 

opportunity to have these discussions about health and personal care wishes.  

Participants like Liz, who did not have a close relationship with the OALWD, did 

not feel confident about the decisions she had to make for her cousin with whom she 

had had only limited connection throughout their lives:   

My cousin—he's about 25 years older than me. I wasn't really super 
close with him. I didn't know him growing up, I just knew him when I 
moved to Vancouver. So, I didn't know him really well but I did know 
that there was no one else here who could take on the role that I took 
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on. And so, because I didn't know him as well, I guess I felt less 
confident about making decisions. 

When representatives lacked a close relationship and did not feel that they knew the 

OALWD well, they were less confident in the decision they made. A lack of shared life 

history created trepidation whereby participants did not necessarily know the best course 

of action based on who the OALWD is.  

Even if wishes had been recorded, this did not mean the representative knew 

how to interpret them. Several written instructions were ambiguous and provided little 

direction to participants for decision-making: 

There's a section in here that says that she doesn't want antibiotics. . . 
. And this one was definitely like a big question— ‘cause how did [this 
instruction] get there? Is this standard? . . . If it’s not, why would she 
include it? And to what degree? Like, you know, she's got a bladder 
infection—are we not going to give her antibiotics? That's exactly [the] 
question [that] came up. (Jackie) 

While wishes may be recorded, many participants were unclear as to how to interpret 

and apply such broad health care wishes. This led to large uncertainty for 

representatives as to how these wishes were meant to be followed.   

Among participants that were appointed in RAs in advance of the dementia, 

several reported being disengaged in advance discussions of the adult’s wishes. It was 

difficult for participants to envision the situation they would eventually be faced with:  

To be honest, I didn't really give it a huge amount of thought. I knew it 
would be awkward between Vancouver and Victoria. And I just hoped 
she would be healthy and die immediately of a heart attack if anything 
happened, you know. . . . And I guess I felt honoured that she trusted 
me so much. And not looking forward to but willing to take it on. But at 
that point too she was healthy enough that it wasn't totally real. (Cindy) 

Such advance planning documents were made at a time when the person was viewed 

as healthy and capable of making decisions. Since the older adult was not ill, 

participants did not give the agreement much consideration. They were simply unable to 

comprehend what these responsibilities and situations might look like later in life when 

the older adults were not healthy. The meaning of the older adult’s instructions thus 

remained largely unknown after participants were appointed in the RA prior to any health 

concerns. 
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Perceived Resistance from the OALWD 

Participants were sometimes met with resistance from the OALWD towards 

decisions and care, and this resistance could be an ongoing barrier. As a result, 

representatives saw their responsibilities as encouraging OAsLWD to receive a specific 

health care treatment to meet a care need. OAsLWD would often oppose health care 

that involved their physical transfer (e.g., going to the hospital or an appointment) or 

medical treatment (e.g., interventional therapies for incontinence). For example, 

Maureen’s husband refused to go to the hospital after having a transient ischemic attack 

(often referred to as a “mini-stroke”). 

Representatives framed such care refusal as a product of dementia symptoms. 

When asked if there was anything that hindered decision-making, Alice replied, 

Well, dad fighting me against making decisions for him. For instance, 
you know, if it was something small like going down for dinners [in LTC], 
he'd sometimes call me and say things like, "Oh, they're serving shit 
tonight. I don't want any of what they have, they're not giving me what 
I want." And, you know, fair enough. They could only make so many 
different dishes with so many different choices. But there were times 
where he would be very agitated about food coming his way or what 
they were telling him to do. Especially at the beginning. And there were 
times where I would—I was only a few blocks away and I would have to 
go and calm him down. 

Representatives felt that the OAsLWD were impaired in their comprehension of 

care being offered to them and worried about the consequences to the OAWLD’s health 

if they refused treatment. Representatives felt that since this care was in the OALWD’s 

best interest, it was then their decision to respect the OALWD’s authority and decision or 

override the OALWD’s refusal in favour of the care being proposed. Some care was 

viewed as absolutely critical for the OALWD’s health; if care was not delivered, 

representatives believed the OALWD would have adverse health consequences (i.e., 

increased health risks due to the refusal to use a continuous positive airway pressure 

(CPAP) machine for sleep apnea).  

Representatives employed strategies to persuade the OALWD to agree to the 

care being offered. For example, Barry reported employing communication techniques to 

promote a treatment—botox injections in the bladder wall to treat his mom’s 

incontinence—in the face of her potential resistance: 



91 

I had to try and persuade her. My thought processes were around that. 
Around being very gentle to nudge her in a direction without getting her 
resistance up because she's very stubborn when she wants to be. So, I 
kind of try to make it seem like I don't have a huge investment either 
way. . . . I just read her body language and bring it up over and over.  

Representatives were easily able to assume authority in decision-making situations. 

However, an effort to include the OALWD and not create conflict was the context in 

which strategies were developed. Participants “allowed” OAsLWD to refuse care when 

they perceived that refusal represented minimal risk to the OALWD’s health.  

Systemic barriers 

Participants identified several issues across the health care system that impeded 

decision-making, including staffing issues, restrictive policies, and organizational issues. 

Participants experienced staffing issues, especially in LTC, where there were frequent 

turnovers and understaffing. Staffing issues prevented care requests from being 

followed:  

My husband was a walker. I mean he walked to the point where he 
would become unsteady because he'd been walking so many hours. So, 
for me, it was important that he be allowed to walk at length everyday 
until he became unsteady. And then that he needed forced rest because 
he wouldn't sit down unless you actually forced him to sit down and put 
a belt across him. But then that [staff] didn't leave him there—that they 
gave him a rest period and then release him and let him go because I 
knew, for him, it was important to walk and that he'd become more 
agitated sitting. But unfortunately, you know, the staff weren't always 
stable. . . . I remember a couple weeks after he'd been in residential 
care there was a staff person who was there—and I went every day and 
I'd walk with him. And a staff person—who I guess had been away—she 
looked and she said, "Oh, he walks!" And I thought—she didn't read the 
chart, right? [Chuckles] (Liz) 

Staffing issues resulted in the poor implementation of the older adult’s care plan in LTC. 

Participants were therefore integral for ensuring all aspects of the OALWD’s care plan 

were always being attended to despite staff turnover.  

Participants also had to make decisions under the demands and pressure of the 

acute care system. In contrast, outside of acute care, participants frequently experienced 

slow-moving systems (e.g., the military): 

I would say to them, “the longer you let this go on, the less his health 
is—He's getting worse, right? He should be out. He should be able to do 
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whatever we want right now.” . . . And they try to get you to leave. 
They're really trying to get you to leave before the release date. Because 
if you just say, "Okay, forget it. We don't want a medical leave, we just 
want to get out," then there's lots of things that you pass up, benefits 
that you pass up, right? It's a money thing. (Maureen) 

Decisions would not come immediately into effect, but rather lagged behind due to 

protocols and procedures. This prevented timely delivery of personal care or health care. 

Representatives were concerned that the OALWD’s health would suffer because of 

these delays. 

Furthermore, system navigation was reported as a major hurdle. Having the 

necessary knowledge to navigate through health care systems, particularly home and 

community care services, was not an easy feat for representatives to wrap their heads 

around. Participants found these systems to be convoluted and cumbersome to 

navigate, requiring considerable experience and insight into systems in which 

professionals were trained:  

And so it was really like a huge process for the person—like the 
representative—to have to get cognizant about. Because we don't—I 
didn't even know any of these things existed, right? Like which care was 
available, which wasn't. (Jackie)  

Participants spent a copious amount of time trying to navigate through health care 

systems. Challenges navigating the health care system prevented care from being 

delivered to the OALWD in a timely manner. 

Health care policies could also prevent representatives from making decisions in 

response to the OALWD’s immediate needs. For example, several representatives felt 

trapped trying to consider what care options were available for the OALWD since home 

care policy requires an individual to max out their allotted home care hours before they 

can be considered eligible for long term care:  

The gerontologist is recommending that she move into a home, but the 
system won't allow it these days. They want you to max out your home 
care first it seems. Spend a lot more time and money having home care 
for some period of time before you're eligible to be put on the waitlist 
which is then another 6 months or longer. So, it's got a lot of holes in 
it. (Barry) 

Participants felt that, although the OALWD needed a higher level of care, health care 

policies failed to recognize individual needs. This criterion was reported as being 
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provider-centred rather than person-centred. Health care professionals regulated 

policies and determined who was deserving of health care services over the OALWD’s 

reported needs.   

Representatives viewed health care settings as problematic because they often 

failed to incorporate a person-centred philosophy when delivering care to the OALWD. 

Representatives recalled a “management system” among health care providers in which 

provider’s favoured managing the OALWD’s symptoms. Understaffing in health care, 

particularly senior care environments, further contributed to this management practice, 

as Liz discovered:  

And also, I think sometimes in hospital, tertiary care and in residential 
care, just because the load for the staff is so huge—there really aren't 
enough staff—it's easier for them to care for people who are immobile 
rather than ones that are mobile. They don't have to keep track of where 
the person is if they’re in a wheelchair and secured there.  

Staff had limited time to provide care to people in care settings. Under these conditions, 

health care providers were required to be task-focused in delivering care while often 

failing to include quality of life needs as well. Also, OAsLWD lacked choice in their care. 

A task-oriented, symptom-management health care setting led to the OALWD’s 

dependence on health care providers. In order to prevent their loved one from being 

“managed,” participants had to continuously advocate for the OALWD and reinforce their 

quality-of-life needs. 

The use of restraints—physical and chemical—facilitated “symptom 

management.” Representatives like Rob observed the inappropriate use of anti-

psychotic medication to manage his friend’s dementia symptoms: 

It was four separate requests. And at the first request, the GP said, 
"We'll phase [the Seroquel] out." And it took three additional follow-up 
requests to get the phasing out started. [Antipsychotic medication]’s 
such a widely used tool. . . . They're really not focusing much on quality 
of life. It's a management system that's in place to make it easy for 
everybody. And you know with the best of intentions to make it easy for 
[OALWD]—just to be still and compliant. 

Representatives indicated that these medications were undermining the OALWD’s 

quality of life. Nevertheless, representatives observed such medication being widely 

used. Anti-psychotic medication was perceived to be a major mechanism of control, or 

management, of OAsLWD. 
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Furthermore, health care systems were observed as lacking family-centred 

practices. Health care providers tended to focus solely on the OALWD and their health 

care problem. Representatives, many of whom were family, felt excluded from 

conversations with the OALWD and treatment delivery. For example, Katherine’s 

husband was informed that a medical specialist would be conducting an assessment 

with him. However, the specialist could arrive at the hospital for the assessment any time 

between 10am to 7pm: 

And I get that he didn't have time to be dealing with every institution, 
but I said to the LPN that was with him who worked at Peace Arch, "Why 
couldn't each hospital worker who works with him just phone and say,— 
“The doctor’s left this place, he will be at the next one— And so that way 
patients and their families are communicated with?” And I sort of 
thought, I understand systems—they're big and they're onerous and 
they have so many different things they have to worry about—but I 
think occasionally they antagonize patients' families because of this lack 
of thinking about it from the outside. . . . It's a huge, big machine and 
everybody has a role to play. And I understand how it's very stressful 
for health workers. Many of them are constantly coming and going from 
[inaudible] and holidays and things but . . . it would be beneficial to 
patients and better communication if they would think about it from a 
caregiver's perspective because then you're working as a team. 

Representatives felt that the health care system did not allow the OALWD’s family and 

representative to participate in the older adult’s care decisions. Participants felt that their 

involvement on the health care team was significantly restricted because health care 

providers dictated when health care was discussed and delivered. 

Furthermore, organizational conflicts arose in a few LTC settings, creating 

another set of challenges to the OALWD’s health care delivery. Participants like Alice 

witnessed these internal politics and grew concerned over how these issues would affect 

the OALWD’s health care:  

During this time, [the LTC] was going through some huge changes of 
staff—both HC staff and administrative staff—because there were all 
sort of issues going on. So, I'm trying to keep him safe in an 
environment that's basically imploding as well. There was less staff to 
take care of people and things like that too! 

Participants witnessed the impact of these issues affecting the OALWD’s care delivery 

due to their dependence on the system’s ability to care for them. These issues required 

representatives to problem solve to prevent such issues from effecting their loved one’s 

care.  
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Many representatives also felt that information about dementia was limited. 

Materials for caregivers and representatives about dementia and its progression as well 

as corresponding care needs only reflected a "generalized progression" of dementia. 

Representatives received educational material around a generalized framework. 

However, participants like Liz experienced a gap in information when she had to 

navigate a dementia trajectory mediated by a serious and persistent mental illness that 

required tertiary care:  

I think there's a bit of a void in that in all the information [the Alzheimer 
Society] provides, they do not provide information—enough 
information—about what might happen if someone needs to go to 
tertiary care. That's nowhere in the literature. And that's a pretty 
traumatic thing to happen both for the person with dementia as well as 
the family members. So, I didn't have any sort of framework to put this 
all in as to what was happening. Whereas things that happened up to 
that point, I did have a framework because of all the information and 
the workshops I'd gone to. But that trajectory, that portion of it—of the 
journey as they call it—I didn't have a framework for it. And it was 
exceptionally stressful. 

Generalized educational materials about the dementia trajectory is important but large 

gaps in services remain due to a lack of reference to OAsLWD when their symptoms do 

not follow the usual course. With no point of reference, participants experienced 

heightened stress during the navigation and decision-making processes. 

Finally, an RA is a legal document, and a high level of knowledge and expertise 

is needed to understand all of its components. Representatives found the RA’s legal 

language confusing. Some did not fully understand all aspects of it upon signing the 

contract but entered it knowing it would be a useful tool to support the OALWD later. 

Representatives were often unclear about sections of the agreement when it came time 

to use the agreement in practice. However, as Cindy discovered, there was a lack of 

services available to explain these documents on an ongoing basis, outside of the legal 

sector: 

Like even the representative agreement, they could add—even put a 
little addendum in plain ordinary language— “this is what this means for 
you. As the representative, this is what you can do, this is what you 
cannot do, this is what you need to do.” You know, that sort of thing. 
And it needs to be geared towards people who are very basic education, 
or basic English, basic reading.  
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These documents were often not written in plain language. Participants wanted to learn 

about these agreements but found such services were missing or financially 

inaccessible. 

Resolving Communication Barriers 

In response to barriers experienced during decision-making, representatives 

developed tactics to resolve communication barriers with health care professionals or 

the OALWD. If communication channels with health care professionals were closed off, 

participants created their own avenues of communication to ask questions or address 

concerns:  

So, I took to typing out my questions and leaving them at the nursing 
station addressed to the doctor [laughs]. Then the doctor would say 
"Okay, let's meet." And so, we'd have like a little team meeting at that 
point and I would ask all my questions. (Liz) 

Representatives also sought help from others on the health care team. These strategies 

allowed representatives to access much needed information to inform a decision. 

Participants also developed communication strategies to uncover the OALWD’s 

wishes and facilitate decisions in the face of resistance by the older adult. This often 

involved making decisions when the older adult was perceived as being in a positive 

cognitive state. For example, Jackie, unsure of how to implement her mom’s written 

directive, tried to engage her mom in decision-making when she is in positive state of 

remembering things. Representatives developed communication techniques to gauge 

the OALWD’s wishes when they seemed to have more ‘mental clarity.’ Representatives 

were able to detect moments when the OALWD was able to engage with decision-

making.  

5.2.6. Considerations for Future Decision-making 

Representatives’ experiences contain valuable lessons to inform their own and 

others’ future decisions. These include the benefits of having an RA, anticipating future 

decision-making scenarios, insights or lessons learned from being a representative, 

outcomes of previous decisions, the roles that are embedded in the representative’s 

position, the effect decision-making had on the representative, and service gaps. 
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Benefits of the Representation Agreement 

Participants named several advantages to having an RA. Representatives like 

Rob felt that it allowed them to act on a matter without being questioned over their 

status: “You know, it is really being a member of a kind of business class club or 

something or other. It's a priority pass for getting stuff done.” RAs were lauded for 

making substitute consent processes straightforward for both the OALWD’s support 

system and for health care providers. Having an RA in place made it easy for others to 

know who was the OALWD’s representative was. 

The agreement allowed participants to feel like they always had influence—a 

direct say—over the OALWD’s care if necessary. Participants felt that this would allow 

them to safeguard the OALWD as they navigated through different levels of care:  

I think they're really important to have and—for myself—having one for 
my dad definitely benefitted him and made our family feel a bit more 
that we had some control over what was happening to him. If we didn't 
like certain things we could come in and say—"Hey, this is not gonna 
happen” or “No, this is not happening so this needs to happen"—kind of 
thing. So, it gives you a little bit more of a feeling of safety I guess you 
could say for your senior. (Alice) 

After witnessing ill-conceived care practices relating to the OALWD, participants felt the 

agreement provided a sense of security and control over these potential mishaps. 

Representatives could then make changes based on their own assessment of the 

situation. Many participants felt that they would not have been able to participate in such 

a manner without the agreement in place.  

Anticipating Future Decision-making Scenarios 

Participants were mindful of future decisions to be made and would often express 

concern over such decisions. Some participants were concerned about the OALWD 

eventually refusing future decisions and potentially becoming agitated due to advanced 

cognitive decline: 

He hasn't refused yet. Like, he's refused to go to the hospital but as far 
as the follow-up testing and stuff, he gets agitated, obviously, but he's 
not saying, "No, I'm not going." I don't know what you do then. Like 
how do you get them, when they refuse—Like you can't just pull them 
by the arm like a little kid. That's the difference, right? You are treating 
them like a child but they're not a child. They're an adult body and they 
can get angry. (Maureen) 
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Representatives had previously experienced resistance from the OALWD and expected 

increasing challenges in facilitating decisions. Based on their past experiences, 

participants were concerned about potentially combative scenarios as they sought to 

implement future decisions.  

Several participants anticipated making a decision that would be contentious with 

the OALWD, particularly moving to LTC. Participants like Cindy found it emotionally and 

mentally cumbersome trying to make these life-altering decisions knowing they are 

decisions that will most likely upset the OALWD: 

This [emphasized] is the hardest thing of all. I mean I can deal with all 
the administrivia and drug dealing and all of that. But having to move 
her is one of the most horrible things that I can think of. Honestly 
[emphasized], I hope she dies before we get the call. Because I think 
she would be so much happier, you know.  

Participants understood the negative effect these decisions could have to the OALWD’s 

well-being and on their relationship. Representatives knew a decision would eventually 

need to be made, causing them ongoing distress as the call signalling the OALWD’s 

admission to a care facility loomed. 

Therefore, participants were also anticipating future decline in the OAsLWD they 

represented. These participants were aware of the nature of the disease and what future 

decisions they would be faced with: 

Ultimately, I know that he'll get to the point where he will be not aware 
of us and not aware of where he is and then, eventually, they tend to 
refuse fluid and liquid and stuff. So, we've been through all of that and 
[my daughter] has gone through that with me and her sister and we 
know when that time comes, because of the representation agreement, 
the things that we thought should be done or we were unsure but would 
like to be consulted—all of that is mandated by that agreement. 
(Katherine)  

Participants had insight into what end of life could look like for their loved one based on 

their dementia trajectory. However, there was a sense of reassurance of control 

amongst the family due the representative’s appointment in the agreement.  

Insights 

During the interviews, participants reflected on the insights they had gained from 

their experiences. Participants acquired knowledge enabling them to navigate the health 
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care system and dementia care. For most participants, this was their first time being a 

representative and heavily interacting with the health care system. Representatives 

recounted their initial decision-making approach as being uninformed. However, 

representatives currently felt that they had gained an in-depth understanding of 

dementia-related knowledge and various decision-making matters. 

Now [emphasized] I think I have a very informed approach, a very 
resourceful approach, and very person-centered, patient-centred. 
Because I’ve learned those things through the dementia, the eight-week 
dementia course and then another course and then the podcasts and 
the web. So, I’d say it was all the opposite of those things when I 
started—uninformed and un-resourceful. (Eve) 

Representatives acquired a substantial amount of knowledge and skills throughout their 

time as a representative. As a result, representatives felt that they had established an 

informed and resourceful approach to decision-making.  

Some participants were also cognizant of how they themselves had changed 

during their experience as a representative.  Representatives like Katherine reflected on 

how their personality traits and view of the health care system had changed due to their 

interactions within these settings:  

When it happened and I had so many things to juggle so quickly—I just 
realize more and more how you cannot control any part of this illness 
and you have to value the people who make it helpful and you have to 
go and work as best you can when things are not helpful and then you 
just have to basically allow things to happen. And that's not the kind of 
person I am at all. I am the kind—a control person. And it's made me a 
kinder person. I think, it’s made me—it's like I said, there's times where 
[my husband] and I do absolutely nothing. We’re just sitting together 
and we're watching a show on TV or whatever and I'm totally at peace 
with that. I don't feel stress of—"Oh I have 45 things I should be doing 
now." I just really value the time we have now and that he's happy and 
that's that! 

Many participants came to understand the lack of control they had in the dementia 

journey and within health care systems. This came to have a significant impact on how 

some representatives responded to later decision-making challenges. 

Outcomes of Decisions 

Participants reflected on the outcomes of the decisions they had made. This 

section includes participants’ opinions of the decisions they made, the effect the decision 
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had on the OALWD and their relationship, and the mental, physical, and emotional 

effects on representatives of their decision-making. 

Participants were usually content with the decision that had been made, although 

there was also a lingering degree of uncertainty. They also felt that several outcomes 

were near impossible to determine, and such determinations were further complicated 

by the OALWD’s difficulty communicating verbally. Participants often questioned 

whether or not they had made the right choice. To some degree, however, they were 

able to gauge whether the OALWD was content with the decision based on how they 

appeared to be faring once the decision was in place. Participants, such as Liz, said they 

knew a decision was correct when they were able to observe the OALWD happy and 

content as a result: “He keeps saying to me, ‘I don't know how I came to make the 

decision to come here but I'm so glad I did!’ [laughs]. And I say to myself, ‘I made the 

right decision.’” 

Being content with decisions was also the dependent on the quality of care the 

OALWD was receiving in the care setting to which they were admitted. Participants such 

as Katherine were relieved when they saw LTC providers delivering person-centred care 

to the OALWD: 

Just the fact that I know that he can be cared [for] in an exceptionally 
fine institution and everybody there is so knowledgeable. . . . But he 
was sort of bored and just in talking with the social worker there she 
said, "Well there's a few men like that," so they started having what 
that called 'men's club' and they did the same for some of the women. 
. . . They have this little pig who is like a miniature pig. Her name is 
Rosie. And she has a room . . . so they go to Rosie’s room and they 
have—they watch videos or CDs, or they do things like she took a series 
of magazines with old cars in them and the men all get to talk about 
them. What they used to have for their first cars, and they have pizza, 
their have near-beer— They've just gone out of their way.  

Representatives wanted to ensure that the OALWD’s quality of life needs were being 

met. They saw the care culture in such settings as a beneficial outcome of their decision. 

Representatives saw these health care settings as having health care professionals who 

were experienced and educated in caring for people living with dementia and practiced 

person-centred care.  

Some decisions also lead to both positive and negative outcomes for 

representatives. In Eve’s case, her relationship with her father broke down. 
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Nevertheless, Eve felt proud of the decisions she made as representative for both her 

aging parents living with dementia:  

I feel really proud for what I've done for both parents. It's been really 
hard times mostly through my dad but through both, yeah, I wouldn't 
change anything that I've done. I won't have any regret because I feel 
like if I read the POA document now and I read the health representation 
document, I'm sure I did everything to the best of my ability and 
probably with more, you know, with more sort of thoroughness then 
most people. . . . So, I think this is a very unusual case. But perhaps 
not because you never know in dementia if you're going to, you know—
angel of support in the view of a dementia mind or to, you know, he's 
sending me messages wishing I'd never been born. That's the way his 
mind has decided to view my role.  

Outcomes in which representatives experienced conflict with the OALWD were minimal. 

In these situations, the older adult’s response was associated with a change in the 

OALWD’s dementia symptoms. Nevertheless, Eve’s story reveals how outcomes of 

decisions can lead to conflict, despite Eve trusting her decision was the right course of 

action and was made with due diligence. 

Additionally, participants experienced mental, physical, and emotional effects as 

a result of decision-making. They spoke about the strain they experienced making 

several complex decisions for the OALWD while tending to matters in their own life: 

It was hard. It was really hard because there were times where I just 
needed a break from it. It was a lot more stressful than I thought it was 
going to be. Just because I was still working fulltime and dealing with 
my daughter's brain injury and as you know dementia patients can take 
up a lot of time. They need it ‘cause they forget from one minute to the 
next that you were just there. (Alice) 

Many representatives were working full-time, caring for their child(ren), or were often the 

primary care partner for the OALWD. Participants reflected on the general stress they 

were continuously under.  

In addition to the strain representatives experienced due to their workload, 

participants also expressed a range of emotions during decision-making. Most often, 

representatives reported on negative emotions due to barriers in decision-making but 

also mainly the effect of dementia on the older adult’s life: 

There's a lot of anger because I shouldn't have to fight for what he 
needs. Um anxiety [short pause]. Sadness, because I'm having to make 
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these decisions for him. So yeah, a lot of sadness. Frustration—lots, lots 
of frustration [chuckles]. Grief, because I'm grieving at the same time. 
(Maureen) 

Decision-making took an emotional toll on several representatives. The role of a 

representative was found to be a demanding role in navigating the OALWD’s care 

needs. Several representatives experienced ongoing and often wavering resistance by 

the OALWD.  In addition, representatives felt guilty and saddened witnessing the impact 

the dementia was having on their loved one.  

Mental effects also lasted long after decisions were made. At the end of her 

father’s life, Alice was constantly exposed to the traumatic circumstance of her father 

“actively dying4” and experienced profound emotional burden from care delivery 

situations in LTC. Such experiences resulted in Alice developing psychological effects 

from traumatic stressors during and after her father’s death: 

Um but it's very hard for the care workers—and for the person with 
dementia obviously—but for the care workers it's very stressful. I came 
out of there with a bad case of PTSD and a fear of [being in LTC] which 
I never had before. It took a long time to not wake up every Saturday 
morning in a panic and kind of anxious because I had to go out of the 
house to see my dad and I didn't want to go into that situation because 
it was so painful to watch. . . . But you want to be there for them, so—
which took a long time to get over. There's still parts of me that are like, 
"Oof, just put me on an ice floe when I die, out into the ocean.” [Laughs]   

Having witnessed several shocking scenarios, Alice developed anxiety and fear towards 

health care situations. Given their emotionally close relationship with the older adult, 

participants with similar experiences to Alice experienced sadness and grief on a 

deeper, personal level. This stress further manifested as physiological effects for some 

participants. For example, Katherine experienced direct changes in her body under 

stressful circumstances:  

Well, obviously, initially it was extremely stressful. I developed 
eczema—which I've never had in my life before—and inability to sleep. 
Like I would always fall asleep no problem. And then wake up and not 
be able to sleep . . . those have been major issues that I've slowly 
worked through.  

 
4 Actively dying is defined in the literature as “the hours or days preceding imminent death during 
which time the patient's physiologic functions wane” (Hui et al., 2014, p. 588). 
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Nevertheless, participants also experienced positive effects from decision-making as 

well. Participants identified areas of strength and resilience they felt they gained under 

stressful and often uncertain health care situations. All of these effects were important in 

recognizing how participants coped with the complex situations they were faced with.  

Roles: Advocate and Coordinator 

Upon reflection, participants identified two roles that were part of the 

representative position, often experienced in combination: these were advocate and 

coordinator. 

Advocate 

Several representatives described advocacy as part of their RA role. These 

individuals supported OAsLWD by ensuring the older adult’s health care and quality of 

life needs were being met. Representatives often felt the need to advocate when the 

health care provided was inappropriate or in response to the OALWD’s changing needs. 

Perceiving a lack of alignment of the care provided with the OALWD’s care needs, 

participants were compelled to ensure that they did not fall through cracks in the health 

care system: 

I just eventually learned what was necessary in navigating through 
these things and asking for questions, asking for information, and just 
learning about advocating for them and what that role—how that role—
. . . The biggest piece of it I guess for me [was] making sure I stayed 
on top of the information about their medications and where they were 
at with her care. But yeah, I don't really think there was one particular 
moment—like an official moment—where something was done that 
officially recognized me as being the representative other than obviously 
making this document up. (Florence) 

Participants realized from their experience in the health care system that they needed to 

be vigilant and speak out about the OALWD’s health care if there was an issue. As 

advocates, representatives identified the importance of being present and inquisitive. 

Advocacy involved seeking out different avenues to make sure care concerns were 

addressed. It also involved connecting care providers with to the continuity of the 

OALWD’s life – knowing their personality and contextualizing their needs. 
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Coordinator 

Representatives also coordinated the OALWD’s health services. For several 

participants, this role characterized most of their decision-making responsibilities:  

She takes a thyroid pill, vitamin B, vitamin D, and occasionally an 
antibiotic if there's something wrong with her feet. Oh! And she’s just 
started diuretics because her legs swell. That's it, nothing life-
threatening at all. So that's [the health care] part. And it's more about 
a coordination-thing than any decision-making. . . . I make decisions 
around when to bring [home care] in and I always have to do it through 
the community care nurse—so I have to contact her. I've learned the 
system. Took me a while. But I now know the system, so I know what 
to do. So, I do stuff around that. (Cindy) 

As the OALWD’s health care needs continuously fluctuated, representatives played a 

critical role in strategizing and implementing health care in response to the OALWD’s 

current needs. Service coordination also involved arranging both private and public 

health care services. Participants required a solid understanding of health care services 

and their qualifications (i.e., services available and hours eligible). Representatives 

thought it was their job to request higher levels of care as the OAWLD’s needs changed. 

As such, participants had to be well versed in these services to be able to advocate for 

greater services as the OALWD’s needs evolved. 

5.2.7. Conclusions 

This section presents the inductive findings of representatives’ lived experiences 

with decision-making. Many factors influenced their decision-making process, including 

the motivations for creating the RA in the first place. RAs were typically made following a 

dementia diagnosis. Prior to their appointment as decision-maker, participants provided 

informal support to the older adult. Community services and health care and legal 

professionals introduced participants to RAs. Generally, participants were chosen as 

representatives because of their gender and birth order, where relevant (i.e., being the 

eldest daughter) and close emotional relationship with the OALWD. A lack of knowledge 

about RAs and the OALWD’s resistance, stemming from a fear of loss of control, 

contributed to delays in making agreements. 

Representatives contextualized their decision-making process by revealing 

factors that their decisions were built upon. The OALWD’s decision-making capacity 



105 

influenced representatives’ levels of participation in decisions. Additionally, most older 

adults were living with multiple medical conditions that representatives were required to 

consider during decision-making. Representatives were also having to balance their RA 

duties with other responsibilities outside this role. 

Representatives consulted multiple sources and considered several factors to 

inform their decisions. They considered the older adult’s wishes but often incorporated a 

mixed decision-making approach that included the older adult’s current wishes, previous 

wishes, life history and what was perceived to be in the older adult’s best interest. 

Participants contemplated their own personal factors as well, including their intuition 

regarding the decision and the potential consequences of the decision, to evaluate 

outcomes. Both the OALWD and representative’s networks were sought for guidance 

around decisions. Representative’s friends, peers, family, and other appointed 

representatives provided personal support for representatives to help them work through 

and affirm decisions. Health care providers were deemed experts in system navigation 

and held crucial health care and dementia-related knowledge that was pertinent to 

decision-making. Despite these factors, decisions were always tempered by the realm of 

possibility within the limits of the health care system.  

Participants faced numerous barriers to decision-making, including a lack of 

recognition of the RA and their authority, limited access to health care providers and 

information about the older adult’s health status, exclusion from decision-making, and 

systemic issues in health care. Other hurdles to decision-making included the 

representatives’ uncertainty about the older adult’s wishes and resistance from older 

adults to certain types of decisions. In contrast, providers’ recognition of RAs, allied 

support, advance care planning, RA services, and access to the OALWD’s health care 

information facilitated representatives’ decision-making. 

Representatives entered the role with limited knowledge about navigating the 

health care system, dementia, and decision-making. They learned to stay vigilant to 

ensure representatives’ needs were being met and health care providers were practicing 

informed consent. Within their role, representatives also acted as health care 

coordinators and/or advocates. With the OAWLD’s increased cognitive decline, 

representatives transitioned from initially assisting the older adult with decisions to 

making decisions on the older adult’s behalf (i.e., supportive to substitute decision-
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making). In the next section, I shift focus and present the deductive findings analyzed 

through conceptions of the three bodies approach and through the lens of symbolic 

interactionist theory.  

5.3. Three Bodies Approach 

Scheper-Hughes & Lock’s (1987) three bodies approach offers a multidimensional 

analysis into representatives’ experiences in health care and personal care decision-

making. Under the three bodies approach, the body and sickness are embedded in 

cultural conceptions. Conceptions of the body influence how health care and personal 

care are planned and delivered. Using the authors’ theoretical notions, I questioned how 

the body and sickness were understood by representatives and others. Understandings 

of the body and illness were created through social interactions within individual, social, 

and political domains. Within each level of analysis of the three bodies approach, a 

broader symbolic interactionist paradigm guided the research’s wider notions of how 

people make sense of their social world and how social behaviours are formed. Through 

close engagement with the concepts of the three bodies approach, and framed through 

a wider symbolic interactionist lens, the deductive findings explicated the tacit knowledge 

that representatives elicit from their decision-making experiences (Charmaz, 2006).  

5.3.1. Individual Body 

The individual body is the lived, phenomenological body that is experienced by a 

person (Scheper-Hughes & Lock, 1987). Health and sickness are understood and 

experienced on an individual, personal level. At the micro-level of analysis, the body is 

considered separable (dualistic) or inseparable (holistic) from the mind and conceptions 

of the ‘self’ are centered on the individual or on social relations, respectively.  

The Phenomenological Body 

Scheper-Hughes & Lock (1987) argue that Western medicine, rooted in 

Cartesian Dualism, views the body and mind as separate, distinct entities. Illness is seen 

as existing either in the body or in the mind which, in turn, affects how one feels and 

experiences illness in their body. In contrast, Scheper-Hughes & Lock (1987) implore the 

use of a more holistic mindful body approach to explore the natural and cultural 

meanings of older adult’s experience of health and illness.  
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During their interviews, representatives demonstrated a strong adherence to 

dualistic thinking throughout their description of the OAWLD’s illnesses, referencing their 

dementia and other maladies as existing in either the mental or physical realm. 

Biomedicine—rooted in dualist separations of mind and body, spirit and matter, the 

personal and the social—views disease as a definitive biological entity which can be 

discovered, investigated, and ultimately conquered (Robertson, 1990). Representatives 

largely reported that the dementia was affecting the functioning of the brain and other 

organs in the older adult’s body. When asked the reason behind making her husband’s 

RA, Maureen explained: 

He has a major cognitive impairment due to vascular—small vessel 
vascular disease in his brain and in his heart, but it's mostly the brain 
that's causing the issue with cognitive— . . . So, he can't really make 
decisions . . . a rational decision or—actually sometimes it's not even 
just about being rational. He can't make the decisions. It's just not— 
he's not able to as in . . . he can't, in his head, go through what is 
happening and come to some sort of conclusion of what would be good, 
what will be not good, you know? He can't- he just—he defers, you 
know? . . . He just—he just can't. 

There was strong adherence to a biomedical, dualistic approach in representatives’ 

understanding of the OALWD’s illness experience. Disease is the biomedical conception 

of pathologies in the structure and/or function of organs and organ systems (Scheper-

Hughes & Lock, 1987). Representatives associated changes in the brain’s functioning 

with a loss of decision-making capabilities. However, such description of disease often 

appeared to be perceived as a natural and biological “truth.” When illness is viewed in 

terms of mechanics and functional state, there is often a lack of conceptualization of any 

mindful somatic characteristics at the same time, such as the older adult’s emotional 

responses and social influences (Scheper-Hughes & Lock, 1987). For example, Western 

medicine places importance on specific body parts, such as the brain. The “loss” of a 

high-status body-object in Western culture can therefore result in the older adults’ loss of 

selfhood in society.  

Similarly, there was a tendency for some representatives to search for the ‘root 

cause’ of symptoms that the OALWD was experiencing. Western culture’s tenets of 

naturalism, autonomy, individualism, and dualism pervade biomedical practices and 

shape an individual’s illness experience (Lupton, 2012). These tenets are central to the 

treatment of diseases as independent entities which are localized in the OALWD’s body 
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and treated separately, and the scientific biomedical model of illness as cause and effect 

(Lupton, 2012). Indeed, the OALWD’s illness experience was legitimized through the 

identification of pathological states in the OALWD’s body which could then be treated: 

[My mom] went into assisted living soon after my dad moved into long 
term care. She was only in assisted living for about six months or so 
and throughout that time really rapid—like just struggled. . . . It turned 
out though that she has parathotic—thyroid issues and she was told 
many years before that that she needed surgery for that. And so at the 
time we were feeling like a lot of the nurses and people involved were 
like, "Is this sort of dementia that we're seeing really more connected 
to the fact that she has a lot of problems with the parathyroid and needs 
surgery and its affecting her calcium levels that she was exhibiting a lot 
of similar symptoms in elderly people who were having a lot of cognitive 
problems?” . . . So, she ended up going into hospital and that's where 
things kind of . . . became pretty intense because she needed surgery 
on her throat to remove her parathyroid gland in the midst of being, 
also—she was developing a lot of obvious dementia too. And then there 
were all sorts of stuff that came into play. And it was more around 
medicines and medications and things that the staff were giving her. 
(Florence) 

Such example highlights the ways in which others adhering to a biomedical 

understanding of disease ‘uncover’ the pathologies in the body that are then treated 

accordingly. However, biomedicine, which is inherently reductionist, has a narrow scope 

in which to view illness.  Surgery removes Florence’s mom’s parathyroid gland; the 

diagnosis of dementia is treated with medications. Therefore, the “disease” construct 

comes to reflect the scientific illness model of cause and effect. Medical treatment is 

intended to remove pathologies from the body or reduce them as much as possible. As 

such, medication is often viewed as effective treatment for dementia, although Florence 

goes on to explain how her mom was overmedicated and this treatment negatively 

affected her well-being. The dementia body becomes objectified; it is subjected to 

interventions to reduce what biomedical discourse labels as its pathologies. 

Other times, sickness was constructed as the OALWD’s mind being absent from 

the body or in such a pathologized mental state that the OAWLD’s responses could not 

be considered valid. As a result, representatives searched for moments when they 

perceived the older adult as having ‘mental clarity’:  

As she got more dementia, the conversations—well, how they really 
changed—they're very similar when we have them in terms of her 
wishes still being the same for the most part. But they are so transitory 
because we can have really intelligent conversations for such short 
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windows of time. . . . When I'm trying to make decisions with her, she 
still has enough clarity at times that I use those times that she has 
clarity to base what I should do. I don't do it on conversations we've 
had when she is completely demented, because those don't make sense 
and they change five seconds later. (Cindy) 

Representatives felt that they could identify times where the OALWD’s mind, their 

mental state, was ‘present.’ These “mental states” dictated when decisions were 

discussed with the OALWD. As a result, decision-making with OAsLWD was sometimes 

considered futile. Healthy minds were prioritized and valued as active participants in 

their care versus the pathologized mind associated with “dementia states.” Such a 

dualistic approach effects the extent to which the OALWD can be involved in identifying 

and addressing their care needs.  

While biomedicine tends to view the body and the mind as distinct entities and 

separates social relations from health status, this is not so with all health and illness 

models. Rather, alternative models may not distinguish the mind from the body, and 

social relations are often viewed as key to the health or illness of an individual (Scheper-

Hughes & Lock 1987, p. 21). Alternative approaches were discovered among a few 

participants who would occasionally demonstrate more holistic thinking towards the older 

adult’s illness experience, but in limited instances. For example, participants like Jackie 

looked to the OALWD’s ‘beingness.’   

I look a lot at her . . . being. Because, in the end, that's all she has. She 
can't remember things and she can't plan things and can't comprehend 
a lot of stuff. It's just her being-ness that's important, you know. So, 
we went through this whole conversation with the care home—which 
way her bed faced because my brother was adamant that being able to 
look out the window for her was really good for her ‘cause she used to 
spend hours and hours and hours walking in the park. And she's an 
artist. So, she has paintings of all nature all around her. And so, to be 
able to look at a wall or a door or out the window. So stuff like that. 
Yeah, I'm constantly monitoring like how is she reflecting back to me. 
Is she agitated? Is the noise bothering her or, you know, more of that 
kind of thing. And then her comfort. So, the decisions of how she is 
being—that's the only thing I can keep saying is what I monitor a lot 
now.  

Since several decisions were made with little to no direction from the OALWD, 

representatives would refer to the older person’s sense of being to inform the decision. 

For participants like Jackie, considering the OALWD’s “being-ness” was two-fold. More 

commonly, representatives and family members based decisions off of their shared 
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history with OALWD to promote the OALWD’s QoL, informed by their life narrative. 

However, Jackie also considered her mom’s emotional response to the decision at hand. 

This tactic is indicative of a holistic approach to decision-making by carefully monitoring 

and addressing the OALWD’s emotional needs. 

From a holistic, mindful body perspective, the body is symbolic as well as 

physical and is equally a product of culture as it is nature. In Western culture, there is 

primacy placed on cognitive reasoning to define selfhood. Such understanding of our 

selves is defined within Cartesian Dualistic philosophy: “I think, therefore I am” (Cogito, 

ergo sum). A person with a brain/mind is capable of cognitive reasoning. When the 

brain/mind deteriorated, then the self deteriorated. Primacy placed on cognitive 

reasoning to define selfhood often undermines the autonomy and decision-making 

capabilities of people living with dementia. The biomedicalization of dementia 

individualizes the “negative” behaviors of an OALWD while depoliticizing the power 

relationships between OAsLWD and the representative or health care professionals and 

other nonmedical issues such as poverty, isolation, and the loss of role and status 

(Robertson, 1990). These cultural conceptions of the illness influence how health care 

and personal care are planned and delivered. 

The Self 

Scheper-Hughes & Lock (1987) distinguished between conceptions of the “self.” 

These conceptions characterized how the self—the “I”—is discussed in society. An 

egocentric self, highly individualized and stable across time, reflects a Western 

conception of the self. By contrast, Scheper-Hughes & Lock (1987) suggest a 

sociocentric sense of self is more commonly expressed in non-Western cultures. A 

sociocentric sense of self locates the self within their social relationships and is 

characterized by the tendency not to separate out, or distinguish, the individual from the 

social context.  

The value placed on being an independent self was evident in the decision-

making processes described by participants.  Many representatives had an independent 

relationship with the OALWD rather than an (inter)dependent one. Older adults were 

previously living and acting independently from the participant:  
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And then some fear around, you know, that your parents are getting 
older, but you never expect when it's going to happen. And then when 
I started seeing—It felt like, in both their cases, they went from being 
what seemed to me like incredibly active, healthy, fit seniors to having 
a whole bunch of things, including the dementia. (Eve) 

As the dementia progressed, OAsLWD shifted from being independent to being 

interdependent with or dependent on others. For most, independence had been highly 

valued across the life course, and now their ability to control their decision-making and 

manage their own affairs was being threatened. From their representatives’ accounts, 

the OAsLWD referenced in this study exemplified an egocentric sense of self, 

particularly during the creation of the RA. Florence’s mother, for example, inserted a 

clause in her RA which stated that she would remain independent in her health care 

decision-making until medical practitioners verified otherwise: 

"Your mother's RA which appoints you as her representative will be held 
at our office until your mother directs us in writing to release it or a 
physician has confirmed in writing that she no longer has the capacity 
to make health care decisions.” 

Such conditions in the older adult’s RA were considered a mechanism by which older 

adults could remain in control and independent in their decision-making for as long as 

possible. It meant that the only time the representative was able act was when the 

OALWD no longer had mental capacity. 

The value of independence versus dependence among most individuals resulted 

in the OAsLWD wanting to hold onto independence at all costs. Decisions were made 

around the OALWD’s sense of independence. When independence was highly valued, 

entering a state of dependence was deemed a huge loss to a person’s sense of self and 

threatened the OALWD’s QoL and well-being.  For example, Liz was extremely sensitive 

to the different implications of wearing hip protectors to a sense of independence for her 

husband and cousin. Already in need of considerable personal care and susceptible to 

falling, Liz perceived that her husband would benefit from hip protectors. For her cousin, 

who was still functionally independent, she decided against them, since they would 

compromise the independence that she knew he valued. 

Older adults valued being independent and being in control; these attributes were 

closely linked to their sense of identity. As a result, representatives made decisions 

cognizant of how much the outcome would put the older adult in a position of 
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dependence and whether or not this was necessary. Safety was weighed against factors 

that effected the older adult’s mental health. Maintaining the older adult’s independence 

was often an end goal of representatives’ decisions.  

Progression of the dementia and increased cognitive decline eventually led to 

decisions being made for most older adults. However, many representatives 

experienced distress trying to decide for someone who was known as being fiercely 

independent:  

So, for us representatives, to be making decisions on behalf of our 
mothers who were so strong and those decisions, like moving her to 
long term care, are going to be—they are going to be so resistant to. 
It's extremely [emphasized] difficult. For me, it feels cruel and that's 
where I fight so much with the guilt—is it the right thing, is it not? So, 
if I can involve her—if I can have her even mild go ahead on a good day, 
you know. (Cindy) 

OAsLWD appeared to highly value an egocentric sense of self which in turn required 

representatives to reconcile making decisions to meet the older adults needs while 

knowing the OALWD would become more dependent and their QoL would be impacted. 

In such cases, communication with the OALWD was critical for ensuring they received 

the go ahead by the OALWD.  

Representatives also exemplified an egocentric sense of self in their expressions 

of concern as to how their decisions on behalf of the QAWD would impact their own 

lives. For example, Barry said, 

What kind of factors was I considering? I guess the risks and benefits of 
the procedure. Um, the amount of annoyance for her and how frustrated 
she gets, you know, going across town or something. Whether it would 
cause me more pain too in the end or be better. Um, how it would impact 
me.  

As a result of their previous experiences making decisions, representatives were aware 

of how the OALWD’s response would affect their own well-being. In the end, 

representatives sought to minimize the negative effects of their decisions, demonstrating 

an egocentric sense of self. Based on these circumstances, an ability to mediate any 

negative affects on themselves was part of representatives’ decision-making processes. 
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5.3.2. Social Body – Metaphors 

In the social body, individual experiences of health and illness are understood 

through social relations. Metaphors are used to communicate constructed experiences 

of the body that reinforce societal views and relations (Scheper-Hughes & Lock, 1987). 

Throughout their interviews, representatives used various metaphors to help 

conceptualize their understanding of the OALWD’s illness experience. These metaphors 

were primarily related to how the OALWD’s body was functioning, the role reversal of 

parent-child dynamic, and language used to describe the OAsLWD. 

Conceptions of dementia—framed dualistically as existing in the brain/mind—

were discussed in abstract but negative terms. Representatives questioned whether the 

OALWD’s mind was present, as Maureen said about her husband, “He's just—he's 

gone. He's not even in the room. Like he's physically in the room but he's not in the 

room.” These understandings reflect a dualistic approach, as previously discussed, in 

which the mind and body are separate, and the mind is the seat of the identity. 

Deterioration of the brain/mind also resulted in the deterioration of the self (Low & 

Purwaningrum, 2020). From this dualistic perspective, the person is rendered socially 

dead—gone is their mind—even while their body lives on; such language disempowers 

the personhood and citizenship of the OALWD, no longer viewed as a social actor in 

their health care. 

Another common metaphor was the equation of the OALWD’s cognitive abilities 

with those of a child. Some participants drew parallels between communicating with the 

OALWD as a parent would speak with a child: 

I reference how I was as a mother with a young child too. It's very 
similar. I often remember thinking, “Wow this is so similar!” because 
you're needing to—you're advocating for a person but you're also 
recognizing that they're also their own person too but you're wanting to 
keep them safe and comfortable and happy. But at the same time, when 
you're dealing with a young child or an elderly person with advanced 
dementia, you need to be firm. Like it's that whole switch over from 
being their child to really being somebody like their parent (Florence) 

Such metaphors represented the complex process of power-relations as representatives 

actively tried to make sense of the OALWD’s illness and needs. Representatives 

recalled their experiences as a parent in negotiating matters with a child and used 

similar tactics to communicate with the OALWD. The child-like conceptualizations of 
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dementia, however, can erode an OALWD’s personhood (Seaman, 2020). Dementia is 

viewed as the condition that deteriorates the mind and therefore one’s sense of self. 

However, this construct fails to account for the lifetime that an adult brings to a moment 

of interaction, erasing years of experience and the accumulation of a self, and ignores 

their needs and desires (Seaman, 2020). Power differentials are evident in the 

representative’s privileged position to label the OALWD without a mind—a self—which 

frames the OALWD’s behaviour and needs thereafter. 

While rare, there was also tendency by some to apply limiting labels to OAsLWD 

that would refer to the older adults in medical terms and with negative connotations, 

such as “dementia patients,” “dementia sufferers” or “dementia victims.” In these 

instances, disease is positioned—and privileged—over the person. Furthermore, the 

behaviour of OAsLWD was sometimes described in terms of a natural part or stage of 

dementia, such as the OALWD being in the “fighting it” stage. Alice exemplified how 

common this conception of dementia was: 

At that point his dementia was—hm, how to explain it—he was in the 
“fighting it” stage. You know, when you first get it you don't understand 
anything that's going on and then after a while you get so used to people 
taking care of you you don't ask questions and that's the way he got 
towards the end. You know—"Whatever, tell me what to do, do this, do 
that.”  

These metaphors led to instances of “othering” and disempowerment of the OALWD. 

The “fighting it” metaphor defines dementia through behaviors and locates these 

symptoms and behaviors immediately at the forefront of the OALWD’s illness 

experience. Such descriptions actually reinforce the biomedical construct of dementia as 

a pathological disease; the OALWD’s behaviour—fighting care—becomes “evidence” for 

the presence of a pathology and can be treated as such (Robertson, 1990). Therefore, 

needs are explored through a dominant clinical construct: behaviour is labelled as 

deviant and in need of treatment (Lupton, 2012). As such, metaphors reflected the 

power imbalances between OALWD and their healthier representatives in which healthy 

bodies are privileged to label and remedy dementia bodies.  

5.3.3. Body Politic  

Scheper-Hughes & Lock (1987) refer to the body politic as emblematic of the 

mechanisms of power and control exerted over individual and social bodies. The body 
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politic speaks to the legitimization of regulation over bodies, including who needs health 

care and how health care decisions are delivered. A medicalized model in health care 

determines which bodies are considered ‘normal’ or healthy while also regulating which 

bodies are considered “sick” (Scheper-Hughes & Lock, 1987). This has led to the 

unrestricted application of conceptions of illness (medicalization) of all aspects of life 

(e.g., pregnancy, menopause, aging, dying) (Scheper-Hughes & Lock, 1987).   

Medical Gaze – OALWD 

“Dementia bodies” are highly medicalized within the health care and community 

care systems. This phenomenon is apparent in this study in the many instances in which 

people besides the OAsLWD had absolute control over their “dementia bodies,” 

determining when they were considered “sick” and in need of services. Application of the 

medical gaze resulted in OAsLWD being institutionalized and losing individuality and 

independence within these systems, but it could also deprive them of needed services.  

Health care professionals regulate and control who is considered in need of 

health care. This was problematic for representatives in my sample due to the stalemate 

in care that would usually result from a lack of recognition amongst health care 

professionals that the older adult had dementia. It was not until the older adult was 

recognized as having some form of dementia that they began receiving services. As 

such, a diagnosis was often crucial to receiving supports and services for the OALWD. 

Health care professionals, especially physicians, were critical gatekeepers to the 

OALWD’s diagnosis and the recognition that they required care for unmet needs. If a 

doctor did not view the older adult as exhibiting dementia symptoms, the representative 

was unable to address the OALWD’s health care needs. For example, Maureen’s 

husband’s physician did not believe he had dementia and refused to listen to her 

concerns as well as observations made by the attending social worker. By withholding a 

referral, the physician prevented Maureen’s husband from receiving health care from 

specialists. Specialists reaffirmed Maureen’s concerns about delays on her husband’s 

health when asking why they had not seen him sooner. Physicians’ assumptions about 

whether or not an older adult had dementia had potentially detrimental consequences for 

the OALWD’s care. In Maureen’s case, a lack of recognition of her husband’s dementia 

symptoms significantly impeded her husband’s access to support and care while he was 

in the early stages of his dementia journey.  
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The medicalization of the OALWD’s needs similarly occurred in acute care 

settings. Health care providers were strict at regulating acute care for elders’ beds in 

hospital settings. The number of these beds were limited. This resulted in 

representatives witnessing OAsLWD being pressured to transfer or discharge from the 

bed. On several occasions, older adults were transferred to a lower level of care that 

their representative viewed as inappropriate to their care needs. Despite this, 

representatives were largely unfamiliar with the eligibility criterion for care services, 

especially as care needs evolved and greater support was needed.  Health care 

professionals, on the other hand, were privileged to know the qualifiers for different 

health care service levels.    

Whether in acute care or LTC, health care systems controlled all other aspects of 

the OAWLD’s life, including when they woke up and got dressed or what they ate. Cindy 

recalled witnessing this control and regulation over the OAsLWD’s lives while touring a 

LTC facility for her mom: 

One of the places called everyone by Miss or Mr. unless they specified 
that they wanted their first name. And I said, "Why are you doing that?" 
And [the staff member] said, "Because they are of a certain age. And 
so, it's out of respect." And I'm thinking, "But this is where they live." 
So, where in your home would you have somebody say, "Hello Miss. 
[last name]," you know? You don't. And it's so formal. And I mean I 
would go the other way. If somebody really wants to be called their last 
name, call them their last name. But—normally—treat them like they're 
at home. And this place, same place when they told me they had 
everybody up and dressed at a certain time said, "It's good for them. 
They've got a schedule, it's good for them.” And I thought—I didn't say 
it, but I thought—"In what universe do suddenly all people who have 
huge individuality suddenly become the same, so that what's good for 
one is good for the others? At what age do we lose our individuality, you 
tell me!" 

Participants were concerned about the medicalized regulation and control of older adults 

living in these settings. This medicalization included the physical environment whereby 

hospital-like layouts were often observed over an environment in LTC that felt more like 

a home.  

Representatives also directly witnessed the medicalization and regulation of the 

OALWD’s behaviours within these settings. There were instances where medication was 

delivered to treat – or manage – dementia symptoms. Representatives like Florence 

experienced her mom being overmedicated due to this practice: 
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They were trying to adjust things to have her feeling better and they—
at some point—just really, really overmedicated her. And I was just 
amazed at how horribly she was doing. I have never seen that. She was 
just not a mom that I would ever recognize. She was just not herself. 
And I have to say, it was so clear to me on so many levels . . . this is 
the medication. They kept telling me it was probably because of the 
dementia that she was acting in this way and I'm like, “No.” 

The medicalized gaze with which health care providers regulated and controlled OALWD 

behavior was exemplified through health care providers’ reliance on medication for 

management of disease symptoms. Through this gaze, health care providers were 

prevented from seeing the OALWD’s decline in health as due to the medication; instead, 

this decline was attributed to the dementia symptoms. Health care providers were often 

resistant to requests from representatives to eliminate medication.  

Medicalization of old age, dementia and dying also resulted in provider-centred 

practices versus person- or family-centred practices in health care. For example, Alice 

and her husband were not informed by health care providers of the body’s dying process 

despite both expressing concerns as to symptoms the OALWD was experiencing: 

I realize [it] now, but they knew right away that he was dying and there 
was probably nothing they could do for him but there's processes that 
the body goes through that we didn’t understand. For instance, it's 
gonna sound weird but apparently when you're dying you feel like you 
have to go to the bathroom all the time. And so, he kept on saying, "Oh, 
I have to go. I have to go!" And they're trying to treat him and they're 
not helping him and he's getting agitated. "Why you being like that? He 
has to pee!" But they knew that, and they didn't tell me. And then I 
found out later, much later from one of the nurses that that's quite 
normal.  

In this case, the health care team was not responding to the holistic needs of the 

OALWD and his wife. The medical gaze cultivated through their professional practice led 

the health care team to dismiss these symptoms as normal. However, they were new 

and traumatizing to the family. Such a medical gaze and individualized care did not allow 

for relationship-building between health care providers and representatives or family 

care partners. There was no opportunity to support care partners’ and representatives’ 

needs as well. As such, representatives felt that health care environments did not allow 

for family- centred care to take place.  
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Medical Gaze – Decision-making 

Representatives further identified a medical gaze that loomed over decision-

making practices which, in turn, affected how needs were addressed. This medical gaze 

affected all aspects of the decision-making process. The medicalization of decision-

making even framed conversations around advance care planning. For example, the 

OAsLWD who had written out specific instructions only focused on specific medical 

treatments and intervention terms. 

In health care settings, health care providers specialize in different aspects of the 

body (e.g., physician, physiotherapist, dietician). Under a medical gaze that treats 

individual symptoms in the body, rather than treating the body as a holistic entity, 

representatives often did not know which practitioner to talk to about different decisions. 

This meant that health care matters were often siloed amongst these professionals and 

their responses were often fragmented and disjointed. Representatives did not know 

which health care professional to talk to or were redirected to another professional thus 

impeding timely decision-making. There was often a lack of continuity of care with many 

different health care providers caring for the OALWD, especially in acute care settings. 

As a result, professionals were only able to focus on and treat the medical snapshot of 

the “problem” rather than the whole person. Representatives felt that medicalizing all 

aspects of the OALWD’s body and ignoring the "bigger picture" of their care needs led to 

multiple medical issues being overlooked due to a focus on treating symptoms one at a 

time.  

As a result, representatives realized that they needed to become familiar with 

health care and dementia-related knowledge to fulfill the OALWD’s wishes. They also 

had to be well-versed in the language and terminology used within health care settings 

to communicate with medical professionals effectively. Representatives thus relied on 

health care providers to share their expert knowledge: 

Just having the ability to go and to talk to somebody that's available to 
get more information about making decisions and especially as it comes 
to like medical decisions, most of us aren't you know knowledgeable in 
this. It takes years of training and studying to you know become an 
[registered nurse] or doctor or somebody involved in the health care 
field. (Florence) 



119 

Participants were dependent on specialized knowledge from health care professionals to 

successfully perform their role. The medical gaze created a power imbalance between 

the representatives and professionals who held years of health care professional 

expertise and experience that the representative required. 

The medicalization of decision-making also meant that health care systems 

control the extent to which representatives can be involved in decision-making. At her 

mother’s EOL, Florence witness staff making decisions and that members of the health 

care team were judging the decisions she was making: 

I feel like nobody really then asked me, “How do you feel about—” And 
I guess I was also feeling kind of a bit, like it—yeah, it was a difficult 
time. But I was there every—visiting her very frequently up ‘til when 
they made this decision and I was—and then we went through a time 
where there was some awkwardness about me helping her eat and I 
could see that it was difficult for her. Like I remember talking to the 
doctor . . . 'cause I said, “I don't want to be responsible for her chocking 
'cause I'm bringing in food.” He left it to me then 'cause it was actually 
his opinion that if it's bringing her comfort and she's enjoying eating and 
you're careful and you're feeding her things that are going to be 
appropriate, then that should be okay. 

Professionals were models for a medical gaze over decision-making because 

they controlled how and when care was offered. This was made a further stress for 

representatives who felt health care providers were overtaking the older adult’s 

decisions at end of life.  

5.3.4. Conclusion 

The study’s deductive analysis provided deeper insight into representatives’ 

understandings of dementia at the individual, social, and political (or micro, meso and 

macro) levels. Conceptions of ‘dementia bodies’ influenced decision-making processes 

predominantly based in Cartesian dualism and the power relations that exist between 

OAsLWD and others. At the level of the individual body, the experience of dementia was 

characterized as dualistic: the body was most often viewed as separate from the mind. 

Representatives discussed the OALWD’s body in terms of functional ability and the mind 

as shifting between states of incapability and capability.  Additionally, conceptions of the 

self—as highly individualized or based on social relations—influenced how dementia 

was understood and experienced. An egocentric sense of self was evident in each 
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representative’s interviews. There was immense value placed on retaining the OALWD’s 

autonomous sense of self during and as an outcome of decision-making. 

The social body perspective identified metaphors that conceptualized dementia 

bodies primarily in terms of disease symptoms, the role reversal of the parent-child 

dynamic, and disempowering labels used to describe the OAsLWD. There was also 

tendency by some to apply limiting labels to OAsLWD that would refer to OAsLWD in 

medical terms and with negative connotations, such as “dementia patients,” “dementia 

sufferers,” “dementia victims,” “child-like,” and with reference to behaviours labelled as 

disruptive (e.g., fighting care). Such framing of dementia is indicative of Western 

dualistic thinking and the primacy placed on cognitive reasoning to define selfhood. Such 

metaphors collectively redefine the OALWD as a very restricted persona devoid of 

agency and no longer viewed as a whole person. 

Through examination of the body politic, the medicalization of “dementia bodies” 

within the health care system was further illuminated. Under this gaze, health care 

systems are seen to control all aspects of the OALWD’s life. Health care professionals 

regulate and control who is considered “sick” and in need of health care services (i.e., 

regulation of admissions and length of stay in an acute care for the elderly unit in a 

hospital). OAsLWD experienced a loss of individuality and independence in care 

settings. Such a medical gaze affected all aspects of representatives’ decision-making 

experiences: health care providers regulated and controlled the OALWD’s behavior 

through their reliance on medication for management of disease symptoms; treatment 

was focused on individual symptoms in the body, rather than the body as a holistic 

entity; finally, health care matters were often siloed amongst these professionals and 

their responses were often fragmented and disjointed. 
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Chapter 6.  
 
Discussion 

Investigation between inductive and deductive findings revealed how cultural 

representations of the body—at the individual, social, and political levels—shaped all 

aspects of representatives’ decision-making experiences. Despite the robust literature 

on substitute decision-making and dementia, previous research has largely failed to 

divulge the ways in which cultural conceptions of dementia and the body produce and 

reproduce a Western dualistic discourse around illness experiences. This report 

examined the taken-for-granted assumptions underpinning Western culture’s adherence 

to a dualistic view of the world, bodies, and selfhood and how these social influences 

shape representatives’ decision-making experiences. As such, cultural constructs of the 

body create and reinforce power relations that perpetuate the medical gaze over 

OALWD’s needs and disempower people with dementia; these social and power 

relations, in turn, inform representatives’ considerations when participating in a decision.  

6.1. Power Relations 

In Western societies, there is a strong tendency to prioritize a biomedical lens for 

understanding illness; it has become the dominant story in which the OALWD’s life is 

framed. A biomedical lens points to the deterioration around one’s neurocognition in 

learning and memory, executive function, language and ability to communicate, complex 

attention, perception motor function and social cognition. While the biomedical approach 

can underscore changes in the brain that occur with dementia, sole reliance on a 

biomedical lens constructs the experience of living with dementia as one of cognitive 

deterioration and loss. Treatments for dementia are subsequently constructed under this 

medical authority, individualizing and medically analyzing all behaviours that a person 

living with dementia exhibits (Robertson, 1990). Through a biomedical lens, ‘sick’ bodies 

become objects of disease whose symptoms can be controlled and treated. Accordingly, 

the older adult living with dementia is disempowered.  

There is an implicit societal trust in scientific discourse for explaining the world, 

including the disease experience. Within the biomedical model, knowledge is 
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concentrated in privileged health care professionals, and representatives viewed this 

knowledge as necessary for informing decisions. Representatives who entered their role 

with limited knowledge of dementia and decision-making thus experienced a 

medicalization process in their efforts to understand and advocate for the OALWD’s 

perceived needs. Interviews revealed the dominant use of biomedical discourse to frame 

the OALWD’s illness experience. It became evident in interviews with representatives 

that they were emulating the medicalized language typically used by professionals.  

Adherence to this construct of illness could, in turn, greatly affect the care and treatment 

of the OALWD.  

Medicine as a major institution of power labels bodies as deviant or normal and 

assumes complete control and regulation over “sick” bodies (Foucault, 2012; Lupton, 

2012). It is evident that such positions of power in health care settings and the ability to 

define disease and illness exist along a hierarchy of power relations. Health care 

professionals had power over both the OALWD and representative’s health care 

decision-making, controlling what knowledge was afforded to representatives and what 

treatments were offered. Interviews revealed that health care providers excluded 

representatives as they saw fit. Yet representatives were heavily reliant on professionals’ 

insights to make sense of the OALWD’s illness experience. Limited communication and 

knowledge-sharing with health care professionals was consistently reported as a 

considerable hindrance to decision-making (Forbes et al., 2000; Givens et al., 2015; Kim 

& Song, 2018; Silberfeld et al., 1996). Representatives felt that communication with 

health care staff was one-sided. They were responsible for having to follow-up and ask 

questions of the health care team to access the information the representative needed. 

Due to the ambiguity around the OALWD’s dementia experience and the dominant 

biomedical lens for understanding illness, representatives felt heavily reliant on 

professional expertise and information to make sense of the decisions they faced. This 

was seen in representatives prioritizing and actively seeking out this privileged 

knowledge typically limited to a small elite group. Similarly, representatives’ voices were 

listened to so long as they do not conflict with staff goals that are dominated by the need 

to meet objectives dictated by a biomedical model (Henderson, 1995).  

Health care professionals are subject to and constrained by the relative power of 

the biomedical hierarchy and organizational policies (Koehn et al., 2012). However, older 

adults living with dementia are afforded the least amount of power in their own health 
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care situations. Strict adherence to a biomedical lens to understand dementia risks 

constructing the dementia journey as one of loss and deterioration which can stigmatize 

the OALWD and disempower their capabilities to be involved in their own decision-

making. The dominant biomedical construct of illness in Western societies excludes 

alternative, holistic ways of understanding an illness experience (Lupton, 2012). For 

example, framing the “problems of dementia” and therefore solutions as biomedical, this 

lens ignores all nonmedical issues—such as poverty, isolation, the loss of role and 

status—and thus effectively depoliticizes these problems (Robertson, 1990). 

While not the only way to make sense of the experience, biomedicine has 

become the main way of understanding illness, including dementia, in the West. 

Nevertheless, this view is just one way of knowing. Yet, such medical and scientific 

knowledges are rarely interrogated for the social and cultural constructions that they are. 

Instead, specific knowledges—reinforced through power relations—become the taken-

for-granted ways of understanding the world. Scientific discourse that pervades Western 

society does not explicitly reveal the conceptual, analytic, and epistemological concerns 

(rooted in culture) of those who are engaged in the tasks of establishing basic facts 

(Robertson, 1990). However, this also reflects larger public culture discourse around 

dementia as a biomedical disease involving brain deterioration (Low & Purwaningrum, 

2020). Evidently, there was a hierarchy of influences over the OALWD’s environment 

from various health care providers. It is important to situate contributors to the 

psychosocial environment—residents, visitors, and staff alike—relative to the social 

capital to which they have access in that context (Koehn et al., 2012). 

6.2. Control and Sense of Self 

Underlying all of the representatives’ accounts of the health care decisions they 

made with and for the OALWD, was a desire to maintain their sense of self and control 

over their lives. Control is the ability to actively intervene in one’s environment (Higgs et 

al., 2003; Wilhelmson et al., 2005). Independence is a factor that is closely linked to the 

attribute of control (Grewal et al., 2006). Maintaining the OALWD’s sense of control was 

seen by representatives as crucial for OAsLWD to continue living well. Indeed, 

researchers have found that control is an attribute of quality of life (Grewal et al., 2006; 

Higgs et al., 2003; Hyde et al., 2003; Koehn et al., 2016) and can influence the quality of 

life of elderly people as much as health status (Wilhelmson et al., 2005). 
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Representatives’ emphases on the OAsLWD remaining independent and in 

control reflected the importance they placed on preserving an egocentric sense of self 

commonly found in Western societies (Koehn et al., 2016). Since the mind is viewed as 

the seat of identity, maintaining one’s self and social status lies in the normal functioning 

of the brain/mind. Through this biomedical lens, there are taken-for-granted expectations 

by others that people living with dementia will inevitably experience increasing cognitive 

deterioration (Robertson, 1990). As such, people living with dementia are frequently 

scrutinized and subjected to objective measures of physical and cognitive ability in order 

to determine their capacity for autonomy as defined by others, mainly health 

professionals (Becker, 1994).  

Dualistic and pathologized conceptions of dementia render the OALWD’s social 

identity increasingly vulnerable to the interpretations of others who do not live with any 

form of dementia. Sabat (2001) identified three types of Self in relation to dementia: Self 

one is expressed by first person pronouns; Self two relates to physical and mental 

attributes; and Self three is our socially presented selves or personae (e.g., 

teacher/engineer, parent, child, friend). Of these, Self three is most strongly determined 

by the psychosocial environment. This view maintains that the various personae that one 

projects to the world are mutually constructed with at least one other person. 

Problematic to the person with dementia, however, is that others often focus increasingly 

on defective Self two attributes and less on positive attributes (Sabat, 2005). Sabat 

(2001) thus argues that persons living with Alzheimer’s disease require the cooperation 

of healthy others to construct and manifest a particular self in social situations. 

Unfortunately, the dementia self is often constructed as an incapable one. 

Similar to other research findings, older adults were concerned with maintaining 

control over various aspects of their lives (Koehn et al., 2016). OAsLWD’s contributions 

were allowed only so long as they were agreed upon by more powerful others 

(professional and representatives) who, in the end, could exercise complete authority 

over the OALWD’s health and/or personal care matters. Therefore, continuity of a 

person’s social identity is dependent on the social relationships in which the person lives 

(Morhardt & Spira, 2013). It is not a matter of individual choice.   

Representatives sought to uphold the older adult’s autonomous sense of self and 

control over their health and personal care decisions. Similar to previous findings with 
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substitute and supported decision-makers (Samsi & Manthorpe, 2013; Sinclair et al., 

2018), representatives employed strategies to uphold control and autonomy of the 

person with dementia for as long as possible. To use Samsi and Manthorpe’s (2013) 

terms, representatives employed strategies to reduce “cognitive overload” of the 

OALWD. These strategies included posing a question at the right time, gauging when 

the OALWD was most likely to be most engaged in conversations, and presenting a 

limited number of options. In addition, representatives reduced decision-making 

opportunities for the OALWD by making smaller, everyday decisions (e.g., replacing the 

OALWD’s damaged telephone cord without asking) (Sinclair et al., 2018); this was 

thought to allow OAsLWD to save up their decision-making capabilities for more 

important “life decisions.” 

While developing these strategies proved crucial for upholding the OALWD’s 

autonomy, it is necessary to scrutinize the cultural lens in relation to the body in which 

decisions were made. All of these strategies are constructed around the West’s narrow 

cognitive approach to understanding dementia. Representatives held considerable 

power over defining the OALWD’s illness experience and their communication strategies 

were largely framed by the dominant biomedical lens. Communication strategies—

rooted in a hypercognitive view of dementia—dictated and qualified the conditions in 

which OAsLWD could participate in decision-making.  

In the end, representatives were trying to allow the OALWD to make decisions 

but were always able to control their involvement.  Similar to other reports, 

representatives’ decision-making approach followed a similar trend: initial decisions were 

made by closely involving the OALWD’s autonomous wishes. As the cognitive 

impairment progressed, representatives found themselves making decisions that 

infringed upon the OALWD’s autonomy, justifying any decision made on behalf of the 

OALWD as being made with their best interests or well-being in mind (Elliott et al., 2009; 

Hirschman et al., 2006; Samsi & Manthorpe, 2013). Representatives reported that they 

would not necessarily use their OALWD preferences if they did not perceive them to be 

realistic or in their relative’s best interest in their current situation. Yet, what is 

considered in the older adults’ best interest is dependent on how their illness experience 

is understood. In the end, others allowed the OALWD to be viewed as autonomous in 

their health care decision-making but were also continuously evaluating the older adult’s 
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decision-making capabilities and whether the OALWD’s decision posed a serious risk to 

the OALWD’s health.  

Increasing the sense of control older adults have over their lives can result in 

dramatic improvements in functioning and reduction in mortality (Robertson, 1990). The 

current study demonstrates how each care interaction has the potential for 

transformative social citizenship or for disempowerment, and the person who can affect 

this most readily is the representative.   

6.3. Perpetuation of the Medical Gaze 

This study suggests that “dementia bodies” are highly medicalized within the 

health care systems. French philosopher Michel Foucault (2012) argued that the body is 

the ultimate site of political and ideological control, surveillance and regulation. He 

identified five socialization processes of mechanical and regulatory procedures—placing 

the body, defining the body, focusing on the body, managing the body, and relating to 

the body—that are used in LTC homes to create “docile bodies” (Foucault, 2012). This 

study suggests that across health care settings there was a perpetual medical gaze that 

assumed control over all aspects of the OAsLWD’s lives. Significantly, representatives’ 

experienced ongoing tension between resisting medicines’ controlling and regulatory 

practices and wanting to fulfill the OALWD’s holistic needs, and yet—at the same time— 

being continuously constrained by the influences of the perpetual medical gaze.  

Across accounts, representatives rejected many health care practices that they 

had observed in various care settings; all of which had a strong sense of a controlling, 

medical gaze over OAsLWD that the representative immediately alluded to. For 

example, under the medical gaze, symptoms in the body were treated individually rather 

than as a holistic entity; health care professionals focused on a medical snapshot of the 

“problem” during care interactions (Bury, 2013). Health care matters were siloed 

amongst different health care professionals and their responses were often fragmented 

and disjointed. Health care discussions ignored the "bigger picture" of the OALWD’s 

care needs and this led to multiple medical issues being overlooked because only one 

symptom was treated at a time.  



127 

Additionally, the medical gaze over the OAsLWD was associated with health care 

practices that were predominantly task-oriented and provider-centered rather than 

person-centred. For example, representatives reported that health care professionals, 

through institutional policies, determined who was deserving of health care services over 

the OALWD’s stated needs. A common issue in acute care involved health care 

professionals’ strict regulation of the older adult’s length of stay in an acute care for the 

elders’ unit in a hospital. When the OALWD was observed by care staff as no longer 

requiring this acute care, representatives were required to make an urgent decision 

about the level of care to which the OALWD would be discharged. In these situations, 

representatives reported feeling pressured to make a significant decision for the OALWD 

hastily and with inadequate guidance to inform the decision. Representatives reported 

that this regulatory practice resulted in some OAsLWD being discharged to a care 

setting that was inappropriate and unable to meet their care needs.  

Representatives further articulated their concerns about highly medicalized or 

treatment-oriented mechanisms for controlling the OALWD in LTC settings. Particularly, 

representatives observed LTC professionals using a “management system” approach to 

care for OAsLWD. For example, representatives discovered that anti-psychotic 

medications were one such mechanism of management applied to the OALWD, often 

without their own or the representative’s consent. The routine (mis)use of anti-psychotic 

medications to manage behavioural and psychological symptoms of dementia in LTC, 

particularly aggressive or agitated behaviours, has been well-documented (Harrison et 

al., 2020; Westbury et al., 2019). Oftentimes, antipsychotic medications are prescribed 

to older adults for conditions other than psychosis, for which they are intended. In British 

Columbia, one in three long-term care facility residents was taking antipsychotic drugs 

without a clinical diagnosis of psychosis (Office of the Seniors Advocate, 2015). This is 

especially concerning in light of their significant and serious side effects, which include 

sedation, cognitive deterioration, metabolic changes, muscle and movement disorders; 

they can also increase the risk of falls, stroke and death (Chiu et al., 2015; Office of the 

Seniors Advocate, 2015). As such, the construction of the OALWD’s health care needs 

by others, through a biomedicalized lens, serves to normalize and render manageable 

“challenging” behaviors despite the potential of adverse, even deadly, consequences. 

The medical gaze over dementia also meant that health care systems controlled 

the extent to which representatives could be involved in decision-making. Professionals, 
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as enforcers of the biomedical, individualized lens, controlled how and when health care 

was offered to the OALWD. For example, Alice was given a 12-hour window in which her 

husband would be visited by a specialist at the hospital and she needed to be available 

during that entire time if she wanted to be involved in discussions with the specialist. 

When there was only regard for the OALWD, representatives felt disempowered and 

perceived that their RA role was being undermined. Additionally, this type of disregard 

for the care partner can inadvertently lead to the disempowerment of the OALWD who, 

in the absence of the representative’s support, may not be able to fully participate in their 

care decisions. Indeed, fulfillment of the OALWD’s psycho-social needs was linked to 

the conversational interactions between the OALWD with their care partners (Morhardt & 

Spira, 2013). Disregard of the representative’s involvement in care decisions until 

substitute consent is required illustrates a limited view of the role of the RA: 

representatives are only used for substitute decision-making purposes, not supported 

ones. Consequently, although representatives themselves are products of the same 

society that views individuals in primarily egocentric terms, they also discovered that the 

imposition of this same standard on them by medical professionals thwarts their efforts 

to faithfully represent the best interests of the OALWD and fulfill their holistic needs. 

Such findings reveal the tension that representatives experience due to their 

rejection of the medical gaze while simultaneously being constrained by it. Across all 

accounts, representatives fully rejected the controlling and regulatory health care 

practices over OAsLWD that they had observed in various care settings. Many were 

shocked at witnessing dehumanizing practices that existed every day in health care 

settings, such as the ‘management’ practices applied to people living with dementia that 

included the improper use of anti-psychotic medication, known to have adverse effects. 

These controlling mechanisms over the OALWD were the primary reasons that 

representatives assumed an advocacy role to reinforce autonomy and independence as 

key goals of the outcome of the decision and acting largely on what they perceived to be 

meeting the OALWD’s QoL needs. The medical gaze nonetheless predominated in most 

instances. As previously discussed, representatives’ strategies for supporting the 

OALWD in decision-making were rooted in a narrow cognitive view of dementia that 

dictated when and how OAsLWD could participate in decision-making. Furthermore, in 

situations of conflict the outcome was most likely to be defined by the person with the 

most social capital (Koehn et al., 2012). While health care professionals can disregard 
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the OALWD’s experience by pathologizing distress as a disease process rather than an 

emotional response to a situation (Brannelly, 2011), representatives, considering a 

dualistic approach to illness, can also contribute to the disregard of the OALWD’s 

experience by simply framing behaviours as “disruptive” or “challenging.” Yet, a person’s 

discourse – what a person says and does in social situations – can reveal meaning-

driven behaviour and the evaluative capacities that such behaviour requires (Sabat, 

2005). Representatives are critical for supporting an OALWD’s discourse but can also be 

a risk of silencing the OALWD due to their adherence to the medical gaze. Such tension 

was a commonly experienced by representatives who advocated for the holistic needs of 

the OALWD on the one hand, but largely defaulted to more medicalized thinking in which 

they assume power over the “dementia body” and diminish self of the OALWD, on the 

other. 

6.4. Disempowerment and Othering of Older Adults Living 
with Dementia 

People living with dementia often experience stigma when others use negative 

labels to identify them and their actions. This discourse is shaped through the dominant 

Western conceptions of illness and one’s sense of self where primacy is placed on 

cognitive reasoning to define selfhood. Robertson (1990) describes Western culture’s 

conceptions of Alzheimer’s disease accordingly: 

As constructed, Alzheimer’s disease is a fearsome disease. Surrounding it 
are images of loss—loss of memory, loss of intellectual function, loss of 
language, loss of bodily control, and finally, the loss of connectedness to 
other people; in other words, Alzheimer’s represents the loss of all those 
qualities by which we have come to define our humanness (p. 436).  

Across interviews, most representatives would sporadically apply constraining 

labels to the OALWD’s illness experience. This involved representatives periodically 

referring to the OALWD in strictly medical terms (i.e., dementia patient) and with 

negative connotations (i.e., dementia victim and dementia sufferer). These metaphors, 

rooted in dualistic thinking, arguably disempower those living with dementia which in turn 

comes to effect how decisions are framed and determined.  

Using labels, the construct of the OALWD’s self is severely challenged. Under 

such constructs of dementia and associated behavioural symptoms, the OALWD can 
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end up socially excluded. Assumptions by health care providers that the OALWD is 

incapable of making their own decisions simply by virtue of their diagnosis is a prevalent 

issue in the literature (Nedlund & Taghizadeh Larsson, 2016; Fetherstonhaugh et al., 

2013; Miller, Whitlatch, & Lyons, 2016; Tyrrell et al., 2006). Family members can also 

exclude OAsLWD from decision-making (Whitlatch & Menne, 2009). However, previous 

studies have largely failed to illuminate how power relations—through social 

interactions—uphold cultural conceptions of illness and sense of self.  

The ability of others—notably representatives—to exercise power over OAsLWD 

derives from Western constructs of dementia that shape the OALWD’s everyday life. 

The nature of the identity that an OALWD presents is co-constructed and renders them 

vulnerable to the interpretations of others who do not live with any type of dementia 

(Koehn et al., 2012). More often, however, this discourse renders the dementia 

experience as one of deterioration and loss. Such constructions of dementia were 

restricting but nonetheless largely guided representative’s understanding of the older 

adult’s dementia journey. This dominant discourse is further adhered to in other 

institutional realms. For example, ‘decision-making capacity’ is a legal construct that 

explicitly acknowledges that there are situations where a person cannot—or should 

not—be allowed to make a decision by themselves in a specific matter since they are 

lacking the capacity to do so (Nedlund & Taghizadeh Larsson, 2016). Legal 

constructions are powerful means to institutionalize, legitimize and change social 

constructions of citizens in social contexts and further in shaping people’s decisions and 

actual situations in everyday life (Nedlund & Taghizadeh Larsson, 2016). Overall, the 

dominant biomedicalized discourse limited the ability of others to construct dementia 

experience in meaningful ways and maintain strengths, identities, and capabilities.  
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Chapter 7.  
 
Conclusions 

This study reports the findings of the lived experiences of representatives of 

OAsLWD and their participation in the older adult’s health and personal care decisions. 

Ten current and past representatives were interviewed about the experiences within 

their legal role. Six common themes emerged from the interviews outlining what 

representatives consider meaningful in their decision-making experiences: (1) the 

motivations behind the creation of the RA, (2) the context in which decisions occurred, 

(3) the decision-making process, (4) the facilitators and (5) barriers to decision-making, 

and (6) representatives’ reflections on their experiences. Furthermore, this study 

illuminates how a dominant medicalized discourse and knowledge of dementia, rooted in 

Cartesian Dualism, informs representatives’ decision-making approaches. I conclude 

with answers to my research questions, followed by policy and practice implications, 

limitations of the study and directions for future research. 

7.1. How do People Experience Health Care and/or 
Personal Care Decision-making as Representatives of 
Older Adults with Dementia? 

Representatives experience decision-making through social relations. 

Representatives’ approaches to decision-making develop through their social 

relationships across multiple bodies, with primacy given to the OALWD’s known wishes 

and needs. Guidance from others with experience or expertise in health care decision-

making, dementia, or health care system navigation is perceived as being crucial for 

developing an informed approach to decision-making and health care system navigation. 

Representatives also experience decision-making through power relations between 

social actors within the social context. 

Representatives entered their role with limited knowledge about health care 

system navigation and dementia-related decision-making. They were, however, involved 

early on in supporting the older adult to attend appointments or by bringing them 

groceries, for example. Such decision-making was rooted in the context of deciphering 
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the OALWD’s capabilities, ensuring all complex care needs were being met and juggling 

the demands in their own life.  

Representatives experienced decision-making within a system of support from 

which they actively sought information and guidance about the OALWD’s unknown 

wishes, the health status of the older adult and the health care options available to meet 

the OALWD’s needs. To understand these factors, representatives consulted with the 

OALWD, their networks of friends, peers, and family, others appointed in the 

representation agreement, and health care professionals. Among these interactions, 

barriers to decision-making stemmed from health care professionals’ failure to recognize 

the representative’s role, thereby excluding them from information on the OALWD’s 

health status and decision-making altogether. Representatives experienced resistance 

from OAsLWD themselves toward a particular care matter such as refusing to attend a 

physiotherapy appointment. They needed to consider what care options were available 

for the OALWD given the limitations of health care systems. Health care providers’ 

recognition and support of or allyship with representatives’ decision-making processes 

(e.g., guidance, health updates, understanding dementia behaviours) were instrumental 

interactions that facilitated decision-making.  

Interactions with others with information and expertise about health care 

decisions and dementia were crucial for representatives in their development of an 

informed and resourceful approach to decision-making. Such information also allowed 

representatives to uphold and advocate for the OALWD’s wishes in the face of 

limitations and pushback from professionals. Knowing OAsLWD wishes in advance was 

also extremely valuable in their efforts to fulfill their decision-making role. 

Representatives acted as coordinators for daily care tasks and advocates for addressing 

care needs and overcoming barriers to meet these needs. Having an RA enabled 

representatives to feel a sense of security in situations of potential mishaps. 

Altogether, decision-making was experienced through power relations between 

the social actors within the social context. Representatives hold significant power 

through their legal authority within the RA. However, without knowledge of decision-

making, health care or dementia care, representatives felt that their authority was 

compromised; they had little ability to advocate for the OALWD’s needs. Acquiring such 

knowledge was seen as critical in order to advocate for and meet the OALWD’s care 
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needs and navigate through the health care systems. Knowledge-sharing between 

others with expertise and experience in these matters enabled representatives to 

leverage their authority during future decisions. 

7.2. What Factors Influence Representatives in their 
Decision-making Processes? 

The findings propose that representatives are influenced by multiple bodies 

during decision-making: the OALWD, the representative, their personal networks, legal 

and health care professionals, and the health care system. Certain information and 

advice were privileged over others. Representatives sought the current wishes of the 

OALWD but more often used a mixture of the older adult’s current and previous wishes, 

their life history and decisions that would align with it and what was deemed to be in the 

OAWLD’s best interest. Representatives incorporated personal factors, including their 

intuition; other times they contemplated consequences of the decision on their own lives 

and what personality characteristics were essential to decision-making.  

In the beginning, representatives were largely unfamiliar with dementia and 

related health care decisions. They were appreciative of the emotional and informational 

support they received from family members who were able to advise them on matters 

based on knowledge of the adult’s life history and any prior wishes the OALWD may 

have expressed to them. Family members were also able to provide representatives with 

immediate feedback on the OALWD’s health status during their visit with them. Notably, 

representatives actively sought input from family and friends who worked in the health 

care system and had insight into how systems and decisions operated in different 

scenarios. Representatives consulted with peers who were going through similar 

circumstances (e.g., through a support group or by happenstance). Of all factors 

considered during decision-making, representatives privileged health care professionals’ 

expert knowledge which enabled them to navigate through health care services, receive 

updates on the OALWD’s health status, and address clinical issues.  Also, due to 

structural issues, representatives learned to work within the constraints of how health 

care was offered and delivered.  

These influences bring to light representatives’ reliance on privileged information 

that frames the OALWD as one of many bodies with whom the representative consulted 
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and where a best interest approach was most often used. In the end, knowledge-sharing 

was achieved but was informed by a biomedical discourse that resulted in decision-

making experiences being framed through a highly medicalized lens; one that 

consistently asserts power over OAsLWD. Representatives experience continuous 

tension between their desires to fulfill the holistic needs of the OALWD while 

simultaneously needing to strategically privilege a narrower medicalized perspective. 

7.3. What are Representatives’ Feelings and Opinions 
about these Decisions? 

Representatives experienced a range of mental, physical, and emotional effects 

from their involvement in various health care decisions for the OALWD. Strain was 

associated with making multiple complex decisions for the OALWD while tending to the 

demands in their own lives (e.g., working full-time). Representatives expressed a range 

of emotions, many of which were negative and associated with the effect of dementia on 

the older adult’s life. Additionally, some representatives experienced profound emotional 

distress from care situations in LTC, developing anxiety and fear towards health care 

situations. Due to stress, some developed negative physiological effects such as 

eczema. Yet representatives also experienced positive effects from decision-making; 

some felt that they gained great strength and resilience by overcoming stressful and 

uncertain situations. 

Representatives were unsure as to whether or not the decisions they made were 

the best ones, oftentimes because the outcome of those decisions was ambiguous. To a 

degree, representatives could gauge the success of the decision based on how happy 

and content the OALWD seemed to be once the decision was in place. Representatives 

also judged their decisions according to the quality of care that the OALWD was 

receiving, particularly the degree to which staff focused on the OALWD’s quality of life 

needs and health care professionals were experienced and educated in dementia-care 

and practiced person-centred care. However, even when the outcome of a decision 

resulted in conflict between the representative and OALWD, representatives would often 

gain satisfaction from having done due diligence in their role, having adhered to their 

responsibilities to facilitate substitute decision-making.  
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Furthermore, given the emotional connection that most representatives had with 

their loved one, representatives typically felt a deep emotional response to the 

progression of the older adult’s dementia and its symptoms. Representatives’ reactions 

and responses reflected their emotional connection to the OALWD in stressful decision-

making situations. A strict focus on the individual OALWD in health care settings meant 

that there were often gaps in acknowledging the potential emotional and mental effects 

that the representative could experience as a direct result of their participation in these 

decisions. Sole concentration on the OALWD’s care needs meant that there was a risk 

of representatives’ mental and emotional needs going unmet and persisting long after a 

decision had been made.  

7.4. What is the Relationship Between Supported and 
Substitute Decision-making in Representation 
Agreements? How do Representatives Address these 
Approaches in Decision-making Situations? 

In the beginning, the OALWD was viewed as the primary decision-maker. Most 

representatives characterized their decision-making approach as assisting the OALWD 

with decisions rather than making decisions on their behalf. Cognitive decline was 

reported as the catalyst for the transition from supported to substitute decision-making. 

As the dementia progressed, representatives created strategies to support the OALWD 

with decision-making. With a certain degree of advanced cognitive decline 

representatives were validated by others—family members and health care 

professionals—as being the primary decision-maker over the OALWD. Representatives 

became increasingly concerned that the OALWD did not understand the risk to their 

health and safety. Some OAsLWD appeared to be unaware that they were living with 

dementia. When using a substitute approach, representatives made decisions based on 

a combination of consultations with the OALWD, references to the OALWD’s life history 

and considerations of their best interest, which included weighing the advice from others 

(e.g., health care professionals, family).  Based on the level of importance to the health 

of the OALWD, representatives tried to persuade the OALWD that they needed the care 

that the representative was advocating for.  

While one could simply characterize representatives’ decision-making 

approaches as indicative of substitute rather than supported decision-making, this would 
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discount societal influences, rooted in Cartesian dualism, that places the representation 

agreements—and thus the representative—in a considerable but contested position of 

power over the OALWD. How the person living with dementia is helped to maintain their 

position in society is ultimately down to the efforts of others. Representatives played a 

crucial mediating role for maintaining the OALWD’s autonomy and independence in the 

health care system. Representatives expressed their desire to include older adults in the 

decision-making process as much as possible so that the older adult could feel they had 

power and control over their life. At times this involved resisting the power of health care 

professionals. In other situations, they asserted their own authority over the OALWD. 

Such practices demonstrate the ongoing tensions representatives experienced of both 

adhering to and resisting medicalized conceptions of dementia. Even when 

representatives fought biomedical practices, they often ended up still reflecting such 

deeply culturally rooted conceptualizations of dementia. Therefore, while supported 

decision-making was largely what representatives strived for, they were constrained 

within the dominant knowledge and discourse of people living with dementia. 

7.5. Policy and Practice Implications 

This study addresses important gaps in the research on how representatives of 

OAsLWD experience decision-making in their role, including what factors are specifically 

considered during decision-making processes. The findings point toward policy 

implications to develop dementia-friendly communities and providing adequate 

emotional and informational supports to representatives. This section will discuss these 

implications and what they could mean to the experience of future representatives.  

To begin, it is crucial to begin dismantling a biomedical understanding of one’s 

dementia experience not solely as one of loss and deterioration but as one that allows 

for alternative ways to understand the experience of living with dementia. There are two 

underlying objectives of dementia-friendly communities in which the end goal is a better 

life for people with dementia. The first objective is to reduce stigma and increase 

understanding of dementia through greater awareness and meaningful engagement for 

people living with dementia. The second objective is to empower people living with 

dementia by recognising their rights and capabilities so that they feel respected and 

empowered to take decisions about their lives (Alzheimer’s Disease International, 2016). 

Key outcomes to be pursued in dementia-friendly communities include a) increased 



137 

awareness and understanding of dementia, b) increased social and cultural engagement 

for the person with dementia, c) legal and other measures that empower people with 

dementia to protect their rights, d) increased capability to develop health and care 

services that respond to the needs of people with dementia, and e) actions to improve 

the physical environment whether in the home, residential care, hospitals or public 

places.  

Stigma and discriminatory discourse around dementia are prevalent and 

persistent in Canada.  Indeed, representatives in this study and others that have used 

such language are in the majority, with a 2017 survey from the Alzheimer Society of 

Canada showing that 51% of Canadians admit to using some type of stigmatizing 

language. Surveying Canadians to get their thoughts and insights on Alzheimer’s 

disease and other forms of dementia, the survey revealed that Canadians exhibit 

considerable internalized stigma, whereby they apply public attitudes to themselves. Half 

of Canadians believe they would not be able to live well if they were diagnosed with 

dementia, and 27% would feel that their life would be over. 56% of Canadians are 

concerned about being affected by Alzheimer’s disease (Alzheimer Society of Canada, 

2018). 

The current study reinforces the need for reducing stigma and empowering older 

adults living with dementia to be full social actors in their own lives.  Representatives 

deeply cared about the health of the OALWD but would use biomedical language that 

disempowered OAsLWD. Greater awareness of other ways of knowing a person’s 

experience with dementia can begin by reframing dementia, moving away from an 

experience of loss and deterioration to alternative meanings that are positive and 

conducive of growth. Such awareness is instrumental to the necessary shift away from 

solely biomedical discourse toward a narrative that equips representatives and OALWD 

with sufficient tools to support them in decision-making.  

An important deficit revealed by this study is that people simply do not know 

about RAs; this is true for both health care professionals service providers and 

community members. In fact, most participants had not heard about them prior to being 

appointed in one. Each representative called for greater education and awareness 

around RAs, both at the community and individual levels. While RAs are being made, it 

is typically in response to the older adult developing dementia rather than as an advance 
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planning tool. The lack of a proactive approach to the RA created hurdles in making a 

document once the older adults’ ability to make decisions was called into question. 

Canadians need to understand the importance of engaging in advance planning long 

before a dementia diagnosis. Successful advance care planning requires more than an 

individual making formal documents. Advance care planning should not only cover 

preferences and wishes but guide ongoing discussions of goals for health care, values, 

and priorities regarding life activities (Gittler, 2011). Indeed, quality-of-life communication 

and communication about the health outcomes that are important to the older adult is 

essential (Fried et al., 2017). Health care providers can play a critical role in encouraging 

these conversations and help to facilitate early planning between older adults and their 

representative and support systems (Fetherstonhaugh et al., 2017; Fried et al, 2017). 

Unfortunately, health care professionals often lack understanding of these advance care 

planning tools as well (Canadian Centre for Elder Law, 2019). Furthermore, recognition 

of RAs varied widely between individuals and sectors. Health care providers did not 

obtain informed consent for various decisions. Greater ongoing professional 

development on BC health care consent law is needed (Canadian Centre for Elder Law, 

2019).  

Representatives were in favour of increased knowledge-sharing between 

themselves and the OALWD’s health care providers to understand dementia and 

exploring care needs. They knew that health care providers had greater knowledge and 

insight into health care decisions due to providers’ educational backgrounds and 

training. Participants also urged health care professionals to use virtual appointments 

when health care providers were geographically distant from the OALWD. Participants 

found these types of appointments more accessible when representatives and OAsLWD 

lived in remote areas.   

The knowledge and responsiveness of representatives benefitted considerably 

from informational and emotional supports. Participants identified community-based 

services that provided direct assistance with planning tools and decision-making as 

essential. Accessing lawyers on an ongoing basis to answer questions about RAs was 

viewed as too expensive for most. However, support was needed so that the 

representative could better understand the RA and its associated legislation and 

regulations and ask questions about the RA to which they were appointed.  

Representatives also called for greater peer support from other representatives, either 
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past or current. Participants valued the insight peers could share from their own lived 

experiences as representatives. One suggestion to fill current gaps in support was the 

creation of an online forum where representatives could discuss their experiences and 

receive peer support and ongoing education about their role. Representatives highly 

valued the life lessons they learned from their peers during their experience. The peer 

support they received inspired participants like Florence to want to support other 

representatives.  

Participants also promoted the creation of a step-by-step guide for 

representatives so that those who assumed the role in future were not left to flounder in 

their role nor in their efforts to navigate the health care system. Representatives 

suggested creating a health care system navigation guide and having an advocate 

position; the incumbent would provide ongoing support to representatives and care 

partners around home and community care services and procedures for admission to 

assisted living and LTC.  

It is also important, however, to restructure the culture within BC’s health care 

settings. Throughout representatives’ accounts, considerable frustration arose from the 

medicalized culture in health care settings, particularly long-term care. Due to structures 

that rely on medical treatments and are short on time and resources, these settings 

promoted task-oriented care.  Most environments did facilitate person- and family-

centred care; nonetheless, health care staff were often unwilling or unable to take the 

time to provide representatives with enough information on health care conditions and 

treatment options (James & Watts, 2014). In fact, people working in long term care 

previously reported not thinking that the current long-term care environment permits 

practice consistent with the law (Canadian Centre for Elder Law, 2019) and the 

principles of Article 12 and supportive decision-making. A shift in health care culture is 

needed to promote person-centred health care environments. Organizational 

commitment to a person-centred approach to care thus needs to include free and regular 

information sessions on different types of dementia, in which family, friends, companions 

and volunteers could participate. The purpose would be, in part, to explain that certain 

behaviours are not deviant, but consistent with the characteristics of different types of 

dementia. 
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Upon reflection, I grew increasingly aware of my own adherence to the 

biomedical hierarchy. Social workers are a health care profession and while social 

workers focus on the biopsychosocial well-being of individuals, families, and 

communities, many of its practices in health care still adhere to principles of Cartesian 

Dualism. In health care systems, I recognize that such deeply embedded cultural 

meanings guide my own actions. Cultural meanings about dementia are deep and 

reinforced in the biomedical hierarchy.  However, deep-rooted cultural meanings 

reproduce disempowerment of OAsLWD. For example, representatives referenced 

social workers as educating representatives on what to say so that the OALWD would 

be eligible for LTC. However, these interactions can frame the OALWD as incapable and 

dependent on others for all their activities of daily living. I have assisted care partners in 

a similar manner. From this study, I have reflected on how such interactions are 

problematic in reinforcing biomedical discourse and a hypercognitive view of selfhood. 

Specifically, the power I hold in the biomedical hierarchy and my interactions with 

OAsLWD and families has the ability to empower or disempower them in their health 

care.  

As a social worker, I am in a critical position to (re)frame dementia – as one of 

loss or one of potential growth – in discussions with representatives. The transfer of 

power and knowledge to care partners is important, but must incorporate a holistic, 

strength-based practice. These interactions with representatives are critical in equipping 

them with the knowledge and tools needed to advocate for the OALWD and at the same 

time, question their understandings of the dementia experience. In addition, social 

workers can be a catalyst for actively challenging language within health care systems 

and changing health care professional’s perceptions of representation agreements as a 

tool of support rather than purely for substitute means. These reflections from my 

research experience are significant for informing the work I do within my profession 

going forward. 

The dominant biomedical discourse surrounding dementia is not limited to the 

health care system but rather is socially (re)produced throughout all social realms. A 

dualist discourse bolsters substitute decision-making and is widely shared with care 

partners in education about dementia. In fact, the current configuration of the RAA is 

conceptualized similarly to other substitute decision-making legislation, further 

reproducing the dominant dualist view despite the Act’s other intention of upholding 
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every adult’s legal capacity. Current competing conceptions of illness, self, and decision-

making in the RAA reflect the early disagreements surrounding the Act’s purpose in the 

adult guardianship law reform. Disability groups were the greatest advocates for re-

envisioning a new definition of capability in order to uphold their legal rights. However, 

other stakeholders in the law reform, including numerous seniors’ groups, instead 

pursued legally sanctioned procedures for proxy decision-making in case they became 

‘incapable;’ this included the late introduction of advance directive legislation into the law 

reform. In the end, the RAA’s current configuration stems from the division of law reform 

stakeholders on the purpose of the legislation. Dualistic conceptions of decision-making 

are also observed in advance care planning practices, for example, placing a condition 

in the RA that prevents the representative from exercising its authority until the adult has 

been deemed medically ‘incapable.’ In health care settings, representatives are, at 

times, excluded from participating in the person’s health care until they are perceived as 

incapable. Inconsistent constructs of illness and decision-making can result in 

representatives being confused as to how to view and respond to the OALWD’s care 

needs. Therefore, while supported decision-making was largely what representatives 

strived for, they were constrained within the dominant discourse over dementia.  

In sum, representation agreements can be a legal measure to empower people 

with dementia to protect their rights. Ongoing support to OAsLWD and their care 

partners around advance planning can lead to better support during the OALWD’s 

decision-making. However, in their current configuration—plagued by a dominant dualist 

discourse— and in the absence of the aforementioned supports, RAs are limited in their 

effectiveness to protect the OALWD’s rights. 

7.6. Limitations and Future research 

As with most qualitative studies, generalization of the current findings is limited. 

Given the small sample size, the exploratory nature of the research, and the unique 

characteristics, not only of the representatives but the OALWD as well, these findings 

are not applicable across all contexts of representatives’ decision-making experiences. 

However, the in-depth exploration of representatives’ perceptions provides insight into 

the breadth of considerations that legally named representatives of older adults living 

with dementia face in their decision-making processes.  
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Additionally, my study sample does not reflect the ethnocultural and 

socioeconomic diversity within BC. The sample was a homogenous group of mostly 

university educated, Canadian-born women. Several care partners are immigrants, for 

whom English is a second language. My eligibility criteria required that participants have 

verbal and written English language comprehension, which may have deterred the 

participation of willing individuals for whom English was not a first language. Future 

studies should include immigrant representatives’ perspectives to understand their 

experiences with decision-making. Furthermore, older adults of lower socioeconomic 

backgrounds have been shown to have different experiences with accessing health care 

and dementia services. Future research should include this marginalized demographic. 

The study has uncovered the ways in which cultural conceptions of the body 

shape how representatives understand the older adult’s illness experience and how 

health care is offered and delivered. Future studies would benefit from exploring the 

representatives’ perceptions in various cultures to explore the breadth of cultural 

experiences within the local context. How do others understand a dementia experience 

and what health care is sought between the two? Biomedicine is just one way of 

knowing. 

Evidently, through representatives’ accounts, there was a gendered nature 

associated with their role and decision-making experience. The role of caregiving, 

predominantly assumed by women in the West, was a distinguishing feature for female 

participants’ experiences; they were informal care partners for the OALWD as well as 

their representative. In addition, female representatives were balancing other 

responsibilities in their life, such as work or caring for their children. Future studies 

should use a feminist lens to illuminate the gendered nature of representatives’ 

experiences. Additionally, the narrow focus of my study recruitment (i.e., requirement to 

speak and read English) potentially limited my ability to include representatives of 

diverse ethno-cultural backgrounds. A broader recruitment strategy would allow for 

greater inclusion of representative’s cultural experiences of the world, the body, and self 

in decision-making.  

Nevertheless, the insights learned from this study are incredibly impactful in 

examining the West’s culture and how such cultural meanings impact individuals’ 

understandings and experiences of the body and illness. In Western societies, it is 



143 

thought that such societies do not have culture; discourse and knowledge are 

considered free of cultural influence. As such, despite a lack of ethnocultural 

experiences, this research enabled a deep examination of one particular way of “being. 

Having all Canadian-born representatives unearthed these existing cultural meanings 

provided the opportunity to analyse such cultural meanings in human action.   

Additionally, this study only reported on the perspectives of representatives. 

There were no interviews conducted with the older adults themselves. Yet, it is 

impossible to fully understand the meaning behind the older adults’ experiences without 

including their perspectives. Future studies should interview both OAsLWD and 

representatives together. A dyadic study would provide a deeper understanding of how 

the OALWD-representative relationship influences decision-making. Despite these 

limitations, this exploratory study provides substantial insight into BC representatives’ 

decision-making processes and provides a foundation on which much-needed future 

studies can build. 
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Appendix A.  
 
Representation Agreement Act Section 9 

Non-standard representation agreements 

9   (1)In a representation agreement made under this section, an adult may, subject to 

subsections (2) and (3), authorize his or her representative to 

(a) do anything that the representative considers necessary in relation to the 

personal care or health care of the adult, or 

(b) do one or more things in relation to the personal care or health care of the 

adult, including any of the following: 

(i) decide where the adult is to live and with whom, including whether the 

adult should live in a care facility; 

(ii) decide whether the adult should work and, if so, the type of work, the 

employer, and any related matters; 

(iii) decide whether the adult should participate in any educational, social, 

vocational or other activity; 

(iv) decide whether the adult should have contact or associate with 

another person; 

(v) decide whether the adult should apply for any licence, permit, approval 

or other authorization required by law for the performance of an activity; 

(vi) make day-to-day decisions on behalf of the adult, including decisions 

about the diet or dress of the adult; 

(vii) give or refuse consent to health care for the adult, including giving or 

refusing consent, in the circumstances specified in the agreement, to 

specified kinds of health care, even though the adult refuses to give 

consent at the time the health care is provided; 
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(viii)despite any objection of the adult, physically restrain, move and 

manage the adult and authorize another person to do these things, if 

necessary to provide personal care or health care to the adult. 

(2) Unless expressly provided for in a representation agreement made under this 

section, a representative must not 

(a)give or refuse consent on the adult's behalf to any type of health care 

prescribed under section 34 (2) (f) of the Health Care (Consent) and Care Facility 

(Admission) Act, 

(b)make arrangements for the temporary care and education of the adult's minor 

children, or any other persons who are cared for or supported by the adult, or 

(c)interfere with the adult's religious practices. 

(3) In a representation agreement made under this section, if a representative is 

provided the power to give or refuse consent to health care for the adult, the 

representative may give or refuse consent to health care necessary to preserve life 

 

https://www.bclaws.gov.bc.ca/civix/document/id/complete/statreg/96181_01
https://www.bclaws.gov.bc.ca/civix/document/id/complete/statreg/96181_01
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Appendix B.  
 
Representation Agreement Act Section 7 

Standard provisions 

7   (1) In a representation agreement made under this section, an adult may authorize 

his or her representative to help the adult make decisions, or to make decisions on 

behalf of the adult, about any or all of the following: 

(a) the adult's personal care; 

(b) routine management of the adult's financial affairs, including, subject to the 

regulations, 

(i) payment of bills, 

(ii) receipt and deposit of pension and other income, 

(iii) purchases of food, accommodation and other services necessary for 

personal care, and 

(iv) the making of investments; 

(c) major health care and minor health care, as defined in the Health Care 

(Consent) and Care Facility (Admission) Act, but not including the kinds of health 

care prescribed under section 34 (2) (f) of that Act; 

(d) obtaining legal services for the adult and instructing counsel to commence 

proceedings, except divorce proceedings, or to continue, compromise, defend or 

settle any legal proceedings on the adult's behalf. 

(2) An adult may authorize a representative under subsection (1) (a) to admit the adult 

under the Health Care (Consent) and Care Facility (Admission) Act to a care facility, but 

only if the facility is 

https://www.bclaws.gov.bc.ca/civix/document/id/complete/statreg/96181_01
https://www.bclaws.gov.bc.ca/civix/document/id/complete/statreg/96181_01
https://www.bclaws.gov.bc.ca/civix/document/id/complete/statreg/96181_01
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(a) a family care home, 

(b) a group home for the mentally handicapped, or 

(c) a mental health boarding home. 

(2.1) A representative may not be authorized under this section 

(a) to help make, or to make on the adult's behalf, a decision to refuse health 

care necessary to preserve life, or 

(b) despite the objection of the adult, to physically restrain, move or manage the 

adult, or authorize another person to do these things. 

(3) [Repealed 2001-2-29.] 

 



157 

Appendix C.  
 
Representation Agreement Act Section 8 

Test of incapability for standard provisions 

8   (1) An adult may make a representation agreement consisting of one or more of the 

standard provisions authorized by section 7 even though the adult is incapable of 

(a) making a contract, 

(b) managing his or her health care, personal care or legal matters, or 

(c) the routine management of his or her financial affairs. 

(2) In deciding whether an adult is incapable of making a representation agreement 

consisting of one or more of the standard provisions authorized by section 7, or of 

changing or revoking any of those provisions, all relevant factors must be considered, for 

example: 

(a) whether the adult communicates a desire to have a representative make, help 

make, or stop making decisions; 

(b) whether the adult demonstrates choices and preferences and can express 

feelings of approval or disapproval of others; 

(c) whether the adult is aware that making the representation agreement or 

changing or revoking any of the provisions means that the representative may 

make, or stop making, decisions or choices that affect the adult; 

(d) whether the adult has a relationship with the representative that is 

characterized by trust. 
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Appendix D.  
 
Letter of Invitation 

STUDY INVITATION LETTER  

Dear Representative, 

My name is Alexis Haig and I am a graduate student in the Master of Arts 

in Gerontology program at Simon Fraser University. As part of my Master’s 

degree requirements, I am conducting research on the use of Representation 

Agreements for older adults with dementia in British Columbia. Specifically, I am 

exploring how people appointed as representatives in a Representation 

Agreement for older adults with dementia experience health care and personal 

care decision-making in their role. This will address an important gap in the 

scholarly and applied literature on this topic. 

I am conducting one-on-one interviews with adults appointed as a 

“representative” under a Representation Agreement for older adults with 

dementia who have participated in health care and/or personal care decision-

making under this agreement. Interviews may be conducted in-person or via 

video (e.g. Skype) or phone call. The interview will take between 60 to 90 

minutes to complete. As your input and time is valuable, the interview will be set 

at a time that accommodates your schedule, in a place most convenient for you.  

All information gathered during the interview will be kept confidential. 

Interviews will be digitally recorded and transcribed for the purposes of data 

analysis. Interview recording and transcriptions will be saved onto a password-

protected file on a password-protected file server at SFU. To protect your 

identity, any information shared during the interview that would enable someone 

else to identify you will be removed or replaced with a pseudonym (false name).  

Participation in the study is completely voluntary. You may choose to 

withdraw your participation at any point in the interview.  You will also be able to 
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receive a digital copy of the recorded interview upon request. 

If you would like to participate in this study or if you have any questions, 

please contact me at the number below or by email.  

Should you have any concerns, you may also contact my thesis 

supervisor, Dr. Sharon Koehn, at [ … ] during office hours. 

Thank you very much for considering this request. 

Sincerely, 

Alexis Haig 

Tel: [ … ] 

Email: [ … ] 
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Appendix E. 
 
Participant Recruitment Poster 

RECRUITMENT POSTER 

RESEARCH PARTICIPANTS NEEDED FOR STUDY 

 

Are you named in a Representation Agreement as a ‘representative’ for an older 

adult with dementia? 

As a representative, have you participated in health care and/or personal care 

decision-making? 

 

 

 

We would like to hear from you about your experiences with health care and 

personal care decision-making as a representative, appointed under a 

Representation Agreement, for an older adult with dementia. 
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Your participation will involve one 60-90 minute interview at a time and location 

of your choice. Interviews can be in-person or via video (e.g. Skype) or phone 

call. 

To participate, please contact Alexis Haig at [ … ] or email [ … ]  
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Appendix F.  
 
Participant Consent Form 

CONSENT FORM  

A. PURPOSE 

The following research project aims to understand the lived experiences of adults, 

designated as a ‘representative’ in a Representation Agreement, in health care and 

personal care decision-making for older adults with dementia. This research will 

partially meet the requirements for the degree of Master of Arts in the 

Department of Gerontology in the Faculty of Arts and Social Sciences at Simon 

Fraser University, and will be published as a thesis. Your participation in this 

project will include one interview, in which you will be asked to speak about the 

following: your experiences as a representative for an older adult with dementia; 

the health care and/or personal care decision-making process you participated in 

as a representative; factors influences the decision-making process; and your 

feelings and opinions about these decisions. 

 

B. PROCEDURES 

If you agree to participate in this study, you will take part in one semi-structured 

interview. The interview will be conducted in English. The interview can be 

completed in 60-90 minutes, but we can break it down into two shorter interviews 

if that’s easier for you. I will check in with you during and after each interview to 

make sure you are comfortable with proceeding. I will also collect your 
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demographic details such as gender and age, and ask questions about the 

Representation Agreement in which you’re are designated as the representative  

(e.g. what type of agreement is it?; what are the decision-making domains over 

which you have authority?).  This will provide me with the context relative to 

which I can compare and contrast participants’ experiences as representatives.  

The interview can take place in-person or via video (e.g. Skype) or phone call, 

based on your preference. Skype to telephone (Skype to Skype is confidential) 

and/or the phone are not considered confidential mediums. Your interview will 

take place in a location of your choice, possibly your own home. We can arrange 

an alternate meeting space at SFU, if needed. The location will be private, so 

that you will not be overheard by others (e.g., other visitors or staff). Also, I will 

conduct video or phone interviews in my private home office so others will not 

overhear you. Anything that you tell us will not be shared with anyone (e.g. staff 

members, your family members) in a way that would allow them to identify you. 

Your participation in this research project is completely voluntary. You can 

withdraw from the study at any point without penalty or consequences. If you 

withdraw from the study, any data and recordings will be destroyed immediately. 

You are free to refuse to answer any questions during the interviews. 

At the end of the study, you may receive a copy of the full report and/or your 

transcript, upon request. 

Confidentiality 

To protect your identity, we remove or replace (with a pseudonym –“false name”– 
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or general information) anything you tell us in the interview that would allow 

somebody else to identify you. Anyone you name during the interview will also be 

replaced by a pseudonym to maintain their confidentiality as well. We will destroy 

the original recording of your interview after three months. We will also assign a 

pseudonym to identify your file, and data will be stored on a secure server at 

SFU. You have up to six months after completion of your interview to request that 

we remove information that you have provided from the transcript. After that time, 

we will destroy the list that links your real name to the pseudonym used for the 

transcript. All other data relating to the project will be safely destroyed after 5 

years.  

Any information you provide will be only used in this study and cannot be used in 

any other way. 

All identifiable research materials will only be accessed by me or my faculty 

supervisors. My faculty supervisors and I will only share information via secure 

means, i.e. in a password protected files on an encrypted memory stick and via 

Skype to Skype connection, or in private face to face meetings.  

After the recording is transcribed, we assign codes to different parts of the stories 

you tell us. This allows us to compare your experiences with those of other 

people that we have interviewed. We will keep electronic versions of transcripts 

and reports of coding in password protected files on a password protected 

computer on a secure server at SFU. Similarly, all printed versions will be kept in 

a locked drawer at the principal investigator’s home office. 

At any point in the study, if you reveal that there has been an incident that involves 
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abuse and/or neglect of a child or an elderly person (or that there is a risk of such 

occurring) please be advised that the researcher must, by law, report this information to 

a government ministry with appropriate oversight, and who may choose to intervene and 

report the incident to the appropriate authorities 

C. RISKS AND BENEFITS 

This research will give you the opportunity to communicate your experiences as 

a representative of an older adult with dementia around health care and/or 

personal care decision-making. Giving voice to these experiences is important, 

particularly to those seeking to understand representatives’ health care and 

personal care decision-making processes and with the goal of providing optimal 

supports. 

It is possible, however, that participation in this study may bring up sensitive and 

personal areas of your life. You are welcome to ask for a private meeting with the 

researcher prior to the interview to discuss any concerns that may arise. You are 

also encouraged to withdraw or pause your participation at any point during the 

process. Also, you may feel the need to speak with someone about these 

sensitive and personal issues; therefore, a list of community resources is 

provided below. Please, do not hesitate to call any of these resources should you 

feel the need. 

WELLNESS RESOURCES IN THE COMMUNITY  

Mental Health/Geriatric Outreach Coast 

Mental Health  

1-877-602-6278  
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Seniors Distress Prevention  604-872-1234  

Anxiety BC  604-620-0744  

Crisis/Suicide Line  604-872-3311  

Suicide Prevention  1-800-784-2433  

 

D. COMPENSATION 

Participants will not be compensated monetarily for their participation in this 

study. 

E. STUDY CONTACTS 

If you have any questions regarding this study, please contact either the principal 

investigator or the faculty supervisors: 

Principal Investigator:  Alexis Haig, MA Candidate | [ … ] | [ … ] | Dept. of 

Gerontology, Simon Fraser University   

Faculty Supervisors:  

Sharon Koehn, PhD | [ … ] | [ … ] | Dept. of Gerontology, Simon Fraser 

University 

Habib Chaudhury, PhD | [ … ] | [ … ] | Dept. of Gerontology, Simon Fraser 

University 

 

Please send me the report and/or summary by Email at ________________________  

OR By mail to 
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_____________________________________________________________________ 

 

I have signed this form on this date  

 

__________________________        (year, month, day) 

       

 

_____________________________________

 ____________________________  

Participant Name (or initials)                                           Signature   

       

 

If you have any complaints about your rights as a research participant and/or 

your experiences while participating in this study, you may contact Dr. Jeffrey 

Toward, Director of the Office of Research Ethics at SFU: [ … ] or [ … ]. 

 

Please keep one signed copy of this form for your records. 
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Appendix G.  
 
Participant Demographic Questionnaire 

DEMOGRAPHIC QUESTIONS  

 

Participant ID 

____________________________________________________________ 

 

1. What is your Gender? 

________Male 

________Female 

________Other 

 

2. When were you born? __________________________ 

 

3. What is your current marital status? 

________Married/common-law 

________Divorced/separated 

________Widowed 

________Never married 

 

4. Do you have any children?   
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________No 

________Yes 

If yes, how many?____________________ 

Sons/daughters? 

 

5. What is the highest level of education that you have attained? 

________Less than high school 

________High school graduate 

________Some college or university 

________College diploma or other specialized non-degree training 

________University degree(s) 

 

6. Were you born in Canada? 

________No  

________Yes 

If no,  

a. what country were you born in? ______________________ 

b. what year did you immigrate to Canada? ________________________ 
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7. What is your relationship to 

[OAWD]?______________________________ 

 

8. How long ago was the Representation Agreement that you are appointed 

in made?________________________ 

 

9. How many times have you used your authority under the Representation 

Agreement for [OAWD]’s health care and/or personal care decision-making? 

________<5 times 

________5-10 times 

________10-20 times 

________>20 times 

 

10. There are two types of Representation Agreements: a Representation 

Agreement made under section 7 of the Act (sometimes called a Representation 

Agreement with standard powers) and a Representation Agreement made under section 

9 of the Act (sometimes called non-standard or enhanced powers). Is the 

Representation Agreement under which you are appointed a: 

________Representation Agreement under Section 7 

________Representation Agreement under Section 9 

 

11. Representation Agreements may cover up to four decision-making 

domains. What decision-making domains does your authority under the Representation 

Agreement cover: (Check all that apply) 
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________Health Care 

________Personal Care 

________Legal Matters 

________Routine Management of Financial Affairs 
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Appendix H.  
 
Research Interview Guide 

INTERVIEW GUIDE 

 

Thank you very much for agreeing to chat with me today. I really appreciate the 

time you are taking to share your experiences with me. From the interviews I’m 

conducting with representatives of older adults with dementia, we hope to learn 

about their experiences with health care and personal care decision-making in 

their designated role.  

So what you’re doing today is very important – you’re providing us with the 

building blocks needed to understand representatives’ decision-making 

processes. 

Would you like to ask me any questions? 

The first thing we need to do is complete the consent forms. Have you had a 

chance to read through it or have it explained to you? [If not, go over the consent 

form]. Do you have any questions? [Answer questions – proceed once participant 

is satisfied]. If you haven’t done so already, please go ahead and check the 

boxes and sign here on both copies. [I also sign both; participant keeps a copy 

and I keep one]. 

Thank you. 

I’m going to begin by asking you some demographic questions. The reason we 

ask you for this information is that I know from previous research that people’s 

age, gender, marital status, education, and so on can have a strong impact on 

individuals’ experiences.  

I will also ask a few questions about the nature of the Representation Agreement 

on which you are designated as the representative. This will provide me with 
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appropriate context for understanding differences between different participants’ 

experiences. 

[I will read out questions and answers, and record responses for participants]. 

Thank you. 

OK, let’s begin. Please remember that your participation is entirely voluntary, so 

if there’s anything that makes you uncomfortable, just let me know. You can take 

a break if you need it and we don’t have to finish this today. I can always come 

back another time if you prefer. I’ll be asking every now and again throughout the 

interview if you’re OK to carry on. 

Interview Guide: 

1. What was or were the reason(s) you became a representative for [name of 

older adult with dementia (OAWD)]? 

Prompts:  

- What were your initial thoughts and feelings about being [OAWD]’s 

representative? 

 

2. How did you prepare for your role as representative and the health care 

and personal care decisions you would be participating in? 

Prompts: 

- What conversations have you had with [OAWD] about decision-making 

that could guide you during health care and personal care decision-

making? How often? Under what circumstances? Who was involved? 

- What was your opinion about these conversations between you and 

[OAWD]? How did they make you feel? 

 

3. Tell me about the kinds of health care and personal care decisions you 

have participated in (Personal care is defined as matters concerning the 

adult’s shelter; employment; diet; dress; participation in social, 

educational, vocational and other activities; contact and association with 
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others; and licenses, permits, approvals, or any other authorizations the 

adult may need). 

 

4. [If applicable] Tell me about a specific health care decision that you 

participated in as the representative for [OAWD].  

Prompts: 

- What factors did you consider in your decision-making process? 

(facilitators and barriers) 

- Walk me through your thought process, what were you telling yourself 

during the decision-making process about the decision to be made? 

- What was your opinion about the decision-making process? 

- What emotions arose for you during decision-making? 

 

5. [If applicable] Tell me about a specific personal care decision that you 

participated in as the representative for [OAWD].  

Prompts: 

- What sorts of factors did you consider during the decision-making 

process? (e.g. facilitators, barriers). 

- Walk me through your thought process, what were you telling yourself 

during the decision-making process about the decision to be made? 

- What is your opinion about the decision-making process? 

- What emotions arose for you during decision-making? 

 

6. Representation agreements allow a representative to use two different 

approaches to decision making. Under a representation agreement, a 

representative can assist with decision-making or make decisions on 

behalf of the OAWD. How would you characterize your decision-making 

approach? 

Prompts: 

- Has your approach to decision-making changed? In what ways? 

- What direction, if any, did/does [OAWD] give you as to how they would 
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like you to approach decision-making?  

 

7. How do you feel being a representative for [OAWD]? 

Prompts: 

- What is your opinion about your role as a representative in health care 

and/or personal care decision-making for [OAWD]? 

- What is your opinion about the health care decisions that have been 

made for [OAWD] with you as their ‘representative’? How do you feel 

about the decisions that were made? 

- What is your opinion about the personal care decisions that have been 

made for [OAWD] with you as their ‘representative’? How do you feel 

about the decisions that were made? 

- What services might be helpful? 

 

8. Is there anything else you want to tell me about your experiences as a 

“representative” for [OAWD]?  
 

Thank you so much for your time. 
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