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This study used narrative inquiry to answer the question “What are the stories of
older adults who choose not to share information with health care professionals?”” The
study explored the experiences of older adults who did not share information with health
care professionals (HCPs), who they defined as doctors. A thematic analysis of five
participants’ stories revealed three themes: /l/lusions of Care, describing the participants’
experiences with doctors before they chose not to share information; The Last Straw,
revealing the final incident that caused participants to choose not to share information;
and The Mask of the Non-sharing Older Adult, describing how participants interacted
with their doctors after they decided not to share information. Relationship development
between older adults and their doctors, sensitive topics, issues and perceptions of ageing,
and structure of the health care system contribute to the complex issue of older adults not
sharing information. The decision not to share information with health care professionals

may adversely affect the health and health care of older adults.
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Chapter 1 - Introduction

I inadvertently overheard a conversation while waiting in an ophthalmologist’s
office between an older adult woman, who was the client, and her daughter. The older
woman had a procedure performed and was told to wait for 15 minutes before leaving.
While waiting, she told her daughter that she was unable to see out of the treated eye.
She went on to say that in the past when she had the same procedure performed on her
other eye her vision was unaffected. The daughter asked her mother if she had told the
doctor she could not see and the mother replied, “No. He didn’t ask me.” During further
discussion, I heard the mother tell the daughter that the doctor asked if she was okay but
not specifically if she could see, so she did not volunteer the information.

Many questions arose for me upon hearing this exchange. Did the older adult
expect her physician to ask the right question and if so did this expectation apply to all
health care professionals (HCPs)? Did she feel rushed? Did she believe her doctor was
uninterested in her concerns? Was not sharing this information a one-time event or was
not sharing common for her? Did she believe she was complaining if she said
something? Was she raised to be stoic? I also wondered if she had known I was a nurse
would she have been so vocal in the waiting room?

As these questions swirled in my mind, my curiosity peaked and I wanted to
know more about older adults who choose not to share information with HCPs. Peer
reviewed literature offered little in answering most of my questions. The phenomenon of
older adults choosing not to share information with HCPs is understudied and the focus

of this thesis. The issue of not sharing information with HCPs is often misunderstood



and narrowly defined in the literature. Most researchers had a specific focus in their
studies, such as the reasons for not taking asthma medications as prescribed (Malhotra,
Karan, Pandhi & Jain, 2001; Playle & Keeley, 1998; Wroe, 2002) or the reasons for not
disclosing symptoms or conditions of urinary incontinence (Dugan et al., 2001). While
the research literature included studies about the perceptions and emotions of older adults
(Dugan et al.) the findings usually were directly related to the specific condition studied.
Within the literature, there is little if any, research that described the experiences of older

adults who choose not to share information with HCPs.

Professional Perspective

Most HCPs I have spoken with about my interest in older adults responded with
stories of their own experiences of discovering older adults not sharing information such
as falls, past surgeries, forgetfulness, and pain. The responses of the HCPs were similar
to mine and included: not understanding the reasons; feeling frustrated; experiencing the
events as time consuming; and believing that older adults were placing themselves at risk.

Often HCPs assumed they knew why older adults did not share information.
However, the factors for older adults not sharing information often differed from what
HCPs believed or understood (Dugan et al., 2001; Playle & Keeley, 1998). A common
assumption of the reason for older adults not sharing information is the fear of losing
their independence related to ageing (Featherstone & Hepworth, 1991). Many of the
HCPs that I spoke with had first hand experience with, or were aware of, literature that
described the fear of older adults being placed in long-term care facilities as the primary

reason for not sharing information (Dugan & Bonds, 2003; Featherstone & Hepworth).
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The fear of being placed in a facility is a common concern among some older adults but
other factors may have influenced older adults not sharing information with HCPs. 1
believe many HCPs have frequently categorized not sharing information into a single
easily understood category, related to independence and autonomy, however the issue is
far more complex. Older adults undoubtedly have stories that provide insights into their
choices to share or not share information and illuminate some of the complexities of this
experience.

Barriers for older adults to share information with HCPs may include
uncomfortable relationships, the sensitive nature of some topics, misperceived
perceptions of ageing, and obstacles within the medical model health care system itself.
Stories of older adults choosing not to share information varied by reasons, degrees, and
situations, which add to the complexity of the issue (Donovan & Blake, 1992). The
rationale for not sharing information with HCPs does not stand alone; it is interwoven in
a complex system of values, beliefs, and assumptions, creating responses unique to each
older adult’s experiences. Emotions, perceptions, and beliefs contributed to the decision
of older adults choosing not to share information with HCPs (Donovan & Blake). Multi-
layering of personal, situational, and cultural factors can create situations that are not
straightforward or immediately understood.

The literature that is specific to older adults not sharing information with HCPs is
at times contradictory (Malhotra et al., 2001; Wroe, 2002). Some researchers (Malhotra
et al.) concluded the cost of prescriptions were a factor for not taking medications while
other researchers (Wroe) discussed altering doses and forgetting to take medications were

related to the belief of the medications effectiveness. Within the research literature,
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specific factors for older adults not sharing information with HCPs were studied (Greene,
Adelman, Rizzo & Friedmann, 1994; Lau et al., 1996; Wroe), but few studies were done
simply to listen to the stories of older adults (Donovan & Blake, 1992) who have chosen
not to share information with HCPs.

This leads to the question: What is relevant information in understanding the
phenomenon of older adults choosing not to share information and is it only HCPs who
should define what is relevant? For some older adults, a belief that HCPs were not
interested may have been a factor for not sharing information. A colleague complained
to me that some older adults related every piece of personal and family information such
as how grandma Ruby cured herself of gout with quince jam. In my experience as a
nurse, I believe the stories of older adults, as much as they may sound insignificant to
some HCPs, are attempts to build a foundation for a relationship, which consists of
sharing stories that lead to understanding and knowing each other (Greene et al., 1994;
Johnson, 1979).

Building strong client HCP relationships is increasingly difficult within the
changing context of care. The replacement of Registered Nurses with clerical staff in
physician offices has removed opportunities for nurse/client relationships. Shift work
and lack of full-time positions in the health care system has created a lack of continuity of
care for clients and nurses. Retirement of family doctors has left older adults without a
primary physician, creating the need for developing new relationships with physicians
who may have been the age of the older adults’ grandchildren. Walk-in clinics, where
older adults may have encountered a different physician on each visit, is yet another

barrier to forming a relationship with a doctor.



Health care system issues founded in social policy have also created barriers for
older adults. In British Columbia the constraint of discussing only one problem per
physician visit has not been conducive to the development of a relationship between older
adults and doctors or nurse practitioners. The practice of discussing one problem per
visit have been even more problematic for older adults who are likely to have more than
one chronic condition and are taking multiple medications (polypharmacy). It is common
in British Columbia to wait weeks, if not months, for diagnostic procedures such as a
MRI (Magnetic Resonance Imaging) and appointments with specialist practitioners
(British Columbia Medical Association, News/Publications, Wait List Report II, n. d.).
These waits are so common that it is now part of our social structure. The costs and co-
payments of some medications and treatments have further affected older adults with
lower incomes in British Columbia. The PharmaCare Plan of British Columbia has
provided only partial or no coverage of some prescribed medications influencing older
adults’ choices regarding buying and taking prescribed medications. The Medical
Services Plan pays only partial coverage of treatments such as chiropractic, massage
therapy, naturopathy, physical therapy, and non-surgical podiatry (Government of British
Columbia, Ministry of Health, Medical Services Plan, Medical and Health Care Benefits,
n. d.).

Perceptions of ageing have been integral factors for older adults not sharing
information with HCPs (Dugan & Bonds, 2003; Featherstone & Hepworth, 1991). The
process of ageing is inevitable but has been viewed as an enemy by Western societal
standards. These beliefs, interwoven with the social stigma and myths of ageing, may

cause some older adults to have avoided sharing age related information with HCPs



(Moore, 1985). Age related perceptions have often been associated with falls, urinary
incontinence, and failing eyesight to name a few. These perceptions are now an integral
part of the history and culture of older adults (Ebersole, 2004). Therefore, beliefs about
ageing have been a major factor in older adults choosing to share or not share
information.

Perceptions that to be old is to be confused, sick, in pain, unsteady, asexual,
demented, and ready to die along with the concurrent belief that nothing can be done
about any of these conditions have led to not sharing (Cremin, 1992). It was discovered
in Cremin’s study that self-referral to an outpatient geriatric assessment clinic was rare;
rather clients were referred by concerned families. Perceptions of feeling old versus
being old were differentiated within Cremin’s study. Older adults who did not feel old
viewed their health concerns as temporary, therefore were less likely to seek help.

While some beliefs are gradually changing with the ageing of baby boomers
(Ebersole, 2004), older adults have been trying to understand, not only their ageing, but
also how to live in a rapidly changing technological and information-driven world. Cell
phones, computers, and 1-800 health information lines have created a world of little
personal contact for older adults. Older adults are more susceptible to increased stress
from living in a technological advanced society (Hess & Ebersole, 2004) and may not
share information with HCP because they perceive themselves as not being able to keep
up with changes.

Choosing not to share information with HCPs has been an often-common belief of
stoic older adults (Dugan & Bonds, 2003). My father, who is in his eighties, keeps

reminding me that he was raised to be stoic. He has sometimes not shared information



with HCPs because he has wanted to be perceived as strong. Stoicism is rooted in past
and present experiences as well as future expectations. Not sharing information is
embedded in the lives of older adults where values, beliefs, and assumptions may act as
barriers.

The very nature of the personal and social aspects of older adults who have not
shared information with HCPs leaves me with the desire to know and understand more.
The importance of hearing the stories of older adults who have not shared some
information with HCPs is vital to those who provide care and to the older adults
themselves as a way of gaining more information about their care (Greene et al., 1994).
Ageist attitudes are not limited to older adults but permeate the very fabric of our society.
HCPs have been socialized within the same societal context and their perspectives may
be mired with similar ageist beliefs.

Western medicine has thrived on treating disease and has often overlooked older
adults’ need for care rather than cure. Western society has viewed ageing as a condition
to fight, especially in women (Feldman, 1999; Greene et al., 1994). These circumstances
have resulted in double jeopardy situations for older adults where they were less likely to
reveal changes they perceived to be associated with ageing. Some symptoms may be
perceived as part of ageing (Hill & Luggen, 2004) and therefore not shared. HCPs may
have be less attentive to these same conditions or have felt powerless to address issues
that they believed are “a natural part of ageing” as many HCPs are steeped in the same
societal beliefs. Moreover, even though attitudes are shifting, caring for older adults has
not always been valued by all HCPs (Feldman). Ageist attitudes can take many forms

such as tone of voice, choice of words, and jokes (Feldman) resulting in older adults



choosing not to share information with HCPs who they believe or experience as being

ageist.

Impact of Older Adults Not Sharing Information with Health Care Professionals

A concern about older adults not sharing information is that their reasons may be
based on misconceptions or incorrect information and ultimately impact their quality of
life and the quality of care they received. Older adults may be poorly informed about the
impact of their decision not to share information. For example, simply feeling better
prompted some older adults to reduce or stop taking their medications (Malhotra et al.,
2001), which exacerbated their illness. Similarly, the belief that HCPs are too busy or not
interested have lead some older adults to edit what they think HCPs may want to hear
(Playle & Keeley, 1998) which has affected their quality of care.

The impact of not sharing information with HCPs is perhaps best explained
through concrete examples which demonstrates the effect that not sharing information
has had for some older adults. Urinary incontinence is a common occurrence in ageing
and the leading cause of institutionalization of older adults (Hill & Luggen, 2004). The
misconception that urinary incontinence is a symptom to live with, has led some older
adults to not share this information which in turn resulted in serious health complications
(L1, Guh, Lacaille, Esdaile, Anis, 2007; O’Hanlon & Coleman, 2004). Complications
from untreated urinary incontinence may lead to urinary tract infections, disturbed sleep
due to nighttime urination (Dugan et al., 2001), and increased risk for falls while
attempting to get to the bathroom quickly. The older adults who have not divulged

information about falling, have jeopardized themselves with possible hip or other



fractures when perhaps the reasons for falling could have been easily addressed and
treated (Dugan & Bonds, 2003). Surgery for fractured hips includes potential
complications of infections and blood clots. Some older adults in long-term care
facilities told me they had to go to a home because they fell, had surgery, and could no
longer manage on their own, the very event that they were hoping to avoid by not sharing
about their falls to their HCPs.

The nature of older adults not sharing information with HCPs is multifaceted in
both cause and effect and the behaviours are not easily identified. Many older adults
have appeared oblivious to the fact that not sharing information with HCPs may prolong
their treatments and even jeopardize their lives. While caring for an older adult, my
patient neglected to tell me, even though she had three opportunities, that she had a
headache. She called for me just before the end of my shift to ask for medication.
Because she was in discomfort and I was rushed to complete my duties, I asked only the
basic questions. I would have been able to provide better care, instead of hurriedly
giving her medication, had she chosen to share the information about her headache when
it first occurred. When I asked her why she did not tell me earlier that she had a
headache she said, “I did not want to bother you.”

The potential health care cost of older adults not sharing information has created a
number of practice dilemmas for HCPs. When HCPs were unaware that medication and
treatments were not followed as directed, additional medication and tests may have been
ordered. The time used to order tests, prescribe new treatments, seek consultations and
referral to specialists are labour intensive and have taken time away from other health

care priorities. If there were more sharing of information, HCPs would be better able to
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determine the most effective, economical, and timely way to treat older adults (Playle &
Keeley, 1998). Understanding the experiences of older adults has the potential to
improve relationships between older adults and HCPs, ultimately providing for better

care (Donovan & Blake, 1992).

Importance of the Study

The use of narrative inquiry to relate the stories of older adults provided a deeper
understanding of the nature of not sharing information with HCPs. A greater
understanding may lead to addressing the causes and increasing the quality of care that is
also cost effective and timely.

This research explored the complexity of the issue of older adults choosing not to
share information with HCPs. Rich stories demonstrated how not sharing information is
part of a tapestry of values, beliefs, and assumptions of both older adults and HCPs. The
intent to illuminate the personal and social components of the issue was a significant goal
of this research. The method of narrative inquiry explicated stories, including the
personal experiences, collective stories, and social aspects that have permeated the lives
of the participants. This research has been directed toward taken-for-granted personal
and social assumptions to expose the current gaps in knowledge of older adults who
choose not to share information with HCPs.

The research provides HCPs with a better understanding of older adults who do
not share information by exploring the multifaceted nature of this phenomenon.
Appreciating the complexity of the issue will lead HCPs in providing better care for older

adults through an improved understanding of those who choose not to share information.
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The overarching purpose of this qualitative study was to explore the stories of older
adults choosing not to share information with HCPs, which led to the research question,
“What are the stories of older adults who choose not to share information with health care

professionals?”

Definitions

Choosing Not To Share Information

It is essential to clearly define what ‘not to share information” means. A synonym
of sharing is defined by the dictionary as, “...having, using, or experiencing something
with others...” (Brown, 1993) which includes information. I use the term ‘not sharing’ in
contrast with some of the value laden terms such as non-compliance, nonadherence, and
lying, which have often been used in the literature. Value laden terms implied wrong
action on part of the clients and infer that clients have acted in ways that disobey the
“orders” of a HCP. The approach of designating clients’ actions as wrong does not take
into account the choices older adults make not to share with HCP and therefore have
undervalued their experiences. The words ‘not sharing’ have best emphasized, in my
view, that the decision not to share information is complex as it may include personal and

social factors that are often not easily explained.

Older Adults
As people are living longer it is expected that those over 65 years of age will
make up 24 percent of the total population in British Columbia, Canada by 2031

(Ministry of Health Services, 2004). As the population lives longer, older adults can live
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to over 100 years of age. Some researchers have used categories such as young-old (55
to 74 years) and old-old (75 years plus) (Fulks & Molinari, 1995; Ohio State University
Extension, n. d.). Others have developed categories of 65 to 74, 75 to 84, and 85 years
plus, labelling them as young-old, middle-old, and old-old respectively (Zauszniewski,
1996). There has been much disagreement between HCPs on these categories and the
titles used, leading to confusion about what constitutes old age. There are also those who
have defined age by health (Ebersole, 2004) and frailty (Mitnitski, Graham, Mogilner, &
Rockwood, 2002).

To further confuse the definition of ‘old’, there is disagreement about when old
age begins. Some studies identified ‘older’ as beginning at 65 years. Some senior
discounts rates for goods and services begin as young as 50 years of age (Ebersole,
2004). Because of longer lives and better health it is becoming common to now define
older adults as 70 or 75 years or older (O’Hanlon & Coleman, 2004).

Even though chronological age is now used less, it is still a generally accepted
benchmark (Cremin, 1992) as qualification for government pension in Canada and
socialized medical care in the United States is 65 years of age. For this study, I am using
the age of 65 years as the beginning of older adulthood because it is the age in Canada for
Old Age Pension (Health Canada, 2002) and Medicare in the United States (U.S. Social

Security Administration, n. d.).

Summary
The nature of older adults choosing not to share information with HCPs is

multifaceted. Current research has often focused on a specific health issue (e.g. urinary
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incontinence or falls). My perspective is that older adults have rich stories to tell which
portray the complex tapestry of values and beliefs that underlie their choices in sharing or
not sharing information with HCPs. This research intends to illuminate complex
experiences of older adults who have chosen not to share information with HCPs,

ultimately contributing to better care.
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Chapter 2 — Literature Review

Introduction

Literature has mainly focused on reasons for older adults choosing not to share
information with HCPs. For example, researchers have explored underlying rationale for
factors such as medication non-adherence, urinary incontinence, and falls. Other
researchers have explored relationships between clients and doctors as a factor in not
sharing information and while not specific to older adults, these studies have proven to be
useful context for this research. When current research did include first person stories of
older adults, it usually related to specific factors, for example medication adherence, not
the broader issue of not sharing information. This research explored the experiences of
older adults who choose not to share information with HCPs and the complex interplay of
personal and social values and experiences.

To better understand the state of the literature I created a conceptual framework to
describe how researchers have discussed the concepts related to older adults choosing not
to share information with HCPs (Figure 2.1). The larger inner nucleus shows older adults
choosing not to share information with HCPs. The four surrounding concepts of:
relationships with HCPs; sensitive topics; issues and perceptions of ageing; and the
structure of the health care system lead to the nucleus of older adults not sharing
information with HCPs. The conceptual framework was developed based on the existing
literature; therefore, the experiences of these older adults are not included in this
framework because there is little literature that refers to their experiences. The arrows

pointing from the concepts to the nucleus represent findings in the literature that have
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indicated a one-way flow where the concepts are the identified reasons for older adults

not sharing information with HCPs.



Relationships with Sensitive
Health Care Topics
Professionals

OLDER ADULTS
CHOOSING NOT
TO SHARE
INFORMATION
WITH
HEALTH CARE
PROFESSIONALS

16

Issues and Structure of the
Perceptions of Health Care
Ageing System

Figure 2.1. Concepts in the literature that impact older adults’ choosing not to share

information with health care professionals
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Not Sharing Information with Health Care Professionals

Research showed that people of all ages choose not to share information with
HCPs (Bok, 1989; Bok, 1999; Jourard, 1971; Lau et al., 1996; Malhotra et al., 2001,
Saarni & Lewis, 1993; Wroe, 2002). The various reasons for not sharing information
have created an abundance of definitions of the issue.

Many authors used the words ‘non-compliance’, which is defined as “...in the
presence of an agreed-upon health-promoting or therapeutic plan, person’s or caregiver’s
behaviour is fully or partially adherent or non-adherent and may lead to clinically
ineffective, partially effective outcomes” (Venes, 2001). The definition of non-
compliance varied in degrees from those who do not comply, partially comply, under-
use, and over-use treatment or prescriptions (Playle & Keeley, 1998).

The term non-compliance is often used in reference to not taking medications as
prescribed (Lau et al., 1996; Malhotra et al., 2001). Some factors that impacted older
adults intentionally not taking medications included the cost, unwanted side effects,
switching to non-traditional medications (Malhotra et al.), misunderstanding the purpose
of a medication, polypharmacy, and the type of prescriber (e.g. general practitioner or
specialist) (Lau et al.). Wroe (2002), studied participants of all ages with respiratory
conditions who did not share the fact that they did not always take their medications.
Wroe used the words ‘intentional nonadherence’ and stated that clients made a choice to
not take their medications.

Donovan and Blake (1992) included personal and social circumstances in their
study of the reasons why some older adults did not always take their medications. The

authors discussed that older adults were embarrassed to divulge to their HCPs that they
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were unable to afford the medications. The sensitive nature of their finances influenced
their decision not to share. The personal issue of finances colliding with the societal
issue of limited or no pharmacy coverage created a situation where older adults did not
share information with HCPs. Donovan and Blake emphasized the reason for not sharing
information is often overlooked. First person stories about not sharing information would
include thoughts and feelings as well as contextual factors, however this is rarely studied.
In other words, the thoughts, feelings, and perspectives of older adults are simply
ignored. There is little examination of the factors that influenced older adults decisions
to not follow HCPs’ orders or advice.

Bok (1999) described not sharing information in the context of telling the truth
and lying. In her work, she discussed the effects of not telling the truth. Bok suggested
that those who do not tell the truth cautiously viewed those they lied to, creating a barrier
in a relationship. She also wrote that one lie may lead to another. It is common
knowledge that a person may continue to lie to cover up an original lie. In 1908, Sir
Walter Scott penned the fitting words, “Oh what a tangled web we weave, when first we
practice to deceive!” which is still commonly quoted one hundred years later. Bok’s
work suggested that lying is more likely to occur in the absence of a trusting relationship.
Jourard (1971), a psychologist, described a factor of not sharing information as non-self-
disclosure within the context of the development of a therapeutic relationship. Self-
disclosure is a concept common to the discipline of psychology but Jourard suggested
that all HCPs must self-disclose to receive self-disclosure in return. While non-

disclosure and lying are conceptually different from the central focus of this study on
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older adults, Jourard, Bok, and Scott have demonstrated that not sharing information is a
complex issue.

Regardless of the terms used in the literature, I find that older adults who choose
not to share information with HCPs are poorly understood. Donovan’s and Blake’s
(1992) study suggested that older adults “...crave more information about their disease
and treatment...” (p. 512) which is often not forthcoming from HCPs. A strained
relationship between older adults and HCPs promotes not sharing information by older

adults (Donovan & Blake).

Relationships between Older Adults and Health Care Professionals

There was much written about relationships between clients of all ages and
HCPs. Jourard’s (1971) work, while from the seventies, is timeless as he supported the
claim that decisions to not share information are based upon the manner in which HCPs
treat clients. Jourard described the importance of professionals addressing the experience
of clients:

Hence, many behavioral scientists ignore man’s “self” — his experience of his

situation-since it is essentially a private phenomenon. Others, however, are not so

quick to allocate man’s self to the limbo of unimportant, and they insist that we

cannot understand man and his lot until we take his experience into account (p.

26).
Jourard studied the relationship between student nurses and hospitalized clients, finding
that students who revealed more information about themselves to their families and peers
were more open with their clients. The ‘open’ students created a caring relationship that

facilitated clients disclosing more information confirming Jourard’s theory that

“...disclosure begets disclosure” (p. 66).
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Some studies addressed the link between clients’ stress levels and choosing not to
share information with HCPs (Greene et al., 1994; Johnson, 1979). These studies found
that not sharing information increased as stress levels and anxiety increased. It could be
suggested that client centered models of care as contrasted with medical focused
problem-based models of care facilitated better relationships between older adults and

HCPs, resulting in decreased stress and anxiety, thus increasing sharing of information.

Sensitive Topics

The effects of ageing can be particularly sensitive for many older adults
(Featherstone & Hepworth, 1991) and result in older adults not sharing information with
HCPs (Dugan & Bonds, 2003) and families. Sensitive topics directly related to
underlying values, beliefs, and assumptions therefore vary from person to person and
from generation to generation. Topics sensitive in nature for one person may not be
sensitive for another person, creating uniquely individualized reasons for not sharing
information. Coupland, Coupland, Giles, Henwood, and Wiemann (1988) discussed that
topics deemed sensitive to older adults differ from that of younger adults, implying that
the information that older adults may not share can differ from that of other age groups.

Sensitive topics are attached to strong emotions and the stronger the emotion the
more likely a person will not share the information (Saarni & Lewis, 1993). Sensitive
topics were unlikely to be discussed with physicians by clients of all ages (Bok, 1989;
Coupland et al., 1988; Dugan et al., 2001; Greene et al., 1994). Greene et al. found that
40% of their participants disclosed no intimate content to their physicians. Coupland’s et

al. study focused on how emotionally painful self-disclosure could not adequately be
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studied using quantitative means, confirming the need to use a qualitative method to
study the issue of older adults not sharing information with HCPs. Dugan et al., in their
study on the reasons why older adults choose not to share information about urinary
incontinence with their doctors, discussed that a common concern was the sensitive and
embarrassing nature of urinary incontinence. To further complicate the issue, Dugan et
al. found that unless specifically asked about urinary incontinence, older adults were not
inclined to initiate the discussion. Ageing can often bring about changes that may be
sensitive in nature, which would make it more likely for older adults not to share
information with HCPs.

There is abundant literature about older adults that focused on specific topics such
as, mental health, alcohol and drug misuse, and sexuality. Within the literature there are
discussions about the degrees of stigma attached to these topics and each of these issues
are identified as sensitive in nature thus influencing what information older adults do not
share. While reviewing issue specific topics is beyond the scope of this study, it is
important to note the literature is consistent in describing the sensitive nature of issues
and the degree of stigma attached as being directly related to not sharing information with

HCPs.

Issues and Perceptions of Ageing
Hess (2004) states that we are unable to be objective about ageing because we are
also experiencing ageing, but for some, our curiosity about life experiences of older
adults creates an interest in research (Hess; Russell, 2007). The field of gerontology is

growing but many nurses and other HCPs did not begin by specializing in this area, rather
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they discovered gerontology through job availability (Ebersole, 2004). Gerontology is

still not included in the nine specialty nursing certificates and degree programs offered at
the British Columbia Institute of Technology (n. d.). While it could be argued that
gerontology is integral to the preparation of all nurses, it is important to understand
ageing as a phenomenon that we each experience.

There is little literature on development phases of older adults (Hess, 2004),
which could differentiate the decades. Each adult decade is individually addressed up to
the sixties but after the sixties older adults are often simply lumped together in a group
that included an age span of over 40 years (Ebersole, 2004). Some studies of older adults
did not consider the differences between 65 years olds and 105 years olds adding to the
misconceptions of older adults (Ebersole).

Ageing is seen as a social phenomenon, where some societies are unprepared to
allow older adults to remain in meaningful roles, especially those roles with power and
prestige (Hess, 2004). This phenomenon is apparent in countries with a mandatory
retirement age, where retiring is based on age, not skill or desire. It is only in the past
five years that many of the Canadian provinces have banned mandatory retirement. The
65-year-old mandatory age of retirement in British Columbia, Canada was eliminated in
2008 (British Columbia, Ministry of Attorney General, n. d.). Older adults can now work
past the age of 65 years, where previously the government deemed them as unfit to work
because of their age. These changes, while slow in coming, are indicative of societal
perceptions of ageing and the capacities of older adults ability to work, however societal
perceptions of the capabilities of older adults making decisions related to their health is

still an issue.
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In their earlier work, Rowe and Kahn (1987) found that it was common to treat
ageing as a factor for ill health. It is common for some older adults to experience health
challenges as they age, as chronic diseases tend to multiply as ageing occurs (Hill &
Luggen, 2004). Unfortunately, many older adults have been told to live with chronic
illnesses with little support of how to manage activities of daily living, which contributed
to the perception that to be old is to be disabled or in pain. The perception “to be old is to
be sick” has permeated society and may have led older adults to believe that chronic
illnesses are part of getting old. Chronic diseases then, have infringed on quality of life
creating dependency, which may further led to older adults not sharing information with
HCPs.

In their later work, Rowe and Kahn (1997) found a shift in understanding ageing
where successful ageing included avoiding disease and disability, engaging with life, and
maintaining cognitive and physical functions. Hess and Ebersole (2004) stated the goal
for healthy ageing “...is to delay illness, prevent the ill from becoming disabled, and
assist those who are disabled to function and prevent further disability” (p. 57).
Successful ageing is not the absence of disease or disability; it is living life to the fullest
regardless of disease or disability. Unfortunately, Western society still views ageing as a
disease. Older adults may have not shared their feelings, motives, attitudes, and beliefs
as a strategy to mask what they perceive as getting old. Featherstone and Hepworth
(1991) called not sharing information about ageing the “mask of ageing” (p. 371).

Because older adults are less valued in Western society, they often do not share
information about their loss of independence (Featherstone & Hepworth, 1991; Moore,

1985; Stephens, 1976). Older adults who choose not to share information often want to
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avoid the social stigma of being viewed as old. The fear of being sent to live in a facility
or with family is often a concern for older adults, which may have led to not sharing
about their decreasing independence. To assume though that not sharing information
relates entirely to hiding the effects of ageing devalues older adults' decisions not to share
information with HCPs and their reasons for doing so. To keep ageing in perspective,
HCPs must not make common what is not common (Featherstone & Hepworth), such as
Western society’s erroneous belief that ageing is a disease.

Dugan and Bonds (2003), in a fictional case study, described that not sharing
about falls is common yet the very lack of information itself threatened older adults’
independence. Hearing about falls is exactly what HCPs expected and needed to hear
(Dugan & Bonds). Falls are related to a myriad of problems such as the environment,
individual factors, and treatment factors, (Luggen & Hill, 2004). A perception that
telling HCPs about falling could result in being placed in a facility is not without merit as
almost half of older adults who fell are eventually admitted to care facilities (Luggen &

Hill). Loss of dependence is a factor for older adults not sharing information with HCPs.

Structure of the Health Care System
The British Columbia health care system promotes cure rather than care and this
Western concept creates a social barrier for older adults. Western society treats older
adults as if they are decaying instead of just ageing. Older adults often receive limited
care because the British Columbia Medical Services Plan pays physicians and nurse
practitioners for one medical issue per office visit. This means that older adults must

make a second appointment if they have two health care concerns to discuss. Older
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adults are more likely to suffer from more that one chronic illness, which creates complex
health issues. Having different appointments for various health issues is a barrier to care.

Older adults are often rushed during physician visits, as it is common for
physicians to see two clients every 15 minutes. A holistic approach is required to care for
older adults, who often have chronic multiple health issues and polypharmacy, but the
British Columbia Medical Services Plan does not support this type of approach. With the
creation of walk-in clinics in British Columbia, provision for continuity of physician care
has decreased. Clients may see a different doctor every visit and there is simply no time
in a seven-minute appointment for a doctor to review a clients’ file. Clients must be very
efficient in relating the reasons for their visits. The lack of continuity is not conducive to
care, especially for older adults who have a higher incidence of chronic diseases. “The
current health care system is not linked to community resources in a way that supports
health improvement for the majority of the population” (Government of British
Columbia, Ministry of Health, Medical Services Plan of British Columbia, Legislation
and Governance of the Medical Services Plan, n. d.) leading to further isolation of older
adults.

In British Columbia, older adults have a pharmacy co-payment with the
PharmaCare Plan. When pharmacy cost sharing increased in British Columbia it was
observed that a decrease in prescription filling occurred leading to a discussion if older
adults switched to cheaper over-the-counter substitutes (Li et al., 2007). These authors
also found that clients who did not fill their prescriptions because of the cost, visited their
doctors more often, concluding that office visits were used as a substitute for

unaffordable prescriptions.
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When some older adults are dying, it is commonly heard that they are old so it is
expected, as if one is dying from being old instead of a disease or condition. The need
for end-of-life care for older adults is often overlooked (Black, 2007). Because of this,

palliative services have not always been offered to older adults.

Summary

Both personal and social factors have driven the phenomenon of older adults not
sharing information with HCPs. The choice to not share information has often been an
uneasy one to make. The dictionary defines ‘preference’, a synonym of choice,
“...indicates choice is based on one’s values, bias, or predilections” (Morris, 1975),
confirming the complexity of older adults choosing not to share information with HCPs.

In this study, I explored first person stories of older adults who chose not to share
information with HCPs to increase the depth of understanding about all older adults. The
conceptual framework demonstrates the location of this narrative inquiry with the
experiences of older adults as the central concept (Figure 2.2). The older adults’
experiences are at the nexus of the concepts of: not sharing information with HCPs;
relationship with HCPs; sensitive topics; issues and perceptions of ageing; and the
structure of the health care system. The scarcity of literature about older adults choosing

not to share information with HCPs confirmed the need for this research.
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Chapter 3 — Methodology

When stories are not told, we risk losing our way.
Ann-Marie MacDonald, The Way The Crow Flies

Narrative Inquiry

The very nature of older adults choosing not to share information with HCPs lives
within their stories. Storytelling is not free-floating, but securely fixed in the world of
storytellers (Frid, Ohlén, Bergbom, 2000). The retelling of stories have provided healing
through insights, leading to new worldviews that changed future experiences of
storytellers (Riessman, 2008) as people made sense of their world through storytelling. It
is these stories that interest narrative inquiry researchers.

The interpretive drive of narrative inquiry is to understand the experience of a
storyteller (Riessman, 2008) and is ideally suited to answering my question, “What are
the stories of older adults who choose not to share information with health care
professionals?” Narrative inquiry is not simply a repetition of participants’ stories; it is
the art of telling the stories of others with authentic interpretations by creating
meaningful patterns in the form of a story from what may first appear as a random series
of events (Riessman). The art of narrative inquiry is embedded in the researchers’
understanding of the experiences of storytellers. Narrative inquiry is a written
representation of the spoken word, with researchers and storytellers involved in the
creation (Riessman).

Riessman’s (2008) approach to narrative inquiry guided me to recount the
experiences of the participants. The approach was a journey into the unknown, but that

was part of the process. I looked beyond the words of the participants to their
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experiences and then put those experiences into written word. I created meaning within
the seemingly randomness of the content yet hopefully stayed true to the experiences of
the participants. Riessman’s thematic analysis of narrative inquiry focuses on the story as
a way to present theoretical claims. While language may be ambiguous, researchers are

encouraged to look beyond the words (Riessman).

Locating Myself

Banister (1999) pointed out that narrative inquiry is a process of self-discovery for
the researcher. I am interested in older adults who have chosen not to share information
with HCPs, to not only learn about older adults experiences and choices, but also to learn
about myself as a nurse and as a person who is ageing.

In undertaking the preparatory work for this study, I became aware that I have not
shared information with a nurse, a dentist, and a doctor. I blatantly did not reveal my
weight by giving an incorrect number to a nurse. I did not tell my dentist [ was taking
over-the-counter herbal remedies. I did not tell my doctor I was under chiropractic care.
I intentionally chose not to share information with these HCPs. This awareness of not
having shared information with HCPs did not emerge until I started this research. I find
that explaining why I choose not to share information is not easy, as I am nervous about
being misunderstood and judged. My nervousness signals to me that the process of not
sharing information with my HCPs is much deeper and complex than simply not sharing
a piece of information. My choices have many dimensions. My experiences affect my

choice and these experiences are embedded within my own story.
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Reflexivity involved critical reflection throughout the research process (Guillemin
& Gillam, 2004) and evolves as the research progresses (Banister, 1999). Reflexivity
guided my approach to the research by fostering openness, encouraging me to be willing
to suspend belief, and facilitating the questioning of my assumptions. When researchers
go on a journey with the storyteller, reflexivity is attained by active listening, responsive
journaling, and debriefing. Reflexivity in active listening means responding
appropriately to participants as they tell their stories (Guillemin & Gillam, 2004). Active
listening during interviews occurs in the form of not interrupting, acknowledging
participants’ experiences, and using silence as participants work through their emotions.
It is not necessarily the wording of the questions, but the emotional engagement and
reciprocity in the conversation that creates active listening (Riessman, 2008). Active
listening facilitates trusting relationships with participants which then can elicit rich
descriptions. I attended to each of these attributes of active listening.

Reflexivity in journaling is a process that exposed my taken-for-granted beliefs
(Polit & Beck, 2004). I began writing reflectively before I started my proposal for this
study, which created an awareness of my assumptions (Banister, 1999). I approached
journaling as an active process where [ was encouraged to not simply observe, but
embrace my lived experience and explore how I interpret the experiences of others (van
Manen, 1997). Through the process, I discovered that I am sometimes impatient with
those who do not share information. I do not fully understand the often-sensitive topics
of urinary incontinence or financial status because presently they are not issues for me. If

they were issues for me, I may indeed find the topics sensitive.
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Reflective journaling provided an opportunity to record my experiences and
feelings when I interacted with participants. My reflections were written after telephone
calls and interviews. I also included participants’ tone of voice and body language during
the interviews in my journal. After the interviews were transcribed, I noted the
information from my journal into the corresponding margins of the transcripts.

As a nurse, my feelings are mixed when older adults have chosen not to share
information with me. When the complete information finally emerged, I found it
frustrating and time consuming to re-assess, re-diagnosis, re-plan, re-implement, and re-
evaluate care. I wanted to provide quality care to older adults but worry that I could be
potentially harming them if they have not shared some information. After I discovered
that an older adult had not shared information with me, I wondered every time we talked
if they were again not sharing information, which negatively affected our relationship,
because I felt distrustful. Yet, I also believed that older adults were entitled to make their
own choices, including not sharing information with HCPs.

Debriefing with my supervisor after the interviews provided insights and useful
feedback. Debriefing, as with journaling, created opportunities to expose any biases and
explore aspects of the research that I may have overlooked (Polit & Beck, 2004).
Debriefing occurred as soon as possible after an interview to assist in exposing any such

biases.
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Participants and Recruitment

Participants recruited were adults over 65 years of age, who self-identified as
having chosen not to share information with HCPs in the past five years. Selected
participants were able to clearly articulate their experience in English.

A paid advertisement announcing my need for participants ran for one printing in
The News, a local newspaper (see Appendix A for Advertisement). The advertisement
contained my name and for confidentiality, my cell phone number. I received one
response from the advertisement, but the potential participant eventually declined to
participate because of ill health. Because only one response was generated and the
advertisement was costly, I decided not to advertise again in the other local newspaper.

I placed 8.5 x 11 inch posters in the two local public libraries and a seniors’ drop
in centre. Attempts were made to place posters in other centres but for various reasons,
such as limited wall space and supervisors on vacation, they were delivered but were not
posted. The posters generated one response. News about my research was also spread by
word of mouth as various people asked me about my study, for example when I was
grocery shopping.

I modified the wording on the posters (see Appendix A.1 for Advertisement). [
asked one of the libraries to place the poster in a more central location. I also asked a
reporter at The News if she would like to interview me as a local interest story and she
agreed. I used care in answering the reporter’s questions and kept my request for
participants as the focus. Ten days later, I was profiled in the newspaper. I received six
phone calls within five days. All participants that telephoned were over 65 years of age

but two did not fit the criteria of not sharing information with HCPs. Four participants
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were generated from the newspaper article. One participant expressed interest through
discussion of my research in a social situation and telephoned after reading about my
research in the newspaper article, resulting in five participants for this study.

The newspaper article generated a telephone call from a local non-profit
community organization to be a guest speaker at a weekly seniors’ group. Approximately
40 seniors met my speaking engagement with enthusiasm. I discussed my research,
passed out posters, and asked for those who fit the criteria to telephone me, but I did not
receive any telephone calls. Participant recruitment started March 24, 2008 with the
newspaper advertisement and was completed on June 11, 2008, when I presented my
research to the seniors’ group.

Asking older adults to share what they did not share, was asking participants to
expose themselves, which may have hindered recruitment. Living in a small rural area,
where others often know more personal information than many would want, may have
also been a challenge to my recruitment. Even though I stressed confidentiality and the
use of aliases, there may have been fear of exposure. I also live in the area so participants
and [ may eventually meet at functions or in restaurants, which could have caused some

of them embarrassment by seeing me socially.

Initial Telephone Contact
I explained the nature of the study to potential participants when they telephoned.
I informed them the study was confidential and I described the benefits, inconveniences,
and potential risks. I read the list of questions that I might ask during the interview (see

Appendix B for Questions). I provided time for potential participants to ask questions.
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Recognizing that the initial telephone conversation was the beginning of a relationship, I
asked if the study interested them enough to continue and they all agreed. I took names
and numbers and I telephoned the participants a few days later to arrange a day, time, and

location for the interviews.

Interviews

As a result of being profiled in the newspaper, I found people recognized me on
the street and confidentiality of participants could have been compromised if I met them
in a public location, so I was cautious where interviews took place. Three interviews
took place in the homes of participants, one interview took place in a private business
office, and the fifth interview occurred in my home. The participants determined all the
locations. To prepare for the interview in my home, my spouse left 30 minutes before the
interview was to begin. When the participant arrived, we spent some time with my dogs
so they would not bother us during the interview and I turned off the telephone ringers.

Success of the interviews depended on the quality of relationships between the
participants and myself. I began by asking about information I learned during the
telephone conversations, such as names of pets, which achieved a relaxed atmosphere.
When the potential participant was comfortable, I read the consent form (see Appendix C
for Participant Consent Form) aloud as they looked at their copy. I then asked the
participants to read the form and allowed time for questions. The name and telephone
number of a support person was obtained and the reason for having a support person was
explained. Participants signed two identical Participant Consent Forms. One copy for

was them and one copy was for me.
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I became more comfortable and adept at interviewing with each participant. |
allowed the first participant to essentially control the flow of the interview, but by the last
interview, | was able to easily keep the interview focused on my research question by
ensuring that the participant fully understood the focus of the research. Three
participants shared specific events that they believed were relevant to the research, for
example a relative’s medical condition. I explained that I was interested in hearing what
they had to say and suggested that we could talk after the interview. As I developed
confidence, I became more proficient at redirecting the interviews back to the focus of
my research by saying, “I’m interested in what you said earlier” or “Can you please tell
me more about that?” or “What was that like for you?”

During the interviews, I used semi-structured open-ended questions to facilitate
rich narrative responses (see Appendix B for Questions). Each interview lasted between
40 to 50 minutes. The participants did not become distressed so no support persons were
called. After each interview, I thanked the participants and reminded them to call me if

they had any further questions or concerns.

Data Collection
Data collection was achieved by audio recordings. I used a digital voice recorder
and an audiocassette recorder simultaneously to prevent loss of data should one recorder
have malfunctioned. I carried extra batteries and audiocassettes tapes.
A paid transcriptionist transcribed the recordings. I checked the accuracy of the

transcription by listening to each taped interview while reading the hard copy. Even
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though narrative inquiry looks beyond what is said, verbatim transcription was essential

for accurate analysis. I gave aliases to each participant to protect their confidentiality.

Participant Withdrawal

There was no compensation for participating in this study. Participants were
informed of the right to withdraw from the study during the initial telephone conversation
and during the signing of the Participant Consent Form (see Appendix C for Participant
Consent Form). Although participants had the right to withdraw at any time and were not
required to disclose a reason, no participant withdrew from the study. If a participant had
requested to withdraw, I would have asked if their data could be have been used in the
study. If a participant was willing to have their data included, written consent to use data
after withdrawal would have been obtained (see Appendix D for Consent to Use Data
After Participant Withdrawal Form). If a participant would have decided not to have

their data used, their data would have been destroyed and no further contact made.

Inconvenience and Risks to Participants
One inconvenience to participants was the use of their time and home for those
who offered their homes for interviews. The other two participants drove to their
interviews. Another inconvenience was that storytelling may be tiring, but no
participants required a rest break. Storytelling may create embarrassment or participants

could have become upset by their insights, but this did not occur.
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Confidentiality

The names of the participants in this study are confidential. Personal information
was removed from the transcripts and aliases were used to identify participants. All
audiotapes and information on paper were stored in a locked filing cabinet in my home.
Information in computer files was protected by passwords. Consent forms and alias
information were stored in my home in a separate locked filing cabinet from the
interview data. All paper, except transcribed data, have been shredded, audiotapes have
been be erased, and computer files have been deleted. The transcribed data will be kept

for purposes of possible secondary analysis for five years then shredded.

Ethical Considerations

I worked as an RN in a local facility that provided assisted living and complex
care needs to older adults. I also taught a clinical component of a Residential Home Care
Attendant program for a local college at the facility where I worked and two other local
complex care facilities. I included my name in the advertising so if there were previous
relationships with potential participants they would be aware who they were telephoning.
I had no previous professional relationship with any participants. Socially, I had met one
participant at a function. As previously stated my cell phone number was used, as [ was
the only person with access to that phone. During the initial conversation, I explained
that participation in the research was voluntary and non-compensatory and I read the list
of questions that I might ask during the interview (see Appendix B for Questions).

The reasons for doing my research were stated honestly and respectfully to all

involved. Clinical interventions are more common with researchers who are also nurses
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known to participants in a professional capacity which can create a common ethical
dilemma among qualitative nurse researchers (Holloway & Wheeler, 1995; Wilkes, Cert,
& Beale, 2005). Even though I had no previous professional relationship with the
participants, [ was prepared to provide some clinical intervention, but none was required.

I was under an obligation, as a Registered Nurse, to report any abuse to or by
participants (CNA, 2002). Reporting such abuse would have been the only time I would
have broken confidentiality and this was explained before potential participants become
participants (see Appendix C for Participant Consent Form). If abuse had been reported
to me, which it was not, [ would have explained to the participant the need to report the
information to the appropriate authority. Depending on the situation, I would have either
reported the abuse with the participant present or after I left the interview. The

University of Victoria Human Research Ethics Board approved this study.

Thematic Analysis of Narrative Inquiry

Following Riessman’s (2008) approach, I began by exploring individual
participants’ stories. From my journal, I added my observations of body language, voice
tone, and impressions at the time of the interviews to the margins of transcripts. The
technique allowed for the content of the interviews to be more than the spoken or written
words. [ also discussed my interpretations with my supervisor who assisted in my
analysis.

I used an approach of highlighting text to identify participants’ experiences and
decisions. As I sat with highlighter in hand, I was unsure where I was going. I was

initially led to the point when the participants decided not to share information with their
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HCPs so I began highlighting words and phrases that addressed that event. After

highlighting the event for all the participants, I proceeded to highlight, using a different
color, the text describing the experiences that occurred before the decision not to share
information was made. I then highlighted, in a third color, the experiences of participants
after they decided not to share information. In this way, temporality was used as a lens of
analysis (prior to the event, the event, and after the event).

After all the participants’ text were highlighted for the three experiences, |
compared the text between participants. I then reread the transcripts numerous times
focusing on each word and phrase, regardless of the highlighting, asking if my research
question was answered. From these readings I cross-referenced words and phrases
between participants, which guided me to similarities and differences between
participants. Three themes were identified: the experiences of participants before they
decided not to share information; the time when they decided not to share information;

and interacting with HCPs while not sharing information.

Validity and Trustworthiness
Sample size and saturation are common considerations in some qualitative
research, but narrative inquiry has no such considerations (Polit & Beck, 2004). The key
components determining narrative inquiry following Riessman (2008) are validity and
trustworthiness. Narrative inquiry requires two levels of validity, the stories told by
participants and the trustworthiness of the analysis (Riessman). Analysis is not an
objective process, but rather an engagement by the researcher where validity is assessed

from the perspective of the researcher.
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Narrative inquiry is the art of telling a participant’s story by not following rigid
criteria because rigid criteria can “...simplify what are complex validation and ethical
issues...” (Riessman, 2008, p. 185). Validation in narrative inquiry is not in finding the
absolute truth but rather what is true to the storyteller and researcher (Riessman).

Readers may ask the question, “Why should I believe this writer?” Storytelling
by older adults is a form of communication, where I focused on the themes that allowed
me to relate their stories. Trustworthiness is created by remaining authentic to the stories
told (Riessman, 2008). Following the methodology described above demonstrates
trustworthiness through my interpretations of the data. Authenticity creates validity

because it is true to the process.

Summary
Narrative inquiry, being a dynamic process where participants share stories of
their experiences, is also suited for researchers to engage as co-participants in developing
narrative and meaning (Riessman, 2008). Narrative inquiry is the art of telling the
stories of others, which guides readers to an understanding of the storytellers’
experiences. As a method, narrative inquiry, best answers my question, “What are stories

of older adults who choose not to share information with HCPs?”
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Chapter 4 — Findings

Introduction

This narrative inquiry research included five participants who chose not to share
information with their doctors. All the participants were self-referred and lived in a small
community. Three participants were widowed and two were married. There were four
females and one male. Four had children and grandchildren. Their ages ranged from 65
to 89 years. Four participants were retired professionals, three from health and social
service sectors. All participants had hobbies outside of the home.

It is common in narrative inquiry to begin the findings by describing individual
participants. I did not write individual stories to maintain confidentiality because of the
small geographical area we live in. Instead, I created a ‘composite participant’ to provide
a flavour of the interviews and to aid in appreciation of the richness of the information

revealed by the participants yet retained confidentiality.

The Composite Story of Chris
I named this composite Chris, a female, because four of five participants were
female. Chris is 77 years old, living alone in her own home after the death of her spouse.
She has children and grandchildren with whom she is in contact, but they do not live in
the same community as her. Chris is a retired teacher with hobbies, such as bridge and
gardening. Watching the health care system decline throughout the years has created

frustration for Chris and she has some specific ideas on what should change. When she
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spoke about the problems of health care system and the impact on her family, friends, and
herself, she became very animated.

Chris is on daily medication for rheumatoid arthritis (RA). She shared with me
that she sometimes has pain, but that she no longer shares this information with her
doctor, as he has ignored her when she has told him in the past. She asked for a specialist
referral, which her doctor kept putting off for reasons she does not fully understand.

Chris sees her doctor every three months for a prescription renewal, but no longer
initiates any verbal interaction with her doctor. She returns to her doctor for the
prescription renewal because she believes that the medication she is taking is beneficial
for her health, otherwise she would not return to her doctor at all.

Chris researched the Internet and believes she fully understands the use of
supplements that aide in managing the pain of RA. When she presented the information
to her doctor, he refused to read the research and threw the papers on the table saying that
he did not believe in “that stuff.” Chris decided to take supplements and not tell her
doctor. Chris recently began seeing a naturopath physician. After experiencing her
doctor’s behaviour, that Chris called unprofessional, she has decided not to tell her doctor
that she is seeing a naturopath. Chris is not sharing this information with her doctor
because she is concerned her doctor may tell her he will not care for her anymore. She is
not concerned about going to another doctor; rather her concern is that there is a shortage
of doctors in the community.

Chris did not refer to herself as old during our interview, but rather as a person

who is doing her best to take care of herself. She presented as a strong minded and
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independent woman. Had I only read the transcript of her story and not seen her, I would
not have known she was an older adult.

Chris was very adamant that her confidentiality be maintained for her to
participant in this research. She did not want her friends or her doctor to know that she
did not share information with her doctor. She was hesitant to share that she did not
share, but she decided to tell me because she needed someone who would listen. At the
end of the interview, Chris told me she felt better that she got her not sharing about not

sharing “off her chest.”

Participants

Each participant had a specific story they wanted to tell, that appeared to be the
central reason for their willingness to participate. Choosing not to share information with
their HCPs was present in each story, but the stories differed significantly in content.
Stories included a sudden death of a spouse, alcoholism, perceived dislike by a doctor, a
general lack of trust in doctors, and frustration with the structure of the health care
system. The diversity among the participants was evident as one participant was very
forthcoming in relating why they chose not to share information, while another
participant stated they did share information with their HCP, yet they told of times when
they did not share information.

Participants differed in their levels of confidence when talking with their HCPs.
One participant was proactively verbal with the HCP which resulted in receiving care that
she believed was best for her. Another participant was less talkative with his HCP, but

equally proactive in finding the care he wanted by including alternative practitioners. At
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the other end of the spectrum was a participant who was quiet and passive with her HCP,
which appeared to result in her receiving care that was less than she desired. Some of the
stories included experiences of family and friends who participants believed were cared
for inadequately, that emphasized participants’ frustrations with HCPs. Four participants
knew what they wanted to say before I arrived for the interviews. One participant waited
for me to ask questions. The diversity between participants and their stories was
pronounced, demonstrating the individuality of each participant even though they have
common experiences of not sharing information with HCPs.

All the participants defined their HCPs as doctors. Three participants also
included doctors who were caring for their spouses. Other HCPs were referred to in
passing. One participant told me that her doctor demanded that she choose between
listening to him or the pharmacist and it was not until the interview that she viewed
pharmacists as HCPs. Another participant referred to a radiation technologist as a HCP,
but experiences with doctors were her main experience with not sharing information.

At the time of the study, all the participants were seeing their doctors every three
months for prescription refills. All participants were choosing not to share information
with their doctors during those visits. From the narratives, three themes emerged:

[lusions of Care; The Last Straw; and the Mask of the Non-sharing Older Adult.

Themes
lllusions of Care
All participants had expectations about the roles of doctors that were based on

their values and beliefs. I found myself feeling shocked and outraged during the telling
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of their stories, which demonstrated that I had similar expectations. Participants had
expectations that doctors would: believe them; have time to provide adequate care; listen
in an active engaging manner regardless of the content or the efficiency of the
presentation; and offer support on a wide range of life experiences. From the
perspectives of the participants, these expectations were rarely realized.

Both Will and Eleanor believed it was beneficial to share information with their
doctors. Will said:

I have always related with my doctors and with my professional healthcare

people as openly and honestly as I possibly could realizing that that’s the best for

them and the best for me I mean they can only help me if I tell them everything

and share everything with them.
Eleanor told me that, “...I’d always believed you should tell your doctor everything so
they can discover what’s wrong with you or help you to avoid being sick....” Will and
Eleanor had high opinions in doctors’ ability to care for them. Yet, both Will and
Eleanor had underlying beliefs that doctors were selective in accepting clients. Will was
hospitalized and had no family doctor and was looking for a doctor to be discharged into
his or her care when Will told me:

what doctor would take a sick person already, you know, they like you to be

healthy and then if you get sick when you’re seeing them, that’s one thing but,

you know, to actually have a doctor take you when you’re sick is not the best

thing and I understand that but anyway so that is the situation that I was in.
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Eleanor was “...not well...” when she had her first appointment with her doctor. She
told me that he said to her “...maybe you’d be more comfortable with somebody else....”
But Eleanor knew:

he was talking about himself that he would be more comfortable without

me there and because...he had brought it up not me, it would be different if

I had brought it up, right, then it would be me.

So Eleanor “...always had sort of an on/off relationship and I felt a lot of the time that he
doesn’t totally believe me but that’s okay....”

Will and Eleanor believed that sharing information with their doctors was the best
way to care for themselves. Will’s gratefulness that a doctor accepted him when he was
sick suggested that Will had heard stories about doctors not accepting certain clients.
Eleanor did not seem shocked that her doctor suggested she find someone else, which
indicated that Eleanor was familiar with this practice or treatment.

Maria expected that her doctor would have time for her and would like her doctor
to slow down and listen to her, but he was always in a rush and does not have or does not
make time for her. Maria said, “...I just felt [ was wasting my time because I don’t rush
to the doctor unless I really need to go.” Maria was the only participant who made a
comment to her doctor. As she described it, her doctor was yet again rushing out the
door during an appointment, when she informed him that it was time for a holiday but she
did not think he connected her comment with his behaviour.

Rose had “...total confidence...” in her family of origin doctor who she saw for
31 years, but feels differently with her present doctor saying that “...you’re new, he’s

busy, he hasn’t been part of your life, you know, that kind of thing....” She spoke about
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clients feeling like they should not take up doctors’ time when she said, “...I am really
concerned with doctors, what appears to me, this is broad, lack of time...but I think we
have this perception that we should only take a certain amount of doctors’ time....” She
expressed nostalgia for the doctor that cared for her family of origin years ago saying,
“...yeah, I’d like, I’d like doctors again to be like my first doctor was, he got busy as the
years went on but, um, always seemed to be there when I needed him.” Rose was aware
that her present doctor was not always available.

Isadora expected her and her husband’s doctor to make visits to her husband, who
was living in a long-term care facility, but the doctor told her he did not do nursing home
visits. Isadora expressed anger and told me she had a fight with the doctor after her
husband’s death. She expected that their doctor would continue to care for her husband
even if he lived in a nursing home. She explained to me that she has “...no faith in
doctors so I’m very critical of doctors....”

Maria was the only participant who talked about gender and ageing. She very
pointedly told me, “...all the doctors, they don’t want to face up to long care of people
who have these things” referring to chronic conditions associated with ageing. She
further explained, “...doctors don’t like women and they don’t like nurses, and old
women they can’t stand, that’s geriatrics, they can’t stand old people....”

From their unmet expectations of care, participants developed assumptions about
relationships with doctors. Isadora and Will experienced that their doctors were no
longer helpful to them, so they changed doctors. Years ago Isadora cut herself and went
to her doctor asking for a tetanus shot. Her doctor disagreed but Isadora got the shot

saying, “...the argument went forward and back and I won....” After being in good
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health for many years, she returned to him for a newly developed chronic condition, and
found that during her weekly visits “...he practically snarled at me, [I] think he hated the
sight of me....” The experiences with her doctor left a lasting impression but it was his
treatment of her dying spouse that prompted her to change doctors saying, “...that doctor
treated [my husband] rotten and I feel it was because of me....” When Isadora made a
suggestion about her husband’s care to her doctor he told her “...to shut up...and so I did,
so I never spoke to him again either, I left there and then I went to another doctor.”
However, upon reflection, Isadora continued with her first doctor for a while longer
before she made a change. Isadora told me “...I couldn’t stand that doctor...he held a
grudge about that, you could tell it, it was so plain” referring to the tetanus shot.

When Will showed his doctor supplements he was taking, the response from his
doctor was “...very negative...” and Will understood that his doctor did not believe in
supplements. Will was not familiar with a doctor that disapproved of supplements and
did not “...feel that [the doctor] could be a positive influence in my recovery....” Neither
Isadora nor Will spoke to their doctors about their feelings.

Rose is a member of a cancer survivors support group that presents information to
women in the community. She “...passed on information...” to her doctor about the
work this group is doing. She reflected, “...it probably didn’t make him very
happy...and I don’t think he likes me talking about, informing him about...” what this
support group is doing. Rose did not say why she thought this but seemed to have an
opinion that doctors do not like or appreciate receiving information from clients or from

sources other than the doctors themselves.
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At a prearranged appointment for her husband in a speciality clinic, Eleanor asked
two technologists to get the doctor immediately because her husband was complaining of
severe pain. Eleanor was told the doctor was busy, even though they did not attempt to
check the doctor’s availability. Her continued complaints were ignored until her husband
collapsed. Then the doctor arrived but her husband died resulting in Eleanor severing
any future relationships with the speciality clinic. She has vowed never to set foot in this
clinic again. Another family member is receiving care at the clinic, but she has kept her
word and refuses to enter it. Eleanor said, ...I still couldn’t understand their reaction to
totally ignore me and not help him. I mean what have they got to lose if they listened to
me and help him? I couldn’t understand it, I still don’t....”

Maria did not find doctors in general to be helpful and told of three occasions
where she had experiences that particularly upset her. One occasion related to Maria’s
friend who had what Maria perceived to be some serious medical concerns, possibly
dementia, and her friend’s doctor said her friend was “...fun, such a pleasant woman, he
looked forward to her visit, didn’t do a thing, not a thing.” Maria was very concerned for
her friend but neither Maria nor her friend’s husband could get the doctor to believe them
about her friend’s condition.

On another occasion, Maria had an experience with her dying husband’s doctor
where she believed she had to appease the doctor. The doctor said to her “...it’s all your
fault” in reference to something Maria did not fully understand when she said, “I don’t
know, I don’t know what that was so I tried to talk him down on that one....” Instead of
the doctor offering support and suggestions to Maria, she believed he verbally attacked

her. The last event for Maria was when she discovered that her doctor monitored, by
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blood test, a specific organ that her chronic disease may compromise, without informing
her of the reasons for the test. Maria said, ““...well, he might have told me, maybe I
should have been watching, maybe there are things I could have done....” Maria found
the lack of information from her doctor upsetting.

The participants were struggling to have collaborative relationships with their
doctors. Will summed up his opinion of what doctor/client relationships could be when
he said, “...the relationship between doctor and patient they should work together....”
Isadora laughed when she said that she was “...a little bit, um critical of doctors...I
worked with them....” Eleanor said “...I’m not very good with doctors like I used to be a
nurse and I, I, I guess really I don’t like them very much in the long run of things.”

Maria said, with some sarcasm in her voice, “he thinks he, he has kept me alive all these
years....” Isadora, Eleanor, and Maria had low opinions about doctors but were reliant
on the doctors for their prescriptions.

From the participants’ perspectives, their doctors were not engaging in their
health care. Participants stated they are not believed, not listened to, and their knowledge
from life experiences, the Internet, and support groups have been ignored. All the
participants experienced their doctors not meeting their expectations. These experiences

with doctors led to a moment of decision where the participants had had enough.

The Last Straw
The Encarta World English Dictionary (n. d.) defined a last straw as “a minor
annoyance that, because it comes at the end of a series of other misfortunes, turns out to

be the thing that makes a situation unbearable.” All participants had a last straw event, a
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significant occurrence that caused a change in their relationship with their doctors. As
was suggested in the dictionary definition, the last straw was often minor. The result of
the last straw though is significant, and resulted in participants distancing themselves
from their doctors by not sharing information. The information not shared was
information the participants believed may have compromised or complicated
relationships with their doctors. The information may have been beneficial to their health
care. However, in the Last Straw, participants gave up their hopes and expectations of
collaborative relationships with their doctors. There was a resigned acceptance that their
doctors were not going to change.

When Isadora changed doctors, she was hoping to have a better relationship
where her new doctor would not hold a grudge. Instead, she found him to be like her first
doctor, when he accused her of diagnosing herself and making up a case of angina.
Isadora’s belief was that her second doctor treated her in this manner because her chart
included comments from her first doctor that related to Isadora being “...stubborn and
insisted that [she] knew more than the doctor” or something to this effect. She believed
that her second doctor read what her first doctor wrote and decided she was “stubborn”,
so she stopped initiating conversations with her doctor.

Will found he got along well with his second doctor until he showed him the
supplements. Will found this doctor’s response “...was really negative...”, much like the
first doctor. So Will researched his supplements on the Internet and took the “...research
reports of clinical studies...” to his doctor. His doctor did not read the studies, telling

Will that he did not believe the research. Will, with a good understanding of research,
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continued to take the supplements but did not tell his doctor, which was against his
philosophy of working as a team with this doctor.

When Eleanor voiced her grief about her husband’s unexpected and difficult
death with her doctor, his manner relayed to her to ““...smarten up....” He told her
“...that was enough now, you continue your life, its all done, oh well, so what....”
Eleanor said that her doctor “...seemed almost annoyed...what, what does he have to be
annoyed about, ’'m the one who’s supposed to be annoyed here....” Eleanor recognized
that her doctor’s judgement, that she should get on with life, did not fit with her need to
grieve and talk about the difficult circumstances of her husband’s death. These
experiences led Eleanor to not wanting to see her doctor again.

Rose relayed some information to her doctor that she received from her
pharmacist and he replied, ““...you’re going to have to decide who you’re going to listen
to.” This comment suggested to Rose that her doctor behaviour was counter-productive
to her care, as he did not believe in a team approach to Rose’s health. Rose reflected,
“...I didn’t feel the connection with my doctor as I had...I think there was a change that
started when he said that to me about, about the woman, about the pharmacist, I think that
started then....” A second event occurred when her doctor forgot her concern of a
specific cancer with hereditary factors, which her mother died from. Rose said, “...I just,
I couldn’t believe that he didn’t remember...I was just floored....” Rose went on to
explain “...I think I was really at the, the final point where I thought I didn’t feel the
connection with my doctor as I had....” Rose had an expectation that her doctor would

remember information that could be life threatening to Rose.
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Maria asked her doctor to send her to a specialist and he refused her request,
telling her the prescription he was giving her was the same one a specialist would give
her. She was unhappy with his decision and told me that she “...won’t ask him to send
me again.”

There was a change in participants’ attitudes, when they decided to relate
differently with their doctors by not sharing information with them. The participants
were aware they could not change how their doctors behaved, but they could change the

information they gave to their doctors, thereby controlling their doctors’ responses.

The Mask of the Non-sharing Older Adult
Participants explained how they interacted with their doctors after they choose not
to share information. Will said his doctor “closed me down...and I didn’t want to share
anything with him, I just wanted to get away from him” which resulted in Will not
sharing that he continued to take supplements and was also seeing a naturopath saying:
I just feel because of the experience I’ve had already that it wouldn’t benefit it
would just muddy the waters, it would just make waves and that’s the last thing
I need at this point...I can’t tell him about the other stuff because he wouldn’t
understand anyway and if he doesn’t understand he’s going to be negative.
Isadora said:
I go for my pills, I take blood pressure pills and I just go, he tells me to come
once every three months, so I go once every three months, he checks my blood
pressure and gives me a prescription for my pills, I get them filled and that’s it,

that’s what I’ve been doing for the last two to three years...he looked at my file
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and he said oh we haven’t done a blood test or anything for at least a year and I, I
don’t say anything so he ordered some blood tests so I go and get some blood
tests.

Eleanor said:

I don’t want to see him really...I don’t want to see him and I won’t go unless

I, well I have to go every three months to get my drugs redone but other than that

I don’t and he keeps telling me I have to come for a, an annual exam and all these

other things I’m not going, I haven’t gone, I don’t know when or if I ever will to

be honest.

Rose believed that she should share some specific information with her doctor but
choose not to because “well the consequence will be the same attitude probably that I’ve
had from him before...he’ll be critical....” She acknowledged that she diverts the
conversation by excessive talking “oh yeah and then when I’m in there I’ve got all other
things to talk about but not that” so that her doctor did not have an opportunity to ask her
questions. Rose says, “...I can’t lie to him, I can’t lie...” to her doctor, but she does not
offer the information.

Maria shared with her doctor only if he asked questions, but she found her doctor
does not ask her any questions “...because he’s moving to the door to go out.” Maria felt
she is wasting her time going to her doctor because he is too busy to ask questions.
Maria’s belief is that ““...he should ask me those things...” referred to her belief that her
doctor should ask why she was there. Maria’s comments indicated her desire to not

interact with her doctor.
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Will, Isadora, Eleanor, and Maria answered their doctors’ questions but did not
initiate conversations while Rose diverted the conversation with excessive talking. The
intention of not sharing information was present with all participants. For these
participants, not sharing information was intentional and pre-planned. The participants
had a desire to share with their doctors, but they were treated as if they knew nothing
about their bodies. Will said “...so once again I got, kind of put up a shield and a
defensive thing...” when he sees his doctor.

Rose and Will used the media and Internet to gain knowledge about their health
conditions and concerns. They demonstrated a thirst for knowledge to be partners in their
own care. Maria’s expectations were that her doctor was her source of medical
information; that he should know the questions to ask and the solutions to her health
concerns.

At the time of the interviews all participants had no plans to change the way they
related to their doctors - they will continue not to share information. With their ages and
chronic diseases the chances of needing more than their current prescription refills every
three months is certainly a reality. Isadora, Eleanor, and Will have thought about the
future when they may require more care. Isadora stoically told me, she was “...tough, I’ll
survive and I’1l live till I die.” However, later in our conversation she reflected that she
does worry about the future saying

I get something wrong and I’m bound to...and I don’t know who else to go

to....” and “...I don’t know what I would do if I got sick because I can’t talk to

my doctor...so I’m stuck and there aren’t any other healthcare people that I know

of.
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Maria also made a stoic comment saying, “...because I can usually get through those
things, I’ve got a thick skull.” She did not refer to plans for her future. Eleanor was
unsure about having her overdue annual physical saying,

I don’t think it will matter for this time, um, not really, I mean, no, I don’t think

it will matter, and in the future I might go and get the, you know, what he wants

me to do I might, I don’t know now.

Will was fearful that if he discussed the supplements again that his doctor
“...might take a more aggressive negative stance, um like I said to the point of just, you
know, firing me as a patient.” Isadora told me “...I can’t argue with the doctor” which
demonstrated an understanding that the doctor is in charge. Will’s and Isadora’s
experiences have led them to believe that their doctors are in charge and have power over
them, leaving them in vulnerable positions. The “power-over” relationship was also
evident when Eleanor was ill and her doctor suggested she look for another doctor.

Increased need of a doctor is a factor of ageing. Isadora had given some thought
to her future health care whereas Maria said she was not nervous about her health
because she has always looked after herself, yet Maria is having difficulty in getting her
doctor to refer her to a specialist. Will has pretended to follow his doctor’s advice about
not taking supplements while continuing to take them. Eleanor was unsure what she
would do for her future health care. At the time of the interview, she was not concerned,
but she appeared weary when she talked about making future decisions regarding health
care. Rose told me “...I just thought, em, take care of yourself....”

The participants experienced anxiety from not sharing information with doctors.

Being selective in what they said during doctor appointments, also led to some
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participants finding themselves in conflict with their philosophy and beliefs that sharing

and interacting with doctors was important to their health care. If the doctors have any
awareness about the participants not sharing information, it was not apparent to the

participants.

Summary

The flow of the themes: Illusions of Care; The Last Straw: and The Mask of the
Non-sharing Older Adult were similar in each of the participants’ stories. Participants
expected their doctors to believe them, have time for them, listen in an active responsive
manner, and be open to suggestions and discussions. However, participants experienced
their doctors as being too busy for them, selective in accepting clients, and emotionally
unavailable. Commonality and diversity among participants was present, adding
authenticity to the findings. Regardless of the similarities and differences between
participants’ stories, the findings showed that the participants are at risk when they

choose not to share information with their doctors.
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Chapter 5 — Discussion

The purpose of my research is to explore the experiences of older adults who
choose not to share information with HCPs. I use the narrative inquiry methodology of
Riessman (2008) to listen to the stories of five older adults. I identified three narrative
themes using interpretive analysis of the participants’ experiences: //lusions of Care, that
describes the participants’ experiences with doctors before they choose not to share
information; The Last Straw, the incident that caused participants to choose not to share
information; and The Mask of the Non-sharing Older Adult, to explain how participants

interacted with their doctors after they choose not to share information.

Significance of the Study

Older Adult and Doctor Relationships

This study presents a view of the relationships between doctors and older adults
who chose not to share information with them. The participants in this study described
continuously struggling to develop a shared responsibility for their health, only to feel
ignored, not believed, and threatened. Older adults require collaborative relationships
where doctors are in partnership with them (Donovan & Blake, 1992; Playle & Keeley,
2001), to make informed choices about their health and health care so that they are more
likely to share information and thereby decrease the risks they are taking (Lovell, 2008).

Participants in my study describe their doctors’ behaviours as the reason for not
sharing of information. Two participants changed doctors, only to find that their new

doctors behaved in similar manners. Participants describe their doctors as controlling
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information, both given to and received from, the participants. The behaviours of the
doctors eventually result in the decision of the participants not to share information.

Some medical schools teach respectful behaviours with an emphasis on
developing positive client relationships (Gordon, 2003; Parker et al., 2008). It is
unknown if the doctors referred to in my study received such courses in professional
development as part of their curricula. I find it surprising, and in fact shocking, that
participants experienced their doctors’ behaviours so negatively, particularly with some
medical schools addressing positive relationships with clients. However, if the doctors
referred to in my study graduated from the “old school” where doctors were considered
the gatekeepers of information, it may be not so surprising. It is important to note that
this study did not include the doctors’ perspectives of the participants.

Today older adults bring knowledge from many sources and may be more current
in some aspects of treatment of their diseases than their doctors (Lovell, 2008). In my
study, one doctor told a participant that he did not believe in alternative supplements even
when the participant showed him the information he had researched on the Internet. This
example demonstrates that today, older adults have more access to knowledge, through
the Internet, support groups, and knowledgeable family and friends.

Alternative supplements and therapies are becoming more common, with the
number of visits to alternative practitioners outnumbering visits to doctors in the United
States (Barrett et al., 2000). It is common that clients who visit alternative practitioners
do not tell their doctors (Barrett et al., Lovell, 2008). These finding are consistent with
my finding, where one participant who visits an alternative health care practitioner,

chooses not to tell his doctor because of the previous comments about alternative
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supplements his doctor has made. Client visits with alternative health care practitioners,
or even other doctors, are seldom addressed in the literature.

Hareli, Karnieli-Miller, Hermoni, and Eidelman (2007) state there have been no
studies before 2007 that considered doctors’ feelings when clients found other doctors.
The authors state that some doctors experienced hurt feelings when clients left them,
especially if the relationship was lengthy and the clients had significant social and
financial status. As older adults are often considered less valued in Western society, it
may be that older adults’ leaving a doctor’s care has little impact on their doctors.

It is unknown if the doctors referred to in my study behave in the same manner
with their other clients who fit into different age, socioeconomic, and educational groups.
Did the doctors referred to in my study treat their other clients differently than my
participants, and if so is it because of the participants’ age, financial, or educational
status? What is clear is that there is a range of questions still unexplored that would be
beneficial for future studies.

Whatever the origins of the encounters the participants have with their doctors,
the participants face the very real dilemma of how to continue receiving care from their
doctors. Choosing not to share information is a way for participants to continue with
their doctor visits yet keeps some distance from what they perceive as barriers to sharing

information.

Ageing as a Non-issue
None of the participants expressed concern about ageing, losing their

independence, or being placed in a facility, which is often identified in the literature as a
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factor for not sharing information (Dugan & Bonds, 2003; Featherstone & Hepworth,

1991). The participants did not suggest that the behaviours of their doctors were related
to being older. Only one participant in my study stated that a doctor did not like or want
to care for older adults. The participants did not refer to themselves as being old, so did
not view the comments and behaviours of their doctors as related to their age. This self-
view is common, as older adults often do not see themselves as old (Cremin, 1992).

More first person research is needed to truly understand if older adults view their ageing

as a factor for some of the less than desirable behaviours of their doctors.

Sensitive Topics

After I read the literature, I had wondered if sensitive topics might present as
factors for not sharing information, but only one participant discussed alcoholism as a
sensitive topic for her not sharing information. The other four participants did not
discuss sensitive specific sensitive topics as the reason for not sharing information. The

sensitive topic for the all the participants was sharing that they did not share!

Sharing They Did Not Share

Advertisement in the local newspaper, placement of posters, rewording and
reposting posters, being profiled in the local newspaper, and speaking to a seniors group
about the study generated only five participants. The two communities in which the
participants lived have a higher than average population of older adults in Canada with
median ages of 55.0 and 60.0 (Statistics Canada, 2006). The small number of

participants was a surprise to me considering the large population of seniors in the area.
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Some older adults may not have responded to the advertisements because they
could not read, did not get out to public places to view the posters, or were too ill to
participate. Some older adults may not have participated because the small geographical
area created a fear of exposure. Perhaps only the older adults with the worst experiences
became participants of my study, as it is often only the worst experiences that people
discuss. Were the five participants, plus one who was unable to participate because of
illness, the only older adults in the area who did not share information with HCPs? Did
some older adults not participate because they believed they did share information with
HCPs? One participant said she shares information with her doctor, despite volunteering
for the study, but contradicted herself during the interview when she told me about her
experiences that led to her not sharing information with her doctor. Overall, the topic of

sharing that they do not share is sensitive in nature to the participants.

Older Adults in the Health Care System

The structure of the British Columbia health care system promotes cure rather
than care, which tends to promote power-over relationships between HCPs and their
patients. It is no wonder that the older adults in my study had issues with perceiving their
doctors behaviours as being counter-productive to sharing information. Some of the
participants’ experience they are rushed during office visits and attribute this rushing to
the doctor being uninterested in their concerns. The commonly experienced seven-
minute appointment time to discuss only one condition is certainly not conducive to

developing positive older adult/doctor relationships.
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It must be acknowledged though that doctors are also working within a system
that constricts their time and the number of clients they are permitted to see in a day.
Doctors are often rushing to stay on time because the next client is waiting. I complain if
I have to wait for my appointment when my doctor runs late. I believe my doctor is
wasting my time by keeping me waiting. Time is now a commodity in the doctor-patient
relationship. The health care system has created barriers to the older adult-doctor
relationship, which may negatively influence the quality of care (Lovell, 2008). Shared
responsibility for one’s health is challenging as the health care system is designed with
doctors to be the primary decision-makers. The pyramid of professional power is also
evident as other HCPs, such as nurses, take “orders” from the doctors. The issue of how
the medical model health care system creates barriers for both older adults and doctors

could be addressed in future research.

Limitations of the Study
Participants' Definition of the Term “Health Care Professionals"

The participants in this study self-defined the term ‘health care professionals’ as
being medical doctors. Two participants referred to other professionals as HCPs, but
these were only mentioned incidentally. It was not until the interview that a third
participant realized that pharmacists are also classified as HCPs.

Further research is needed to understand what the term ‘health care professional’
may mean to older adults. I used the term ‘health care professional’ to encompass any
health professional, in the hopes that participants would be free to discuss not sharing

with those other than doctors. I did not use the term ‘heath care providers’ because
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providers can be those who are not professionals, such as nurse aides. The medical
dictionary defines the term ‘health care’ as all services available by medical professionals
(Venes, 2001) yet “allied health professional’ is a term described as those who are
specially trained, such as physiotherapists, (Venes) but not doctors and nurses. Older
adults cannot be expected to understand the term ‘health care professional’ if HCPs
themselves cannot agree on a definition. Upon reflection, I would consider using a
different term if I was to continue with the research. However, more research is needed
to determine if doctors are the only HCPs the participants did not share information with

or if doctors are the only professionals that the participants identified as HCPs.

Multiple Stories

It is unknown if the participants in this study are referring to only two doctors in
the community but it is more likely that the doctors referred to are more than two. It is
even possible that seven different doctors are being referred to, as there are
approximately 30 General Practitioners in the community.

As I reflect on the finding of this study, I am surprised by the participants’
perceptions of doctors. Three of the participants, two retired nurses and a retired social
worker, worked with doctors in a professional capacity before they retired. They
admitted to being critical of doctors from their work experiences with doctors, yet it
could be argued that they have more highly developed skills in communicating their
issues to physicians. The work experiences of these three participants are embedded in
their present day experiences influencing their feelings about the care their own doctors

provide.
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This study does not include the stories of the doctors that the participants refer to.

Not hearing the stories of the doctors creates a limitation in understanding the
relationships between the participants and the doctors. Future research could include not
only the perceptions of doctors, but also alternative practitioners and family members to

provide a more complete picture to this complex issue.

My Understanding

Returning to the beginning, I understand the factors that may have influenced the
decision of the older woman in the ophthalmologist’s office who did not share that she
could not see after her procedure. I now have a better understanding of the complexity of
the phenomenon of older adults who choose not to share information with their doctors.
From the literature search and my own experience, I was aware before I interviewed
participants that older adults placed themselves at risk when they did not share
information. I thought not sharing information would present as a one-time event or as
the literature discusses, related to specific issues, such as falls. I was unaware that not
sharing of information could be a continuous way of being. I now understand that the
participants are at risk from worsening chronic conditions or undiagnosed new conditions
or diseases, if they do not share information on an ongoing basis.

There is discussion in British Columbia that in the near future some clients can
receive certain prescription refills from their pharmacists, without seeing their doctors. I
wonder how this possible change in the health care system will affect the participants in

my study. From the intensity of the feelings of the participants, I perceive they will not
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return to their doctors if they do not have to which may lead to not returning to their
doctors should new conditions develop.

The phenomenon of older adults not sharing information is much larger than what
this study discusses. Future research could include many more factors, such as
understanding the doctors, how participants present themselves during visits, and if

participants would share information if their health changes.

Contributions of This Study for All Health Care Professionals

Historically, all HCPs, not just doctors, are engaged as the gatekeepers of
information, sharing with clients what they think clients should know. To encourage
interdisciplinary care, Health Canada funded the initiative, Enhancing Interdisciplinary
Collaboration in Primary Health Care (ECIP) (n. d.), for primary health care. EICP
acknowledges the need for research that is relevant to all primary health care disciplines.
Following the EICP initiative, all HCPs can profit from reading my study, which will
improve communication between HCPs and older adults.

This study tells HCPs that they need to interact with older adults in a manner that
creates a safe place to share. HCPs need to be aware that older adults are interested in
their own care, need time to ask questions, do not view themselves as old, and are
knowledgeable about their conditions.

First person narratives are an effective tool to understand the stories of older
adults who choose not to share information with HCPs as it facilitates learning about the
experiences of the participants rather than just learning about them from researchers’

points of view. First person accounts are significant to all HCPs, even though in this
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study doctors are the professionals that participants chose not to share information with.
When HCPs have a collaborative relationship with clients, clients feel safe to share
information and HCPs are more likely to perceive subtle changes in the clients’ condition
when there is a trusting relationship (Rini, 2004).

Narrative inquiry provides an effective method to study the complex phenomenon
of older adults who chose not to share information with HCPs both the personal and
social factors of older adults not sharing information is illuminated. Appreciating the
complexity of the phenomenon provides HCPs with a better understanding of older

adults.

Implications for Care

Chronic health conditions require a correct diagnosis. Early diagnosis provides
older adults with opportunities to learn about their conditions and how to live with them.
All the participants have at least one chronic condition that requires a visit to their doctor
every three months for prescription refills. This choice to not share information appears
not to have had a notably negative impact so far, but the question remains "What will
happen when their condition worsens or they develop another condition or disease.”

The future health of the participants in this study is of great concern. One
participant had chosen not to have a physical examination, which is overdue. Another
participant has self-diagnosed and treated herself with prescription medication remaining
from a previous treatment. Some participants did express concern for their future health
care. Each participant believed that they must care for themselves and not rely on their

doctors. The participants will determine for themselves when to seek additional medical
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attention. The risks participants are placing themselves in were not fully described in this
study and therefore remain unknown. More research is needed to understand the health

risks older adults take when they do not share information with doctors.

Implications for Future Research

Older adults in this study made the decision not to share information after
enduring behaviours from their doctors that they perceived as counter-productive to
sharing information. More research is needed to explore if doctors treat older adults
differently from their other clients. Research focusing on doctors’ behaviours and
attitudes regarding older adults are absent from the literature. Gaining the doctors’
perspective may broaden the overall understanding of the relationship between doctors
and older adults.

Future research should include HCPs other than doctors. It is important for all
HCPs to gain a better understanding of older adults who choose not to share information.
Future research should take into consideration any differences between communication
between doctors and older adults and between older adults and other HCPs. It is also
important to understand how HCPs can assist older adults in sharing information.
Research that includes both older adults who do not share information and the HCPs
themselves will further enhance understanding the phenomenon.

With participants placing themselves at risk by not sharing information, it is
important to understand how conditions and diseases may worsen or develop. Future
research should include ways of discussing the risks that older adults place themselves in

when they do not share information with HCPs. It is imperative though that older adult’
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choices are respected as this study shows that older adults make choices about not sharing

information based on their relationships with HCPs regardless of the risk to their health.

Summary
Older adults’ choosing not to share information with HCPs is a multi-faceted
phenomenon that is not easily explained or understood. This study does not solve the
concern of older adults not sharing information with HCPs but it does present a glimpse
into the older adults’ experiences. Understanding the experiences of older adults will
inform and guide the practice of HCPs, leading to better communication between

themselves and older adults, resulting in older adults sharing information.
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Appendix

Appendix A — Advertisement

VOLUNTEERS NEEDED
FOR A NURSING STUDY

* Are you 65 years or older?

* Are you aware of choosing not to
share some information with a health
care professional in the past five
years?

If you answered yes to the above questions I would like to hear

about your experience. The interview will take approximately
60-90 minutes of your time with a possible follow up interview.

The research is confidential, unpaid, and voluntary.

[ am a Registered Nurse in the master’s program at the University
of Victoria but living in Qualicum Beach.

For more information please call

Shelagh Brennan, RN, BSN
250-951-7077

This study has been reviewed by and received ethic clearance through the University of
Victoria Research Ethics Board.
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Appendix A.1 - Advertisement

DO YOU TELL YOUR HEALTH CARE
PROFESSIONAL EVERYTHING?

Are you 65 years of age or older?

Are you aware of choosing not to share information with your
doctor or other health care professionals in the past five years?

If these questions raised your interest, I would like to talk with
you. I am a Registered Nurse enrolled in the Masters Program at
the University of Victoria, but living in Qualicum Beach.

The purpose of this study is:
* To gain an understanding of the experiences of older adults
who choose to share/not share information with health care

professionals

You will be asked to:
* participate in one “in person” interview
* the interview will take approximately 60 to 90 minutes of
your time with a possible follow up discussion
* the interview will be arranged at a convenient time and place

The research 1s confidential, unpaid, and voluntary
For more information please call Shelagh Brennan RN, BSN

250-951-7077

This study has been reviewed by and received ethic clearance through the University of
Victoria Research Ethics Board
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Appendix B — Questions

Opening:

When we talked on the telephone you told me that you were aware of a time when you
choose to not share some information with a health care professional. I am asking about
your experience. There are no right or wrong answers...only your story.

Questions.

Tell me about a time when you chose to not share some information with a health care
professional.
Probe:
Health care professionals include nurses, doctors, physical therapists,
occupational therapists, and dentists to name a few.

How did you come to not share this information with your (title of the health care
professional)?
Probes:
What was it like for you when you were with the (title of the health care
professional) at that time?
What were your reasons for choosing to not share information?
When you shared information how did your reasons differ from choosing to not
share information?
Was your reason for not sharing pre-planned or an ‘in-the-moment’ decision?
What happened as a result of not sharing the information?

How do you feel about your decision to not share some information?
Probes:
How has choosing to not share some information influenced your relationship
with (title of health care professional)?
What do you believe the response might have been from your (title of health
care professional) if you had shared the information?
What were you hoping might happen by choosing to not share information?

What would have made it okay for you to share the information with (title of health care
professional)?
Probe:

Can you tell me more about that?
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Appendix C - Participant Consent Form

You are invited you take part in a study where you tell me about a time in
your life when you chose to share or not share some information with a
health care professional in the past five years.

This study will gather information about your experience.

This study is important because older adults are often misunderstood when
they choose to share or not share information with a health care professional.
Your story will assist me in understanding your reasons.

You have been invited to participate in this study because you answered the
advertisement, you are 65 years or older, and you wish to tell me about a
time when you chose to not share some information with a health care
professional.

Shelagh Brennan RN BSN sic conducting research as part of her
requirements of her master’s degree in nursing. I can be contacted by
telephone at 250-951-7077 or by email at shelbren@telus.net.

The research is being conducted under the supervision of Dr. Laurene
Sheilds of the University of Victoria, who can be contacted by telephone at
25-721-8050 or by email at Isheilds@yvic.ca.

You choose whether or not you would like to take part in this
study.
Your participation is voluntary and would be appreciated.

If I choose to take part in this study what will I do?
If you take part in this study, you will be invited to:

* Attend an interview with me that will help me to understand your
decision to share or not share some information with a health care
professional.

* Rest and bathroom breaks will be offered and you can request a break
at any time.

* A follow-up interview may be required to discuss my understanding
of your experiences.
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How long and where will this take?

The first interview will take about 90 minutes of your time. The follow-up
interview will take about 30 minutes of your time.

The interviews will take place at a mutually agreed upon location.

What are the risks associated with taking part in this study?

If you take part in this study there is some chance that you might become
upset or embarrassed by revealing the time when you did or did not share
some information with a health care professional.

To prevent or deal with this risk the following steps will be taken:
* [ will tell you the questions I am going to ask ahead of time.
* [f at any time during the interview you become upset, I will offer to
call the support person of your choosing.
* [ will ask for the name and telephone number of your support person
before the interview begins.

What are the benefits associated with taking part in this study?

You may benefit from the study by gaining insight into what influence your
decision to share or not share some information with a health care
professional.

Will participation in this study be confidential?

No personal information will be used other than the information you tell me.
Aliases will be used. The study will be presented so that no one can identify
you from the writing.

As a registered nurse, I am obligated to report any abuse to or by you. If any
abuse is reported to me, I am required to report the information to the
appropriate authority. Report of abuse is the only time I would break your
confidentiality.

Will I receive any payment for taking part in the study?
No, you will not receive any payment for taking part in the study.

During the Study:
* You be asked questions about the time you chose to share or not share
some information with a health care professional.
* The interview will be audio taped, using two audio tape recorders
(two are used in case one breaks).
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* You may end the interview at any time.

*  You may change your mind and withdraw from this study at any time.
There is no need to explain why you have changed your mind.

* [fyou change your mind, you will be asked permission to use your
contribution in the analysis and final report of this study. You may
agree or refuse this request without explanation.

After the study:

* Findings from this study will be reported in my thesis and may be
reported in journal articles, books, the Internet, and other media. It
may also be presented in scholarly meetings, workshops, and
conferences.

* Your name will not be used in these publications or presentations.

* Information collected during this study will be stored in a locked
filing cabinet in my home and on my password protected computer.

* Consent forms and aliases will be stored in a separate locked filing
cabinet in my home.

* Information collected during this study will be stored until my thesis
is complete, approximately August 2008.

* Except for the transcribed data, all information will be disposed of by
shredding paper, erasing cassette tapes, and deleting and emptying the
trash of electronic files.

* Research data may be analyzed, now or in the future, by myself or
other persons for purposes other than this research project.

* Transcribed data will be kept for purposes of secondary analysis for a
period of five years at which time the papers will be shredded.

If you have any questions or if you would like to discuss this study
further please contact me, Shelagh Brennan,
250-951-7077 or shelbren@telus.net

Please remember that your participation in this study is voluntary
Thank you for considering this request



Consent:
I have read this consent letter....................cooiiiiiiie . yes....... no
I have had the opportunity to ask questions ....................... yEs....... no
I understand that my participation in this study is voluntary ......yes...... no
I understand that I can withdraw my consent at any time.........yes....... no
I agree to take partin the study............c.ooeiiiiiiiiin . y€s....... no
I agree to have my interviews taped.................cooeeiiinen..n. yes....... no

Name of Participant: ..........coiiiiiiiii e
N Fe 1111 S

Dt ..

Name Of SUPPOIT PEISOM. .. .euuintiitt ittt

Phone number of Support person..........cc.ovviiiiiiiiiiiiiiii i
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A copy of this consent letter will be left with you and the researcher will

take a copy.

The Human Research Ethics Board at the University of Victoria has
approved the ethical conduct of this research.

If you have any questions about the ethical conduct of this research, please
contact the Human Research Ethics Office at the University of Victoria at

250-472-4545 or ethics(@uvic.ca
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Appendix D - Consent to Use Data After Participant Withdrawal

You have participated in this study and have decided to withdraw.

If you agree, | would like to keep the information you have given me so far
to include in my study.

The use of your information will be voluntary. You will not receive any
payment for me using your information.

Shelagh Brennan RN BSN sic conducting research as part of her
requirements of her master’s degree in nursing. I can be contacted by
telephone at 250-951-7077 or by email at shelbren@telus.net.

The research is being conducted under the supervision of Dr. Laurene
Sheilds of the University of Victoria, who can be contacted by telephone at
25-721-8050 or by email at Isheilds@yvic.ca.

Your signature below indicates that you understand the above conditions of
using your information in this study and that you have had the opportunity to
have your questions answered by me.

Name Signature Date

A copy of this consent will be left with you and a copy will be taken by the
researcher.

The Human Research Ethics Board at the University of Victoria has
approved the ethical conduct of this research.

If you have any questions about the ethical conduct of this research, please contact the
Human Research Ethics Office at the University of Victoria at 250-472-4545 or

ethics@uvic.ca




