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Abstract

A review of related literature, together with experiential understandings of the author,
indicates that interpersonal communication in medical encounters is often triadic rather than
dyadic in nature. The central interest of this research is to understand what commonalities of
lived experience exist for women who act as advocate/caregivers communicating in medical
encounters. The distinction of this study is that the focus is on the socially constructed, livedexperiences of the advocate/caregiver and her understandings of communication effectiveness in
interpersonal communication in the medical encounter, rather than on the needs, responsibilities,
and competencies of either the provider or the patient.
A qualitative research design was used for this study. It consisted of two concept-rich,
self-contained focus group conversation/interviews with female caregivers who are employed full
\

time and who serve in medical encounters as advocates for the family members for whom they
care in the home. From an interpretive perspective, this study investigates the socially
constructed perceptions, revealed in narratives told in focus group conversations, of
advocate/caregivers about their communication experiences as advocates for a patient in medical
encounters and what co-constructions of communicative reality they understand to be essential to
their perceptions that communication has been effective.
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Introduction
Background
The presence of caregivers, the majority of whom are female, in medical interviews and
encounters is increasing and will continue to do so as public policy and demographic trends
increase the demand for unpaid care in the home (Ellis et. al, 1998; Gerstel & Galleger, 1991;
Able, 1991). Rutman (1996) suggests that the caregiver and the patient "should be recognized as
a dyad by the health care team; both equally are users of the system" (p. 12). Recognition of the
caregiver as an important component of the health care team has led to increasing examination of
family caregiving over the last thirty years, but that research has primarily investigated the
economic, psychosocial, and medical impact of caregiving on the caregiver and on society (Ellis
et. al., 1998; Able, 1991). Recognition of the increasingly triadic nature of communication within
medical encounters (Gafhi et al., 1998; Rutman, 1996; O’Hair & McNeilis, 1993) has only
recently led to a focus expanded from an examination of dyadic interpersonal communication
between the health care providers and patients (Gafhi, Charles, & Whelan, 1998; Ballard-Reisch,
1993) to an investigation of communication in medical encounters that include the presence of a
caregiver.
A review of extant literature reveals that the majority of interpersonal communication
research regarding medical encounters, whether dyadic or triadic, has focused on the
interpersonal communication needs and responsibilities of professional providers to the neglect of
the needs and responsibilities of patients and their caregivers (Tates & Meeusesen, 2001; Charles
et al., 1999; Thompson, 1984). While considerable research now exists regarding patientprovider communication (Cegala, 2002, 2001; Charles et al., 1999; Roter, 1997; Kaplan et al.,
1989), little has examined patients’ perceptions of what communicative actions and interactions
they consider to be effective during triadic medical encounters and none was found that focuses
specifically on the perceptions of the advocate/caregiver in medical encounters. The issue of
interpersonal communication competency or effectiveness, and the negotiation of roles in the
triadic medical encounter, should be expanded and studied from the perspective of the patient and
the advocate/caregiver. As such, this research focuses on the lived experiences and personal
perceptions that lay or family caregivers have about the interpersonal communication interactions
that occur in triadic medical encounters.
Until recently, most research on interpersonal communication in medical contexts has
used questionnaires, surveys, and closed-ended interviews that have provided valuable
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information regarding precise, skills-based communication behaviors in medical encounters.
However, such research fails to look at communication as a transactional, co-constructed process.
The present research focuses on the stories of female advocate/caregivers in regard to their
personal understandings and insights of how interpersonal communication in triadic medical
encounters is co-constructed among the participants.
Those understandings and insights are examined from a gendered, interpretive framework
grounded in the theory of the social construction of reality, and the co-construction of identity.
Because advocate/caregivers are overwhelmingly female family members who provide care to
patients “invisibly” at home (Tates & Meeuwesen, 2001; du Pre, 2000; Gerstel & Gallager, 1994;
Rutman, 1996; Greene et al., 1994), a gendered, interpretive perspective developed a picture of
the social context in which the advocate/caregiver, as a partner to and an advocate for the patient
(Rutman 1996), interacts as a member of the triad described by O'Hair and McNeilis (1993).
This perspective offers insights for health professionals into the unique understandings and
meanings that female advocate/caregivers have about their own lived experiences during
communication in medical encounters. This research design involved narrative analysis of two
focus group conversations in which I listened to the narratives of advocate/caregivers, delving
qualitatively into their stories of their life experiences as they interacted with other
advocate/caregivers in the group.
The distinction of this study is that the focus is on the socially constructed, livedexperiences of the advocate/caregiver and her understandings of communication effectiveness in
interpersonal communication in the triadic medical encounter, rather than on the needs,
responsibilities, and competencies of either the provider or the patient.
The Social Construction of a “Good Girl”
Mydaughter was dying. I can still feel the fear and pain wrenching my heart and my gut
as I struggled to remain calm. I remember my feelings o f confusion and frustration as I
fought with myself to trust the pediatricians' opinions rather than my own experience and
intuition. O f course it was "just the croup. The doctors were the ones who had been to
medical school. But I was watching my daughter's pink cheeks turn gray and her lips turn
blue. The doctors were the experts. I was so scared. "It’s okay, the nurse kept
repeating over the phone, "just go read a story to your little girl, and don't worry yourself
so much. Doctor knows best. You just make things worse when you worry. After two
visits to the clinic, and hours o f telephone consultation with the triage nurses and the
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doctors,

myfear, pain, confusion, and frustration turned to anger. I by-passed

assertiveness and went directly to aggression. By the time they paid attention to my
observations and experiences [taking care o f my child], my daughter was only hours
away from death. She was released from pediatric intensive care 10 days later. I know
I ’m a good mother. But I shouldn't have had to work that hard to get good at being a
good mother (Terri Babers-Milliron, Personal Journal Entry, 1986).
Crotty (1998) explains the epistemology of constructionism, claiming that "...all
knowledge and therefore, all meaningful reality as such, is contingent upon human practices,
being constructed in and out of interaction between human beings and their world, and developed
and transmitted within an essentially social context" (pp. 42-43). According to Crotty's
description of constructionism then, I constructed, together with my pediatricians and their staff,
within the social context of medical encounters, the traumatic situation described in my journal.
And I almost lost my child. Over the years, I have continued to struggle through frequent
medical encounters, trying to be "a good mother," "a good wife,” and "a good daughter," for my
family members. I have since learned that these struggles are all socially constructed and
encapsulated by the stereotypical "good girl" behaviors that are still encouraged by our society
and the traditional patriarchal model of medical encounters.
My understanding of "good girl" behavior in a medical encounter, whether I was the
patient or a caregiver for the patient, included (but certainly was not limited to) being compliant,
listening to those "who know best," waiting my turn, never disputing authority, and relying on
expert-others' status and education over my own experience and intuition. I have gradually
learned that the communicative actions that stem from "good girl" behavior are seldom effective
in medical encounters. I believe that I have become confident and effective when I communicate
with professional care providers. I perceive that they generally recognize me as an equal in the
encounter, as an expert on the experienced illness, and I believe that the medical encounters in
which I serve as either the patient or advocate/caregiver are more effective as a result.
The Problem
If I am indeed more competent and effective in communication with medical
professionals now than in the past, I wonder why the struggle to become effective has been so
difficult. How is it that I communicate differently now than in the past? Have other women had
similar experiences? Have they had to make changes in their construction of themselves as
women? Who is the re-constructed self? How differently do they communicate? How did they
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come to make those changes? Do they believe that those changes resulted in more effective
communication and less frustration in triadic medical encounters? Have the changes resulted in
better care for their loved ones? If so, can other caregivers be taught that kind of communication
effectiveness without having to go through the fear and pain, anger and frustration, self-doubt and
aggression as I did? The intent of this research is to begin to understand the experiences of
women, the ways in which they understand themselves to be communicatively effective on behalf
of their care receivers in medical encounters and to determine what, if any, are the commonalities
in their experiences of becoming effective in their role as advocate/caregiver.
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Chapter I
Literature Review
Until recently, research regarding interpersonal communication in medical encounters has
focused primarily on dyadic interpersonal communication between healthcare provider and
patient in a traditional paternalistic model of medicine (Gafni, et al., 1998; Ballard-Reisch, 1993).
A review of past research reveals that the majority of studies have focused on the interpersonal
communication needs and responsibilities of providers to the neglect of the needs and
responsibilities of patients (Tates & Meeusesen, 2001; Charles, 1999; Thompson, 1984). This
research on dyadic communication has
...centered around planning and directing relationship development in provider-patient
interviews....[It has] identified specific communication characteristics used by health
care providers to control interview communication, and developed strategies to help
health care providers establish rapport and elicit full and accurate information from health
care consumers... (Kreps, 1993, pp. 52-53)
There is a shift occurring from this paternalistic model to a more participative, patient-centered
model of decision-making in medical encounters that is accompanied by recognition of the
communication needs and responsibilities of the patient in medical decision-making. There is also
an increasing recognition of the presence of a third participant in medical encounters, the
advocate/caregiver who often accompanies a patient to a medical visit.
The following review of literature pertinent to understanding the perceptions of
advocate/caregivers who are involved in communication in triadic medical encounters has been
divided into four sections: 1) the shift from paternalistic to participative decision-making; 2) an
overview of triadic communication in medical encounters including a description of the patients
who bring companions or advocate/caregivers with them to medical encounters; 3) a description
of the women who serve in the role of unpaid advocate/caregiver and the functions they perform
including their “third shift” of work; and 4) a discussion of communication issues that are
potentially relevant to medical encounters.
Shift from Paternalistic to Participative Decision-Making in Medical Encounters
In 1993 Ballard-Reisch discussed the occurrence of a paradigmatic shift from traditional,
paternalistic decision-making by the physician, toward participative decision-making (p. 66) that
increasingly involves the patient in the process. According to Charles et al. (1999), the
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paternalistic model assumed that for most illnesses there was a single best treatment and that the
doctor would best understand the treatment ("Doctor knows best"). The model also assumed that
the physician would be in the best position to evaluate the risks and benefits of that treatment
("don't worry yourself so much, honey"). These assumptions, in addition to issues of status,
education, income, and gender, created an expectation on the part of both patients and physicians
that the physician would play the dominant communication role in the interaction. Charles et al.
report that in the 1980s those assumptions began to be challenged. It became evident that there
were various treatment options for certain illnesses. Patients and doctors alike began to recognize
that it was the patient and his or her family who had to live not only with the illness, but also with
any lifestyle changes that might be necessary to treat or prevent illness (pp. 652-653).
There has been a concomitant movement from traditional provider-centered research
toward a more patient-centered focus with emphasis on the function and participation of patients
in decision-making during the medical encounter. Brown, McWherter, and Leipzig (1995)
identify this as ".. .a matter of negotiated health care" (p. 266), wherein active participation and
responsibility for health outcomes occurs from both, or all, persons involved in the medical
encounter (see also Street & Millay, 2001; and vonFriederichs-Fitzwater & Gilgun, 2001). An
example is the issue of compliance that traditionally focuses on the one-way communication of
information and directives with the patient held accountable to the provider. Kreps and Thornton
(1984) suggest".. .redefining the issue of compliance to a relational issue of'co-operation' to fully
take into account the interdependent communication functioning of health care provider and the
consumer" (p. 55). According to Kreps (1993), primary factors in improved co-operation are the
patient's understanding of the process of restoration and/or maintenance of health as well as the
creation of shared responsibility on the part of the patient. Research indicates that improved co
operation (traditionally called "compliance") enhances medical outcomes and occurs when
participants' communication competence is improved (Brown, McWherter, & Leipzig, 1995).
Communication Competency or Effectiveness: Kreps (1993) states that
communication competency in medical interviews (for all participants in the interview) is the
“ability to utilize interpersonal skills to elicit co-operation from, gather information from, and
share health information with relevant individuals in the health care system” (p. 56) in order to
fully participate in the communication interaction. Research regarding improved communication
competence on the part of the patient includes ideas from a study by Beckman, Kaplan, and
Frankel (1989) who suggest that increased understanding of patient negotiation and assertiveness
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skills, along with training to enhance those skills, may result in “...creating more realistic
treatment plans and goals” (p. 226) and therefore more co-operation. Greenfield, Kaplan, and
Ware (1985) and Feeser and Thompson (1993) report successful training interventions to increase
patient interactions and involvement in medical interviews. McGee and Cegala (1998) extend
this research to training patients for improved information exchange skills. Cegala, Socha,
McGee, and McNeilis (1996) explored both patients' and physicians’ perceptions of
communication competence during a medical interview. More recently, in the only study of its
kind found in a thorough review of literature, Cegala, Cade, Broz, and McClure (2002) examined
“patients' and physicians' perceptions of communication competence during the medical
interview... specifically, what behaviors constitute competent patient communication” (p. 2).
Again, no research was found examining caregiver perceptions or understandings of
communication competence.
Medical Encounters That Include the Advocate/Caregiver
Often by necessity, occasionally “just because,” the patient has a companion who is
involved in communication between the medical professional and patient, creating a triad. The
third party of the triad is referred to in various ways such as “caregiver” (Able, 1991; Ellis,
Miller, & Given, 1994; Rutman, 1996), “lay caregiver” (du Pre, 2000), “care partner” (Miller &
Zook, 1997), “companion” (Beisecker, 1989), “parent” (Parrot, 1993), and “advocate” (O’Hair &
McNeilis, 1993). Caregivers, lay caregivers, family cargivers, care partners, companions, and
parents are all labels for the role of people who provide un-paid, in-home care for a person who is
a patient. For purposes of this research, the third party involved will be called the
“advocate/caregiver.”
The advocate aspect of the concept label is important to recognize because this person is
often present to advocate for the patient who is unable or unwilling to communicate or advocate
effectively for him/herself during the medical encounter. It is equally important to recognize the
caregiving aspect of the advocate/caregiver role because her ability to effectively communicate
on behalf of or in conjunction with the patient in a medical encounter is often a result of her
experiences in the caregiving role outside the medical setting.
As previously stated, the shift from a paternalistic to a participative, patient-centered
model of medical interaction is accompanied by the recognition that, in many cases,
communication in medical encounters is often triadic rather than dyadic (Ballard-Reisch, 1993;
O’Hair & McNeilius, 1993). The importance of the advocate/caregiver’s communication
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competency in the triad may often be equal to that of the patient and the provider in a
communication context.
The Care Reciever: Patients who bring advocate/caregivers with them to medical
encounters include people who have language or cultural barriers; persons with chronic,
debilitating and or stigmatizing illnesses such as AIDS or cancer; minor children; adult children,
siblings, spouses, and/or parents with mental, emotional or physical disabilities and/or severe
acute illnesses; and with increasing frequency, frail or infirm elderly people. Such people are
frequently among those who require intensive caregiving, usually unpaid and outside the medical
system. Public policy, privatization of care, and demographic changes (our population continues
to age and the chronic nature of illness and disease continues to intensify) has created an increase
in the number of people who require intensive, unpaid care.
Who is the Advocate/Caregiver? What is Her “Third Shift?”
U. S. American public policy, which seems committed to increased reliance on private,
unpaid services and the shortening of federally and privately funded hospital stays, has put
tremendous pressure on families to provide unpaid care for both nuclear and extended family
members (Abel, 1991). For example, according to Foster and Brizius (1991), “‘informal,’ or
unpaid, caregiving by family members and friends provides 80 to 90 percent of care for the frail
elderly” (p. 4). The Department of Health and Human Services states, “families are to become
the first line of defense in the care of the needy” (Gerstel & Gallager, 1994, p. 520). Research
demonstrates that the word “families” translates to mothers, wives, sisters, and adult daughters
(Able, 1991; Foster & Brizius, 1991; Gerstel & Gallager, 1994; Rutman, 1996). Usually, the
advocate who accompanies a patient to a medical interview is a female family member who has
the role of unpaid caregiver at home. In many, if not most cases, she provides the vast majority
of both the visible and the “...often invisible aspects of care...” (Rutman, 1996, p. 2).
Visible care usually occurs in direct conjunction with formal medical care. Invisible care
is that which occurs in the privacy of the home and is often unrecognized by society in general
and medical professionals in particular. Invisible care provides the advocate/caregiver with
intimate experience and knowledge of the patient’s physical, emotional, and mental conditions as
well as an understanding of the patient’s lifestyle, cultural values, and beliefs that are related to
health issues.
It is important to be aware of both aspects of care provided to the patient in order to
understand the caregiver’s qualifications to communicate as an advocate for the patient. That

9
awareness is important to understand why and how the advocate/caregiver’s lived experience
with the visible and invisible components of patient care and medical encounters matters, and
why and how their perceptions of communication effectiveness and competence in medical
encounters matter.
Gerstel and Gallager’s (1994) research indicates “the majority of Americans continue to
believe that it is the responsibility of adult women (more than men) to provide personal and
household assistance to elderly parents and in-laws, aging siblings, and adult children [as well as
minor children]” (p. 519). In fact, Foster and Brizius (1991, p. 4) found that 72 percent of
informal, unpaid caregiving is provided by women. Most of these women are over the age of 57
and they provide care seven days a week, usually in addition to paid employment and their
ordinary housework. Additionally, Gerstell and Gallager found that the mean number of hours
spent in caregiving activities for both nuclear and extended family was more than double for
wives than for husbands. Between 11-13 percent of women who care for elderly parents quit their
jobs. The 83 percent of caregivers who do not leave paid employment add more than an extra
forty-hour work week to their monthly load by the care work they undertake.
Gerstel and Gallager (1994, p. 533) call this extra work week the “third shift,” an addition
to the woman s “first shift” of paid work and the “second shift” of ordinary housework and
childcare as identified by Hoschild. Carolyn Abaya Associates coined the phrase “the sandwich
generation that speaks to the additional third shift responsibilities that many women in their 30s
to 60s take on when they are caught between the needs of their growing children and their aging
parents (Brozan, 1978). Caregiving activities involved in the third shift of unpaid, usually
invisible care
.. .ranges from checking periodically on an elderly person’s welfare to round the clock
nursing care.. .[including].. .transportation, performing household chores, administering
medicine [and other prescribed medical regimens].. .bathing, eating, and toileting. (Foster
& Brizius, 1991, p. 5).
The third shift also includes the care that takes place during the medical encounter including the
(often invisible and/or unacknowledged) responsibility to negotiate for control with professional
providers and to share or assist in decision-making and paperwork with the patient (Able, 1991).
In order to understand and improve communication in triadic medical encounters, the roles,
responsibilities, understandings, observations, and perceptions of the advocate/caregiver should
be taken into account along with those of the patient and the physician.
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An examination of the research regarding communication between physicians and
patients in dyadic medical encounters is valuable to understanding the communication
interactions that occur in triadic encounters and is necessary because little research regarding the
communication role of the advocate/caregiver was found in a search of the literature. However,
O’Hair and McNeilis, (1993, p. 62) do suggest that “...a different set of patterns, rules, roles, and
perceptions” are created when there is a third person in addition to the patient and the medical
professional present in a medical encounter. Tates and Meeuwesen’s (2001) findings regarding
doctor-parent-child in a medical interview show that the “interactional dynamics of a triad
differ[s] fundamentally from those of a dyad.. ..[and that].. .future research should focus on the
implications of a third participant’s presence...” (p. 849). Additionally, they state that such
research should not be restricted to only the physician’s perspective as has most existing research
on communication in triadic medical encounters; adding “only.. .by dealing with the perspectives
of all three participants, can the process of mutual influence of the interactants be fully examined”
(p. 850).
The intent of the present study is to examine, from the perspective of women who work
this “third shift,” how each understands and perceives herself to be effective and competent in
interpersonal communication with her care receiver and the professional care provider in triadic
medical encounters.
Potentially Relevant Communication Issues
O’Hair and McNeilis (1993) suggest that some of the relevant health communication
issues that should be examined regarding communication and negotiation of roles in triadic
medical encounters include: 1) relational agreement and/or control as relates to patient-advocate
satisfaction and medical outcomes; 2) patient-advocate satisfaction as relates to medical
outcomes; 3) success of medical interviews as a result of physician attitudes toward the patient
and the advocate; and 4) communication behaviors of the patient, the advocate, and/or the
patient/advocate dyad. The present study looked primarily at the advocate aspect of the fourth
issue identified by O’Hair and McNeilis, the communication behaviors of the advocate. The first
three issues (relational control, satisfaction, and physician attitudes) appear to have a strong
impact on interpersonal communication behaviors of all three participants in the interaction.
Rutman’s 1996 study of female caregiving revealed negotiation issues of an equally
pragmatic but more experiential nature. Using narrative analysis of focus group interviews, she
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studied, from a feminist, interpretive perspective, feelings of powerlessness and powerfulness that
caregivers experience. The feeling that their knowledge and contributions were devalued,
minimized, and dismissed epitomized a general theme of caregiver powerlessness. The following
synopsis of feelings expressed by participants in her focus group research regarding the role of
caregiver appears to closely mirror the experiences noted in the opening journal entry and
narrative.
Caregivers felt that insufficient value had been placed on their knowledge of the care
receiver.. .Not only did they feel that their knowledge and contributions had been
dismissed, they also felt that the care provided.. .was compromised because others
[medical professionals] did not make use of their knowledge and experience, (p. 5)
Additional communication themes emerged from Rutman’s study, including a feeling of
powerlessness experienced as a result of the lack of respect for caregivers’ experiences and a lack
of shared control over the decision-making process. Caregivers also revealed frustration over the
lack of physician respect for patient autonomy and a “clash” (p. 4) in preferences and values of
both the patient and caregiver in regard to the treatment options and plans made on their behalf by
the medical professionals. In addition to frustration at
having insufficient resources for quality care... [advocate/caregivers expressed
frustration because]...situations were often socially constructed [to create] Hoschilds’
(1993, p. 179) notion of ‘feeling rules,’ the rules that define how we ‘should’ be feeling
[and therefore behaving?] in any given situation... (pp. 7-8)
Another important communication issue of concern to advocate/caregivers as revealed in
Rutman’s 1996 study is the “social construction of documentary reality...the official record
written by a higher status health care professional who, in fact, had less hands-on, day-to-day
knowledge of the ...situation than they [the caregiver] did, while their own [the caregiver’s]
expertise was overlooked... (pp. 5-6). Caregivers expressed feelings of frustration and
powerlessness because the information that professionals put in the permanent record of fact,
information that becomes the official reality, often disregards, dismisses, or even contradicts and
changes or eliminates the reality of the caregiver’s understandings and experiences regarding the
patient’s health and illness.
Kreps (1993), in his summary of existing research related to communication in medical
interviews, identifies five relevant areas of interpersonal communication. These recurring areas
are identified to enhance the success of health care in dyadic medical encounters, but they may be
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equally applicable to interpersonal communication in triadic encounters. They address negotiation
of .. .patterns, rules, roles, and perceptions” that occurs differently in a triadic communication
than in dyadic communication (as described in O’Hair & McNeilis, 1993, p. 62) and the location
of feelings of “powerlessness” and “powerfulness” (Rutman, 1996) that many
advocate/caregivers experience during interactions with patients and professional providers.
Those five problem areas are:
1) low levels of patient compliance... [possibly caused by]; 2) miscommunication and
misinformation..; 3) insensitivity, low levels of interpersonal respect, and attempts at
relational control [on the part of the provider]...; 4) unrealistic and unfulfilled patient
expectations linked to cultural stereotypes...; and 5) dissatisfaction with health care by
both providers and consumers [patients].. .(p. 53)
Beiseker (1989, p. 61) identifies three basic roles or communication activities provided
by the advocate/caregiver: 1) a significant other, someone for the patient to rely on for emotional
and physical support; 2) a surrogate parent, someone to help make decisions along with the
physician, and 3) the watchdog. The watchdog role seems closely aligned with the surrogate
parent role and must be carefully negotiated with both the patient and the physician because of
power, autonomy, and status issues and because patterns, rules, roles, and perceptions are often
changed with the addition of a third party to the medical encounter. The watchdog role includes
communication responsibilities such as provision of information, elaboration and clarification of
information from patient to physician and from physician to patient; questions to the physician
regarding reasons for treatment, obtaining complete information regarding the illness and
treatment of the patient; and providing encouragement to the patient to expand on feelings,
symptoms, fears, concerns, desires, understandings, and the impact of treatment and/or illness on
lifestyle and visa versa.
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Chapter II
Methodological Perspective
The central interest of this human science study is to understand the lived experiences of
advocate/caregivers in medical encounters and to examine and describe the ways in which they
understand the notion of successful or effective interpersonal communication in those medical
encounters. Additionally, I sought an understanding of how women make sense of their roles as
advocate/caregivers in the context of triadic medical encounters, how they co-construct (together
with patients and health care providers) an understanding of themselves as effective or competent
communicators in those encounters, and how they believe their ability to communicate
competently in medical encounters impacts the health and well being of their family
member/patient.
Researcher as Research Tool
Kvale (1996) states that in qualitative research the researcher is the “primary
methodological tool.. [and that the researcher’s].. .recognized biases and subjective
perspectives.. expertise, and empathy” (pp. 286-287) will bring forth new perspectives in the
interaction between co-participants in the research. Janesick (1994) says of qualitative research
design:
[It] is focused on understanding a given social setting, not necessarily on making
predictions about that setting... [It].. .requires the researcher to become the research
tool.. .[and]... incorporates room for description of the role of the researcher as
description of the researcher’s own biases and ideological preferences, (p. 290)
One of my goals for this study was to understand what commonalities of experience I
share with other advocate/caregivers who communicate in conjunction with or on behalf of their
care receiver in medical encounters. Because I serve the roles of both researcher and
advocate/caregiver, it is important to establish that I am the primary tool in the research I have
conducted. As an interpretive researcher, looking at the social construction of “successful” or
“competent” communication in medical encounters from the perspective of the
advocate/caregiver, I make no claims to objectivity. I recognize and acknowledge that my own
socially situated biases, understandings, and meanings as a participant in the phenomena I am
studying are essential components to the research process and to the results. It is equally
important to understand that my perceptions and understandings of myself having become
effective in communication in medical encounters were not necessarily expectations for the
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results of this research. However, my lived experiences as an advocate/caregiver, in combination
with my review of related research, guided and grounded the focus group conversations as they
occurred in the context of my research.
Reflecting upon twenty years of experience caring for family and friends in both acute
and chronic medical situations similar to the event described in the introduction to this study, I
believe I have learned some answers to my research questions. I have learned that to
communicate “successfully,” “competently,” and/or “effectively” with medical professionals
regarding the needs of my family, I must reconstruct my expectations regarding the process and
outcomes of communication in medical interactions. I have had to incorporate into my
understanding the notion that doctors do not know everything. I have had to begin to trust my
own observations and feel confident that I am the expert on the lived experience of the health and
illness of those for whom I care and to expect medical professionals to respect my observations,
experiences, and expertise. I have learned to expect them to listen to the information I have, and
to answer my questions to my satisfaction. Now, most of the time, I insist that we work together,
the medical professional, my family member/patient, and I as advocate/caregiver, until the
physician understands my meanings and I understand her or his explanations to my satisfaction.
Many health care professionals have resisted the changes I have made in my interpersonal
communication behavior and I continue to struggle in such interactions. The result has been a
gradual co-construction of a new self in those interactions, a self who I believe usually
communicates more effectively as an advocate/caregiver in medical encounters, and who is
therefore more effective in the role of caregiver for my loved ones at home. Speaking from my
personal perspective as an advocate/caregiver in medical encounters, these are some of my own
answers to the research questions that follow.
Research Questions
The central question of this research study comes from my wondering about the lived
experiences of other female advocate/caregivers in interpersonal communication with their care
receiver, the professional health care provider, and themselves in the context of a triadic medical
encounter. How are they similar and different from mine? van Manen (1990) identifies the
starting point of human research as "my own life experiences [that] are immediately accessible to
me in a way that no one else's are" (p. 54). The human science researcher presumes that her own
lived experiences may be similar to the experiences of others. According to van Manen then, my
own experiences of interpersonal communication in medical encounters must be the starting point
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in my search to understand which of "my experiences could be our experiences" (p. 57).
Therefore, my experiences drove my questions. Inherent to understanding the lived experiences
of others and myself is hearing our descriptions of those experiences in our narratives or stories.
What is it like, how does it feel, for her, or them, to experience a successful, effective, or
competent medical encounter?
To understand the essence of her lived experience, I listened to focus group conversations
of advocate/caregivers and heard stories that spoke to some of the following questions.
1) How does she understand her role in medical encounters?
2) How does she understand the notion of her own effectiveness or competence during
interpersonal communication in medical encounters?
3) Has she always felt, or does she always feel effective or competent?
4) If not, what has changed about herself and/or the way she communicates medical
encounters?
5) What strategies does she use to enhance her effectiveness in medical encounters?
6) What happens as a result of “successful,” “effective,” and/or “competent”
communicative interactions in medial encounters?
Indeed, it was not necessary (according to van Manen, 1990) to ask so many questions.
Important answers emerged as they told their stories for which questions were never conceived.
Finding Socially Constructed Meanings Through Narrative Research
Social Construction of Reality is an interactionist approach, grounded in constructionism,
to the study of symbolic communication. This approach examines the construction of meanings
in a social context of the lived experiences of people, co-constructed as they interact with one
another. Meanings are continuously co-constructed for objects, emotions, and ultimately, the self
through communicative interaction. True and valid, e.g., meaningful, reality does not and cannot
exist outside interpretive interactions in which they are constructed; interactions that occur within
the context of the culture shared by the interactants. Crotty (1998) states, “to say that meaningful
reality is socially constructed is not to say that it is not real” (p. 63). Rather, meaningful reality is
generated in the unique experience as lived by each of us as individuals; our experiences, our
thoughts, our values, and therefore, our interpretations. Our “real” is to others, relative. As
Crotty says, “we need to recognize that different people may well inhabit different worlds. Their
different worlds constitute, for them, diverse ways of knowing, distinguishable sets of meanings,
separate realities” (p. 64).

16
The Social Construction of Reality is informed by the Symbolic Interactionist
perspective. It assumes that people act toward things, and other people, on the basis of the
meanings that arise from their individual interpretations of their world as developed symbolically
during social interactions with other human beings (Foster, 1989, p. 226). These interpretations,
while generally shared by others with whom the individual interacts in the culture, develop in the
experience of the individual and are impacted not only by the shared culture, but also by the
unique life history of each person. One important difference between the two theories is the
focus placed by symbolic interactionism on individual assignment of meaning to objects and
actions by the use of symbols. Social construction of reality acknowledges the individual-ness of
meaningful reality as experienced by individuals, but emphasizes the collective, co-construction
of meaning that occurs through peoples’ interactions in society and the narratives told about those
interactions.
Narrative is both a means of knowing and a means of telling what is known about the
experiences that people have in life. Fisher (as cited by Griffen, 1997, p. 322) asserts that humans
are storytelling creatures by nature, beings who “‘experience and comprehend life as a series of
ongoing narratives, as conflicts, characters, beginnings, middles, and ends [and as such] all forms
of human communication need to be seen fundamentally as stories.5” Narrative research provides
a perspective from which to look at the experiences of advocate/caregivers in an inter-personal
way. It focuses on the relationship between social actors (the triad of communicators in a medical
encounter), the participants in the research (the advocate/caregiver), their relationships with social
others in their life world, and the researcher herself. Narrative research attends to, or listens for,
in both the spoken and the written language of humans, the expressive, symbolic forms they use
to make sense of and communicate their understandings and meanings about their experiences,
not only to others, but also reflexively to themselves as they verbalize or write the story and as
they listen to themselves tell the story. Stories, then, are the data in narrative research; the socially
constructed stories of experiences that emerge in the written words and face to face interactions
during research.
Methods for Gathering Data
Rutman’s (1996) focus group study, Caregiving as Women's Work: Women's
Experiences o f Powerfulness and Powerlessness as Caregivers was used as a model for this
study. Using self-contained focus groups as my method, I facilitated two
conversations/interviews involving a total of seven female advocate/caregivers, a female
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observer, and myself. The focus group conversations/interviews generated data to help construct
an understanding of the “setting for social action from the perspective of the participant” (Locke,
Silverman, & Spirdosa, 1998, p. 140), for understanding the ways in which the setting of a triadic
medical encounter fashions communicative reality for the advocate/caregiver, and to determine
whether themes and categories of experience that emerge are similar or different to my own.
My experiential understandings of communication in medical encounters, and the
preceding review of related literature, points to socially constructed issues of power and status in
medical encounters, whether dyadic or triadic. Morgan and Krueger (1993) state that focus group
conversation is a valuable research method to use when power and status issues exist in the social
context of the situation under study because the conversational interactions in the focus groups
will “.. .allow groups of peers to express their perspective. Having the security of being among
others who [might] share many of their feelings and experiences, the participants possess a basis
for sharing their views” (p. 15).
Krueger (1994, pp. 34-37) states that focus group research also provides the following
advantages: 1) it is socially oriented and offers qualities of other qualitative methods such as
“participant observation, which is interactive, and in-depth interviewing which allows access to
attitudes and experience;” 2) the flexibility of the format allows the facilitator to probe; 3) it has
high face validity.. .[results are] easily understood and believable;” 4) it is relatively inexpensive
to conduct; 5) and the data can be relatively quickly gathered, analyzed, and reported.
I used a narrative methodological approach to a thematic analysis of data that was
gathered in the focus group conversations. One advantage to focus group interviews is the
opportunity the method provides to listen to the voices of participants as they converse among
themselves about the topic of their lived experiences (Keyton, 2001, p. 302). By encouraging
participants to interact with each other rather than asking them to respond to a series of questions,
I was able capture the point of view of individual advocate/caregivers in this social context to
obtain rich descriptions of their experiences (Denzin & Lincoln, 1994, pp. 4-5).
Participants
Participants in the focus group were women from the local community who, in addition
to full time employment, have experienced or are currently experiencing, intensive, unpaid
advocate/cargiving roles for family members and who accompany those family members to
medical encounters. There were no requirements as to the reasons for the caregiving situation
(i.e., frail elderly, minor or adult children, spouses, or life-partners with disabilities or chronic
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illness) although that information was an important component in the discussions that occurred in
the focus group meetings.
Participants were recruited using two methods. First, I contacted several eligible women
with whom I am acquainted through my university affiliation and obtained their assistance to
locate others in their social networks who might be willing to take part in the research, a
technique known as “snowball sampling” (Bloor et al., 2001, p. 31). This resulted in a “pilot”
focus group that was made up of three colleagues from the Department of Professional
Communication, and a university affiliated research scientist who was ultimately involved in the
second focus group.
Ensuring participant attendance can be problematic with focus group research. Bloor et
al. (2001) suggest one benefit of the snowball sampling technique is that groups consisting of
persons who have an existing social relationship are likely to have a lower attrition rate than those
consisting of strangers. I recruited three women through the snowball technique for the pilot
focus group and all attended. Eight participants recruited from a local resource agency for the
second focus group confirmed and four actually attended.
The focus group meetings were held after hours at the university’s alumni office. This
proved an appropriate venue for the meeting as it is attractive, informal, and comfortable, but free
of distractions, interruptions, and background noise. The tape recorder was unobtrusively
situated on a coffee table near the center of an arrangement of sofas and chairs, where it picked
up all the voices yet did not interfere with the flow of conversation. A female observer was
seated in the conversation group to take notes about the interaction during both focus group
meetings; she participated in a limited, but important manner, in the conversation.
Pre-group Questionnaire
A questionnaire was administered prior to the focus group meeting. It included a form
for obtaining participants’ informed consent and addressed socio-demographic background
information about the caregiver and the care work she provides for her care receiver. The
questionnaire also presented a writing exercise which asked participants to recall a situation or
experience of interpersonal communication in a “successful” medical encounter in which they felt
effective or competent” and an “unsuccessful” medical encounter in which they felt
“ineffective” or “incompetent” (adapted from Rutman, 1996, pp. 3-4). The definitions for
“success” and “effectiveness” were left for each participant to determine for herself.
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The Focus Group Meeting Process
I facilitated the focus group with an observer present to take field notes and to provide a
“sounding board” for discussion during the post-data gathering stages of my research. The focus
group meeting opened with introductions and discussion of ethical “ground rules” which included
the notions of confidentiality, and respect for others’ experiences, opinions, and views as well as
guidelines for conversational processes. The issues of audio-taping and transcription of
conversations were reviewed. Participants briefly discussed their histories as caregivers and took
part in a structured round brainstorming exercise to elicit and “describe in detail what would
constitute the ‘ideal ’... [medical encounter and]... describe all characteristics they [can] think of
in relation to an ‘ideal’” (Rutman, 1996, p. 3). A structured round process was used in the first
focus group to allow members of the group the opportunity to provide input without putting them
“on the spot” the way brainstorming in open conversation can do. The steps of a structured round
process include 1) the women independently thought about and described on note cards their
“ideal” medical encounters; 2) their thoughts were presented in a round robin fashion and posted
on a flip chart and; 3) the ideas were discussed for clarification (adapted from DeWine, 2001, pp.
171-78). These steps were taken to ensure that input was collected from even the least vocal
participants, that group-think would not ensue at the outset of the meeting, and to enable equality
of participation.
A second part of the meeting consisted of discussion of the stories of triadic medical
encounters the participants had provided through the questionnaire. Through this project I sought
to examine interpersonal communication in triadic medical encounters from a perspective of
strength, therefore stories of “unsuccessful” incidents were shared first and “successful” incidents
last so participants could finish their narratives on a “strong and positive note” (Rutman, 1996, p.
3). The focus group interviews included a discussion of strategies and pragmatic communicative
actions that these women have used to construct successful or effective triadic medical
encounters.
Methods of Data Transformation: Otherwise Known as Description, Analysis, and
Interpretation
“Data” in qualitative research are the meaningful descriptions of life experiences of self
and others that are based on interpretations, according to Kvale (1996, p. 62). Thus, human
science data is ambiguous and often contradictory (Kvale, 1996; van Manen, 1990). van Manen
states that the word data, derived from “datum,” means a “thing ‘given’ or ‘granted,’ and there is
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indeed a sense in which our experience is ‘given’ to us in everyday life” (p. 54). He further
suggests that as qualitative researchers, we “‘borrow’ other peoples’ experiences and their
reflections on their experiences— because they allow us to become more experienced ourselves”
(p. 62). Reflections on my personal, lived experiences were the starting point for both the
gathering and the transformation of the data I “borrowed” from my participants.
I struggled with the traditional “description, analysis, interpretation” structure for
conducting and reporting this qualitative research. The lines that separate the three “steps” used
to transform data in human science research seemed blurred or non-existent and only manifested
themselves as distinct in the organization of the final research report. It seemed to me that I had
begun the process of analysis and interpretation while yet in the process of gathering the data.
The very idea of identifying and labeling experiences as “data” required me, as a “qualitative
researcher [to] single out some things as worthy of note and relegate others to the background”
(Wolcott, 1994, p. 13) all the while attempting to provide the “thick description” described by
Geertz (1973) as necessary to the reporting of qualitative research. Geertz (p. 15) goes so far as
to suggest that all description is, in a sense, interpretation. Each detail of description chosen to
include, or method of organization considered, required such analytical and interpretive questions
as: Is this relevant? Is this redundant? Is this adequate? Does this suit my research purpose? Is it
merely interesting? Is my description true to the lived experience of the participants? Will this
engage my reader?
Additionally, I feel a certain discomfort with the term “analysis” because it implies that
researchers are able to examine the experiences of participants and, as Wolcott (1994, pp. 24-25)
suggests, “transform them into something grand enough to pass for science....Analysis does more
than merely hint at fact, however; it presumes to be [sic] fact.” Wolcott offers the term “data
processing as a more appropriate term to the “tedious business” of managing the mounds of data
collected in qualitative research in order examine and report, in order to use it. He suggests that
[in] contrast.. .with the weeks and weeks in which [the researcher is] engaged in
mechanical processing, the truly analytical moments will occur during brief bursts of
insight or pattern recognition, some of which must already have occurred for her to have
identified even the most rudimentary categories and coding procedures.
In fact, many truly analytical” moments of this study occurred for me in conversation with my
family, professors, and colleagues. Some occurred for me before and during the focus group
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conversations in which I gathered the large amounts of data. Still others occurred while I went
about my daily activities or during sleepless nights toward the end of the process.
The phrases “mounds of data” and “large amounts of data” are descriptors that imply I
might think of the experiences of my co-researchers as objects to be held, touched, and pawed
through. In reality, I did physically “paw” through the stories when they were transformed to
transcriptions and during the writing process.
However, it is imperative to note that the transcriptions and my descriptions of the
conversations are merely words printed on sheets of paper, not real conversations, or the real
experiences of the advocate/caregivers; they aren’t even the real stories. Legend has it that ethno
methodologist, Harold Garfinkel, once held up the transcript of a conversation and waved it in the
face of conversation analyst, Harvey Sacks, saying to him, “Harvey, this is not a conversation, it
is a fucking piece of paper!” My instincts tell me that he was correct.
In the data transformation processes of listening, transcribing, reading, sorting,
pondering, discussing, and writing, interpretation cannot be avoided. Wolcott (1993, p. 36)
identifies interpretation as the “threshold in thinking and writing at which the researcher
transcends.. .data and begins to probe into what is to be made of it.” It is in the interpretation
process that the researcher asks “How does the data mean?”
To transform the data captured or borrowed in this study of the lived experiences of
advocate/caregivers, it was necessary to describe their interactions and then enter the process of
identifying patterns of themes in the stories in order to “give control and order to [the] research
and writing” (van Manen 1990, p.79). van Manen (p. 88) describes “theme” as the means or tool
to use in order to give shape to and describe the content of the phenomena, all the while
recognizing that the theme is always and only a reduction of the meanings people have for their
experiences, van Manen (pp. 90-93) offers a three part approach to isolating themes of lived
experience: 1) the holistic approach which looks at and listens for the overarching essences or
fundamental meanings of the story, 2) the selective or highlighting approach which attends to
individual statements and phrases within the narrative that may reveal specific or particular
aspects of meaning, and 3) the detailed, line-by-line approach that looks at every single sentence
individually. These three approaches are carried out simultaneously as the researcher moves back
and forth between data collection, writing, and analysis, balancing the big picture with the details
of the experiences. Use of this approach appears to be a balancing act between traditional analysis
and interpretation, as suggested by Wolcott’s (1994, p. 36) metaphor of a teeter-totter that has as
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a fulcrum or balance point the description of the data. The ends of the teeter-totter are the
analysis and interpretation that are weighted according to the purposes (narrative analysis or
phenomenological research?) and skills (novice or experienced?) of the researcher.
At the conclusion of the focus group meetings, I collected the written narratives of the
participants’ stories along with sticky notes from the structured round brainstorming exercise, the
observer’s notes, and, of course, the audio-tapes. Immediately after the meeting ended, I began to
ponder upon the conversation and to make notes of my experiences during the focus group
meeting. I thought and wrote about my impressions and understandings of stories told in the
conversation; identified experiences, themes, and topics that appeared; noted what contradictions
in experiences, themes, and topics were immediately apparent; and noted my reactions and
responses to the stories told.
Then I began to listen repeatedly to each taped conversation, transcribed them, and
entered the description writing process. Continually throughout the data gathering and data
transformation, I was involved in the process of interpretation of the stories shared that I began in
my own life experiences. As I listened to the voices of these women sharing their stories with
each other in conversation, I attempted to allow their meanings and understandings to emerge
from their stories and converge with each other’s stories and mine, rather than forcing their
narratives into my pre-conceived notions of what these experiences must be. Polkinghome
(1988, p. 166) says that qualitative researchers "...must first try to discern if there is a single
overriding story that gives a unity and wholeness..." to their experiences. His ideas are
commensurate with van Manen’s (1990, p. 90) first step, the holistic look at the data. Thus,
uncomfortable with the idea of analysis, I nevertheless conducted an “analysis of narrative [that]
began with the stories told and moved toward common themes” (Polkinghome, p. 167).
I listened and I wrote and thus began to locate comparisons and contrasts, similarities and
dissimilarities in the stories and between the stories. I looked for similarities in the words and
phrases, anecdotes, metaphors, and structures of their stories in order to understand the
commonalities of meaning advocate/caregivers have for their communication experiences in
triadic medical encounters.
Writing as Research Method
Writing is like driving at night. You cannot see beyond your headlights, but you
can make the whole trip that way. E. L. Doctorow, author of Ragtime
Writing is not only the means by which to report and present qualitative research, it is
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. also an ongoing, primary component of the method, van Manen (1990) reminds us that “writing
fixes thought on paper, [that it is in fact the] very essence of research” (pp. 125-126). Writing
and re-writing as the research progressed was essential to interpretation and to the identification
of significance. The writing of my research in a suitable form for presentation was "...guided by
[by my reflections upon the interactions and] the similarities the narratives have with other stories
[keeping in mind] that the uniqueness of the particular narrative being described... [by me in the
report]...is as important as the features it has in common with the other stories" (Polkinghome,
1988, p. 169).
Richardson (1990) suggests that writing is itself a socially constructed view of the
phenomenon under study. She asserts that “writing is not simply a true representation of an
objective reality, out there, waiting to be seen— rather language is a constitutive force, creating a
particular view of reality” (pp. 9-12). She points out that
narrative explanations, in practice, mean that one person’s voice—the writer’s—speaks
for that of the others.. .for whom do we speak and to whom do we speak, with what
voice, to what end, using what criteria? (pp. 26-27)
As the writer, I am the narrator of the stories my co-researchers have shared and it is
essential that I establish for the reader my personal biases and my multiple roles as the researcher,
the research tool, and as a participant in the phenomenon under study. My writing style is almost
ethnographic, but also impressionistic in that I “attempt to bring together the knower and the
known by focusing on the activity of knowing.... suggesting a learning process” (Kvale, 1996, p.
269).
I instinctively chose to write from my point of view (in the first person, present tense)
using as many direct quotes from my co-researchers as possible in order to “get at” their point of
view. The work of Saukko (2000) inspired me to follow my “gut instinct” regarding the
writing/reporting of the description and the analysis of emergent themes of this research by
intermingling “my own reflections on [the stories of my co-researchers and upon] my personal
experience along with relevant scholarly literature. Saukko justifies this organizational/writing
strategy by clarifying that it
makes it explicit that I am telling the women’s stories from the outside. Yet, by
absorbing the women’s stories and words into my narrative and wrestling with them
personally and theoretically, I highlight how the voices o f ... [both myself as] author and
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the characters are always entangled with one another and are shot through with social
voices that speak through them (p. 3).
In my role as researcher and research tool, I am truly on the outside of my co-researchers’ stories.
But by virtue of my role as an advocate/caregiver, I am also on the inside. The research itself, the
process of developing understanding, is also a story I experience from the inside.
Writing represents the headlights that guided me on my journey through the entanglement
of our multiple stories to weave a single story. Perhaps, since my goal has been to listen for the
voice of advocate/caregivers, I should describe the writing component of qualitative research
method as a hearing aide, a tool to help me truly hear how my co-researchers and I mean as we
share our stories.
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Chapter III
Data Transformation Part I: Descriptions of Advocate/Caregivers and Their Stories
While the stories participants shared as they revealed their understandings and
perceptions of the phenomena being explored (i.e., the “capta”) are the most important
component and the primary focus of qualitative research, Bateson argues (Harries-Jones, 1995)
that in order to effectively portray a qualitative research project, the researcher must actually
present two studies; one study is the actual research project, and the other study is the study about
the study. Not only must results of the research be shown, but the reader must also see the
research process, the details about choices made and steps taken all along the way as the research
questions, design, and answers emerge in the context of the project (Chenail, 1995, p. 1).
In Chapter III present the methods by which I conducted this study, and discuss the
choices made in the process of transforming the stories of the lived experiences borrowed from
my co-researchers along with my reasons for making those choices. In this chapter, I first offer
general socio-demographic descriptions of my co-researchers from both focus groups. What
follows represents a transformation of the audio taped and observed data from each focus group
into description of the co-researchers who participated and the stories of their experiences as I
experienced them in the context their conversations.
Socio-demographic Characteristics of Participants in Focus Groups I and II
Selected socio-demographic characteristics of the caregivers who participated in the
research are presented in the paragraphs that follow. Of the seven caregivers who participated,
four are the mothers of the care receivers, one is the niece, and two are the wife. One caregiver is
in her thirties, one is sixty years old, and five are in their forties. Many of their caregiving
responsibilities began when they were in their twenties. The length of time providing care ranges
from four months to twenty-three years. All the caregivers live with their care receiver. One of
the care receivers has died.
Participants were asked to identify the kind of caregiving responsibilities they have for
their care receivers. All seven identified the following activities: emotional/spiritual support,
transportation, assistance with access to and understanding of information, leisure/social support,
and personal care. The most frequently identified personal care activities included bathing,
toileting, dressing, grooming, getting in and out of bed, and walking. Several caregivers also
identified eating and meal preparation, one mentioned employment support, and one discussed
implementation of and support for educational and employment opportunities. One of the
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caregivers identified only getting in and out of bed and walking as personal care activities. Two
caregivers report that they provide this kind of care work two to four hours per day, seven days
per week, and four indicate spending between five and eight hours per day, seven days per week.
Most of these women are not only the primary caregiver, but are in fact the only caregiver in the
household. Two are assisted with the care work by another family member and/or adult.
All the caregivers have the equivalent of full-time employment. Two have several jobs (a
special education teacher’s aide/respite care worker and a self-employed office custodian/school
district secretary). Four are associated with a university (a graduate student/teaching assistant, a
research scientist, a lecturer/faculty member, and an administrative assistant) and two are
employed in social services (a care coordinator and a respite care worker). Their earnings range
between $11,000 and $75,000. When asked how their care work has impacted their employment,
the participants responded as follows: six left work for medical appointments; four felt their
performance at work suffered; six left work suddenly; seven missed work; three came to work
late; two changed shifts; one decreased hours; three considered quitting; two changed jobs; four
declined job advancement; one increased hours worked to earn more money. One caregiver takes
her care receiver with her to work and one mentioned emotional strain and depression as
impacting her employment.
When asked how frequently she accompanies her care receiver to medical appointments,
some women thought the question was asking for percentage of appointments (50%, 95%, and
100%) and some thought the question referred to the frequency of appointments. Their responses
ranged from monthly to six times per year.
Stories From the First Focus Group Conversation
The night of the first focus group meeting, I arrived early enough to check my audio
equipment, to arrange the furniture in the large room into an intimate setting for the conversation,
and to prepare a table with food and beverages. Striving for an informal atmosphere in which the
participants could feel at ease about sharing intimate conversation with each other, I asked all
participants to dress comfortably and arrive hungry. My three co-researchers arrived a little early
and enjoyed a comfortable ten minutes or so in conversation while they peeled off their winter
gear and filled their plates with spinach salad, focacia bread, and a rich chocolate desert. Paula, a
female professor from the communication department, was present as an observer to the process.
Because all three women were recruited through a snowball technique from the university
Communication Department, I incorrectly assumed that they knew each other and neglected to
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initiate the discussion with introductions. However, the process was informal and comfortable
enough that they took care of that issue themselves both before and during the meeting.
I followed my intended research design, introducing the topic, reading aloud the
Informed Consent Form (see Appendix C) and guiding the development of ground rules and
guidelines that included a discussion of confidentiality and the ethical responsibility that they
each had the others to keep information private. I introduced them to the notion of “lowmoderator involvement” (Morgan, 1988) a facilitation technique that calls for participants to
essentially moderate themselves with very little guidance or probing by me as the facilitator.
However, I did specifically request that we avoid the use of phrases such as “I agree” or “I
disagree” in our conversation as those words often impart feelings of value judgment. Rather, I
asked them to think about how their own experiences and understandings are similar or dissimilar
to each other’s. I also informed them that it was not my intent to have a “doctor bashing” session.
Participants in both groups recognized my metaphor and agreed that doctor bashing would not be
productive.
We proceeded to the structured round robin exercise to focus the group’s thoughts on the
“ideal medical encounter.” They had their completed pre-meeting questionnaire and critical
incident stories of communication in unsuccessful and successful medical encounters with them
and were ready for discussion. After a short break, we moved on to share the stories they had
prepared. The end of the two-hour session came very quickly and we did not have sufficient time
for the third planned component of the design, a synopsis of practical strategies uncovered in our
discussion although strategies did emerge in the course of the conversation.
This first focus group meeting was intended to help me refine my research design and
figure out the process of conducting this kind of human science research. I made several
changes in my research design based on this group’s interaction; however, stories emerged from
their conversation that could not be ignored. Therefore, I have included this first focus group in
the data transformation process and reporting of my research. Participants in the first focus group
were selected because they all have affiliation with the Department of Professional
Communication at the university where I conducted my research and I knew that they fit my
criteria. Each of these women is an advocate/caregiver, or has been, for an adult family member
whose needs became a part of their lives as adults. Sherry, Ginger, and Valerie are the names I
have given them to protect their privacy and maintain the confidentiality promised when they
agreed to share their experiences.
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Sherry: When Sherry was in her late 20s she was married and had one small daughter.
She and her family lived in an isolated wilderness area twelve miles from town and she traveled
by foot or dog team to town where she worked in a small general store. Her husband, Robert, was
a Vietnam veteran and a trapper. Robert called her at work one winter day from a doctor’s office
to tell her that he had lung cancer. He died a few weeks after Christmas, less than four months
after the diagnosis. Their experiences with medical encounters occurred in this context of “life
while dying.” Sherry is now in her middle 40s and is a Graduate Teaching Assistant working
toward a Master’s in Professional Communication. She is an intense, intelligent person who is
forthright and candid but slow to speak. She appears to have a healthy respect for the silence that
comes with pauses in conversation, fully considering her thoughts before she talks. This often
results in “talk-overs,” instances in which Sherry loses her turn in conversations. Her little girl is
now an adult, away at college, and she has a second young daughter living with her.
Ginger: Eight years ago, shortly after their marriage, Ginger’s husband, Geoff, began to
suffer “excruciating and debilitating chronic pain” as a result of a work related spinal injury. His
medical care is largely controlled by Worker’s Compensation and they have had difficulty finding
physicians who are both approved by Worker’s Compensation and can (or will) help him obtain
relief from the pain. A physician in a town over 300 miles away sees him quarterly. They now
have one young child living at home with them. Ginger is a capable woman in her middle 30s
whose personality appears as an interesting combination of tentative smiles and gentle selfconfidence. She is employed full time at the local university as an administrative assistant,
enrolls in one class each semester, and is working toward a Master’s in Professional
Communication.
Valerie: Valerie cares for her elderly Aunt Ellie who has Alzheimer’s disease and
suffered mistreatment from her previous caregiver, the extent of which she cannot communicate.
When Auntie Ellie came to live with her, the health care providers told Valerie that her aunt
might only live a few months. It has been over a year and Auntie Ella appears to be thriving,
although she does require twenty-four hour care. She goes everywhere with Valerie and enjoys
sitting quietly in the classroom when Valerie teaches. Valerie is a talkative, 60-year old, single
woman who is knowledgeable about health care and medical related issues as well as
communication issues. She worked for many years as a health care professional while she cared
for a large family of children and ministered to members of her former husband’s church. She
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recently earned a Master’s in Professional Communication and is working over 40 hours per
week as a lecturer at the university and at a nearby military base.
As a group, these three women responded to my request that they use sticky notes to
write their thoughts regarding what constitutes “successful” communication in the “ideal medical
encounter.” Some of their written words and phrases were: “Knowing that the doctor has gone
through the medical records,” “not being shut out as caregiver,” “doctor remembers you,” “eye
contact from the doctor,” “the doctor is engaged,” “ considers more than just pills as remedies,”
“write questions and make multiple copies,” “continuity,” and “policy.”
“Okay,” I said to my co-researchers as I pointed to the written words and phrases stuck
up on the flip chart, “we’ve got all these sticky notes posted here; ‘respect,’ which is an attitude,
‘honest,’ which is a character trait, ‘sense of humor,’ ‘definitiveness,’ ‘doctor remembers;’ it
seems to me that many, if not all of these are doctor behaviors.”
Valerie and Ginger quickly deny that they intended their descriptions of the ideal triadic
medical encounter to be only about or dependent upon the doctor. Valerie says, “I meant it for all
three.. .because if you don’t have respect.. .and if you’ve got honesty from one and not from the
other, you have nothing.”
Ginger tells us “I just assumed that WE always go in with respect....” After thinking a
moment, Valerie recalls that “It isn’t always there, I mean, I’ve been shut out as the
caregiver...and my aunt has been shut out..
Trying to clarify, I point to and read more of the sticky notes aloud and I say, “What I’d
really like to know is...when you have a doctor who doesn’t ‘remember’ from the previous
visit... if he ‘isn’t definite about the information’ he has provided you, or has failed to provide, or
doesn’t appear to be ‘engaged,’ what do you DO about it? How do you communicate that you and
your care receiver have a need for something different so you can make it work?”
Valerie explains that she “simply tells the doctor” that because she is the caregiver,
twenty four/seven... [she]... needs to be aware of all the problems that can happen;” and she
can t be aware if the doctor doesn’t take the time to inform her. Valerie recalls that when her
aunt first came to live with her, she “didn’t do that.. .and it almost cost [my aunt] her life.. .so
now I’m just right up front.. .and we never have problems now.”
I then turn to Sherry and ask her about her experiences “getting information out of a
doctor.” She begins to describe “a time calling the doctor down— here he is, standing by the
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door, one hand on the door knob, his pencil already in his pocket—he’s trying to get out the
door....”
Ginger, who apparently relates to the unfolding scenario, interjects, “YEAH!”
Sherry continues, “It’d been a really short interview, and I remember saying to him, ‘I
know there are other patients, and I know that you have a lot to do, and that you’re a very busy
person. But we’ve waited to see you too. And we have a lot of questions.’ I’m not shy about
these things. But you know? On this particular day, with this particular doctor—the problem
was.. .It didn’t help!”
To get her questions answered, Sherry tells us that she had to make another appointment.
She seems to want to excuse the doctor and “speculated” that there “might have been some things
that the doctor didn’t know enough about and he wanted to go read up on it.. .but it was just this
particular doctor, his bedside manner just stunk! Oops! Sorry to doctor bash.” She then
continues to describe how “your expectations are violated.. .the doctor has this idea of where it’s
all going and you have no idea and the further you as the patient or the caregiver stay away from
the total amount of information, the more your expectations are violated!”
Valerie thinks that some of these issues go back to “requirements of the hospital.” She
tells us about her very good friend who is a doctor. “And when she was at the hospital working,
she was allowed six minutes for each patient, booked ten hours a day.. .she never saw the same
patients very often and had to read the history in that time.. .1 don’t know how she managed it!”
Ginger points at one of the sticky notes she has written. She reads, “assembly line tactics”
and tell us that it’s her impression, and her husband’s, that the doctors try to get as many patients
in one day as they possibly can. They have often wondered this is the doctor’s policy or if it is
the organization he works for.
Valerie responds that in her experience, it is a policy of the organization.
Sherry tells us about “very definitive studies” demonstrating that when a doctor sees the
same patient repeatedly, the patient’s health and quality of life are better than when they “see a
bunch of different providers.” This comment leads to a brief conversation about Health
Maintenance Organizations (HMOs) and Sherry laughs as she tells us her first experiences with
“preferred providers.. .OH!” she says “I just thought that was un-AMERICAN!”
Ginger describes the frustration she and her husband Geoff feel when they must see many
doctors and deal with their ignorance of the situation, “...that’s REALLY difficult, especially
when you’re on such..., strong drugs with such high dosages. And the doctors are like ‘Oh!
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You’re an addict and you’re just hopping around from city to city and state to state trying to get
more pills! ’ And you have to go in to EVERY doctor and EXPLAIN your situation and like
they’re in rush and you feel like you’re imposing.. .but at the same time you really NEED .... So,
what we’ve done is just calmly explained, and we just kinda like DIG in our heels and keep
talking... in a calm way. Just keep talking and we tell them ‘here’s the files and we’re not trying
to hide anything. So just answer our questions! ’” Ginger holds up her hands as though she were
hefting a large, heavy box as she describes the Rubbermaid tub full of Geoff s medical records
that they keep for themselves and take to all medical appointments.
Paula wonders aloud that “you have to ... just literally keep your own records?” if you
are to be an advocate for yourself and want to have continuity in your care.
Ginger chooses that time to try and tell us something positive about “some doctors—they
are very intelligent, they know what they are doing, they really want to be there, they really want
to help....” Then she describes how sometimes these doctors who care and want to help, decide
they “don’t like what the previous doctor has you on and so we’re gonna just wipe the slate clean!
And prescribe all these new pills for you and of course your body takes two to four weeks to
adjust...” She tells us that the doctors fail to consider how each new medical strategy will impact
Geoff and Ginger in their everyday lives. What they really want, after dealing with his chronic
severe pain for eight years, is a surgical procedure. But their doctors continue to say “ ‘no, here’s
two new pills I want you to try’ and there is nothing you can do, you have to accept it and say
‘Okay.’”
Sherry asks her “why?” they have to accept it, and Ginger tells us about how Worker’s
Compensation injuries are handled by “the system.” Their doctors cannot prescribe the needed
surgery because regulations say the operation must occur in the state where they live, and there
are only two doctors who can perform the surgery in the state. Of those two doctors, “one is
bran-spankin-new, nobody knows his work and the other is not recommended, so we just have to
sit back and wait. ..take more pills.. ..We have to follow his [the doctor’s] advice in order to get to
where we want, otherwise we tick off the doctor and he won’t help us or will be indifferent. And
we can’t change doctors ‘cause it’s a Worker’s Comp issue and it’s the law, you can’t change
doctors.... we don’t want to make him angry.”
Ginger tries again to tell us something positive about her husband’s doctor. “You know,
the last time this doctor spent an hour and a half with us so we’re really lucky in that sense.. .but I
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still think he’s still up here looking down at us in a way because we’re not up to his level, we’re
not, you know we’re not ‘doctors!’”
Paula asks Ginger if this was a new doctor and Ginger explains that he had been Geoff s
doctor years ago, and they only started going to him again two years ago when they returned to
the state from traveling.
I try to draw Sherry out a little by reminding her about a conversation we had about
medical encounters a few weeks previous to the focus group meeting in which she said, “I feel
like I’m talking a different language here, asking questions in a different language and he can’t
understand what I’m trying to ask him or tell him!” I ask her how she can “get information if
they [the health care providers] can’t seem to understand what she is asking or saying.” She says
that “hanging around intensive care you start to pick up some of the lingo, and they will talk to
you in their lingo.. .they can’t seem to put it in normal, everyday words.”
Ginger offers the phrase, “layman’s terms,” to clarify and Sherry responds, “Yeah,
everyday words, there really isn’t language for what they want to say in layman’s terms.”
Valerie comments, “So they stuff you full of jargon.”
Sherry explains that as long as she could “indicate that it wasn’t going to stump me just
because I didn’t understand a particular word .. .then I could keep them talking and get more
information.”
Valerie identifies the process Sherry is describing as “education.. .we need to educate
ourselves! So we can know the situation so we won’t get snowed!”
Ginger says that while she and Geoff have “done a lot of research because we feel like
we have to be our own doctor.. .Geoff is NOT TAKEN SERIOUSLY! ... we can say, ‘we found
this’ and they say, ‘oh yeah, oh yeah, whatever...” and she non-verbally demonstrates how the
doctor trivialized their information by giving them a pat on the head and the behind.
Sherry asks if Ginger and Geoff s experience with doctors’ reactions to education and
research might not “have something to do with doctors’ ego.” All the participants, including
Paula and me, laugh out loud and say “Yes!” or “Definitely!” Sherry carries on this line of
thinking with a discussion of how “he [the doctor] wants to be able to fix you and make you all
better, all by himself, and he doesn’t want you to go see a physical therapist because HE wants to
feel good about himself First o ff [she chuckles] GOD!”
Sherry keeps the floor and tells us that she wants to say something about having more
than one doctor. At one point, very near her husband Robert’s death, several additional doctors,
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specialists, were called. She describes how difficult it is when “you’re used to dealing with just
one person, and you just INVEST SO MUCH in this one person!... I invested in him.. .to save
my husband’s life. I was just sure of it, you know? Not really, I mean, not logically, but still—
you are investing all your thoughts and actions toward this doctor and then all of a sudden they
just toss a few extra doctors in there.” As she speaks, she moves her hands as though carelessly
tossing seed on the ground. “I had this perception that it was NOT better to have these
specialists, it was like robbing me of some of the comfort I had from having one doctor.. .to me it
was having to take more of myself and invest more in another person....”
Ginger interjects, “it’s like getting into a new relationship? And having to build them up
again.”
Sherry definitively responds, “Yep! It’s not easy.”
Valerie tells us that Aunt Ellie has difficulty forming relationships with doctors for
several reasons. The most obvious reason is Alzheimer’s disease. But another reason, Valerie
says, is that Aunt Ellie is a 76-year old woman who was raised as a Christian Scientist and she
had “never gone to a doctor in her life until about two years ago. She is very suspicious of every
pill and every visit to the doctor’s office— it’s a hard thing to overcome, that’s why I had to find
a doctor that she could work with...” Valerie describes how, in the past, doctors tended to “talk
over her head and discount everything Aunt Ellie says.”
Another problematic communication issue Valerie has as advocate/caregiver for Aunt
Ellie is that “Aunt Ellie isn’t a complainer, you have to GUESS what’s wrong with her.. .she’ll
get dressed and then sit there and cry ‘cause... she can’t get her bra fastened. So I have to judge
how long it will take for her to get that far [giving her time to try it herself] and then be there. It’s
the same thing with her going to the doctor. She won’t tell them anything, even if she could
remember.

Valerie has solved both problems by writing things down for her aunt as they arise

between appointments. She takes the “sheets [of written notes] and gives them to the doctor so we
can check it off as we go.” She tells us that this solution seems to allow Aunt Ellie to be taken
seriously, yet does not force her to remember or to feel as though she is “complaining.”
Valerie says that she also makes sure that the doctor talks or directs her comments to
Aunt Ellie, knowing that Valerie is listening and taking notes. “I hear what is going on, and I
know that the doctor is really talking to me through her.. .because you know, [Aunt Elbe’s] not
going to remember two minutes later what the doctor said.”
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I ask Valerie how she feels about “being part of forcing Aunt Ellie to go against her
[Christian Science] values” and develop relationships with doctors, taking the 8 to 10 daily pills
necessary to keep her as healthy as possible.
Valerie responds that over the course of several medical visits, she and the doctor were
able to convince Aunt Ellie that “‘you don’t have to be suffering, you don’t have to be crying all
the time.. .or have bladder infection upon bladder infection all the time....’ the doctor respected
her enough and talked to HER and she understood that ‘this is what happens when you get old.’”
She reiterated “you have to include her.. .she was excluded and she was afraid for that year that
she was being abused, and getting over that is hard, but the doctor is helping with that too.”
Valerie emphasizes that while she now has a very good doctor, “a female doctor,” she
knows that “all doctors are different.” Not only are they different in how they are trained (she
states that a D.O. is “better” than an M.D. because they are trained to treat the “whole person,”
not just the immediate problem); but each doctor, as an individual person is different. In Aunt
Elbe’s case, she reports, “picking a D.O. that is a female was the perfect thing.”
Valerie describes experiences that remind Sherry of some of the ethical issues
surrounding “Robert’s ownership” of his own death. She tells us that Robert had a lung infection
(in addition to the lung cancer) and “they wanted to put him on a respirator.. .well, it was my
understanding that he wanted to freeze to death underneath a spruce tree and the LAST thing
you’d want to do is have him on a respirator! He was robbed. It was my understanding that he
did not want to be on a respirator. And I did not understand any of the implications about
respirators at the time, b u t... I was just real UNCOMFORTABLE with his doctors asking ME! I
asked them ‘Well, how come? Why are you asking me this, why don’t you ask him?’ Well,
apparently they talked him into going on the respirator... they caught him at a vulnerable moment
and the way they explained it was that there was a lung infection. They never explained that once
you go on a respirator, the doctors won’t take you off! No one ever explained any of that, to me
or to him.”
Sherry pauses, takes a deep breath, and tells us that “less than two weeks later, they
explained that even if he got over the lung infection, or the collapsed lung.. .he was still going to
die from lung cancer.. .it was just a matter of how he was going die or when....”
Valerie interrupts Sherry’s story to inform and reassure the group that things have
changed in medicine in the 18 years since Robert’s death. “In those days” she says, “they didn’t
give you any information, they just told you what you were going to do. They didn’t even ask you

35
for permission....’cause after all THEY were the DOCTORS looking down on us and.
Sherry jumps back into the conversation to say to Ginger, “That’s what YOU were
talking about...” and Ginger nods her head indicating that “maybe things haven’t changed all that
much.”
Paula wonders out loud again, “I’m wondering... because it sounds like what you’re
getting at in your story is that you feel like the medical encounter essentially robbed Robert of his
value system.... because by not explaining what [going on the respirator] meant, his desire to go
freeze to death under a spruce tree.. .he got robbed of dying the way he wanted to die....”
Valerie adds, “... he was robbed of his dignity because he wasn’t told...”
Sherry resumes her story, “Yeah, and that happened a couple of ways, not only was there
an attempt to get me to make the decision over and above him, but also to misrepresent how
successful he could be .. .at getting over the infection. But also, they interviewed us separately;
you know, divide and conquer—so they caught me, late one night after I was working. He’s
surprised that they are admitting him to the hospital, what was I gonna do? Do with our four year
old? And for him?....It was only six weeks before that he told his primary doctor that he did not
want to ever go on a respirator.”
I ask Sherry if she had it to do again whether of not she would allow the doctors to have
the conversations separately or if she would insist on being there to help Robert for himself
because he was, as Sherry puts it, an “adult who made his own health decisions.”
She responds without hesitation, “make it a triad.. .absolutely!” and as an example of that
kind of shared-decision making, she shares the story about how her four-year old daughter’s birth
had been an emergency caesarian. 11 was in labor and... I’m not all that capable of making wise
decisions.. .I’ve got my husband right here, would you talk this over with him? And I’ll go along
with him, because I’m in no position to make that kind of judgment call.... Yeah, it needed to be
a triad [for both Robert’s death and for their child’s birth]. We trusted each other that way.”
Ginger expresses that she wants to talk about the concept of “advocate” to which I had
just referred. She tells us how she and her husband have had doctors who were antagonistic
toward them, but now they have one who advocates, “.. .goes to bat for you, rip ‘um down for
you.. .which is great! It feels really good to have someone who is on your side and who
understands your situation.”
Valerie recognizes that Ginger is talking about having the doctor advocate for them as
patient and caregiver against Workers’ Compensation and interrupts to say, “You’re fighting an
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endless battle because they have the power... I’m in that same situation legally; we were withheld
money...”
Ginger nods her head and continues her story, “That’s what they do...”
Valerie keeps talking excitedly, as though uninterrupted, “we were withheld living
expenses so that we would make the decision to do what they wanted us to do...”
“Yeah,” says Ginger, “to comply [with what they want us to do]”
“And it’s wrong!” says Valerie. “And they do it to everybody! It is a policy and the more
they can stir you up and keep you guessing, the more they can get away with and the less they
have to pay.”
Ginger nods affirmatively and says, “You do what they want, exactly, precisely.. .but
who’s going to go to bat for the little guy? Or the poor guy? Or the disabled guy?”
Valerie and Ginger tell the group almost simultaneously that a “lot of doctors won’t even
work with Worker’s Compensation” because of there is so little money to be made, and “because
of the sheer hassle!”
Ginger says, “It’s almost like HMOs, where you have somebody... [not a doctor] telling
you what kind of medicine you can do...” and mimicking an administrator in Worker’s
Compensation or an HMO she quips, ‘you know what, I don’t think we are going to pay
this! ’.. .and that’s that... .It is really good to have an advocate on your side.. .so you don’t want to
make him angry.”
I remind the women that my interest is in how we communicate in medical encounters
with our care receivers and their doctors. I ask Ginger if she spent any time or energy trying to
convince the antagonistic physician that she and her husband were not “bad guys.”
Ginger responds, “Yeah.. .not that it worked. This doctor had her mind made up ... and
she wrote things in her notes that were wrong. Things that were lies! And that record goes to
Workers’ Compensation and it goes to your final record and the only way to take care of it is to
write.. .[looking for the right words]”
Sherry offers, “a letter of protest.”
“Right!” says Ginger, “but that doesn’t do any good because doctors’ opinions are more
respected than patients because doctors have all the training. You know, we’ve found that the
only way to be our own advocate is to DETAIL, I mean write everything that’s been happening,
all the pills you took, cause God forbid if you are missing a pill. They’ll think you tried to
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overdose, or you are abusing it! So, the only way to advocate is to keep a diary... or a huge bank
account!”
I ask Ginger if she takes her “diary” to medical encounters and she tells us that instead,
what she and her husband “usually do is tape the conversation. Because we’ve had so many
doctor visits where.. .we’re all talking and we’re all on the same page and it’s all fine. And we get
the report and it’s like ‘did you get the right people here because this is NOT what went on!”’
She says that the “doctor is aware that they are taping and that since they began to tape, the
problem has gone away, we don’t have that problem anymore. My husband has really been
thoroughly screwed by doctors [in the past].”
Valerie comments on how “as caregivers, we are responsible to change doctors [if the
relationship isn’t working out]... but then you sometimes don’t have the option to change
doctors.”
The preceding conversation stemmed from the sticky note exercise in which I asked the
participants to focus on their perceptions of communication in the “ideal” medical encounter. We
took a short break and returned to relate the stories the co-researchers had written about before
coming to the meeting.
Ginger did not write out her story in advance, but she has no problem detailing a story
about “unsuccessful” communication in a triadic medical encounter. She tells us about a “female
doctor” in the town where they live who “thought that [Geoff s] body should just respond to a
certain dosage of a certain kind of pill, and when it didn’t, then she started looking to him as
being the problem instead of her medicine or her ideas. She was openly rude to us and
condescending as though we didn’t know what the hell we were talking about.. .She was one of
several [doctors] whose reports did not match what the conversation was, and we still don’t to
this day understand. She would forget his name, my name ... big things like what his problem
was...We tried to remain respectful and ‘okay, here, we’ll explain it again.’ But it just didn’t
work out... and the last straw was when she wrote something... that was an outright lie in her
report to Workers’ Compensation. We had to do a tremendous amount of work to counteract,
er... protest that— yeah, we learned a hard one with her. But it really didn’t get us down,
because we know that every doctor is different... She was angry because her plan wasn’t
working, so she referred us to another doctor, which is how we got out of that [situation].”
Valerie tells us that she gained custody of Aunt Ellie from her brother over a year ago.
When Aunt Ellie arrived, she was in dire need of medical care, but brought no medical

38
information at all. Because of Alzheimer’s symptoms, Aunt Ellie had no idea as to her own
medical history or even where she had been treated last and Valerie’s brother refuses, to this day,
to provide that information. Valerie selected the “only doctor listed in town as ‘Elder Care.’”
However, she reports that he did not take time to learn what kind of treatment her aunt needed.
He listened to her heart, said she had a heart murmur, needed blood pressure medicine, and that
she was “deeply depressed.”
Paula nods her head slowly and says with disgust, “Yeah.. .it never stops.. .no matter how
ill a woman gets, and it’s ‘depression.’”
Valerie tells us that the doctor would not listen to Valerie’s concerns over the following
weeks as her Aunt Ellie “continually got worse until she ended up in the hospital. ...he [the
doctor] would not communicate with us. I’d leave a message on Monday about shortness of
breath and blood pressure going up, and finally on Thursday I’d get a call from the nurse, or not!”
She tells us that the nurses or receptionists would say, “well ‘he’s going to be out of town this
weekend, if you are concerned take her to the hospital,’ but he wouldn’t [meet us] the hospital...”
Valerie finally took Aunt Ellie to the emergency room. She reports that they were “kept waiting
for hours while other patients were taken in. When I asked if there was a problem [that might be
the causing delay in being seen by a doctor], all of a sudden I was the problem!” She finally took
Aunt Ellie home in frustration, but was back in the hospital in short order, whereupon Aunt Ellie
was diagnosed with congestive heart failure.
“I was helpless, all I could do was take her back to the hospital..

says Valerie, “I don’t

like being treated with rudeness... congestive heart failure and he called it a heart murmur!”
Sherry says, “Well, that’s as bad as not being able to change doctors...”
“Right,” says Valerie, “not knowing WHEN to change doctors.”
Sherry repeats what she said earlier, “You’ve invested so much, you feel like you don’t
want to [change doctors].”
Ginger sympathizes, “I don’t know how you handled it!”
I observe that in my experience, “sometimes you can [change doctors] but you are not to
a place emotionally where you feel like you OUGHT to.. .[you second guess yourself] maybe I
ought to... Okay, maybe the doctor does know best.”
Ginger intones, “Maybe this next thing will work.”
Sherry is silent for a short time before she begins to tell her story. “Oh, [my story] just
PALES by comparison.. .it is about no information.” She describes how Robert had a series of
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seizures and how frightening it was for them, living so far away, with no electricity or water in
the dark, in the winter. Robert liked his solitude and did not want to go in to town and see a
doctor. But finally Sherry told him “That’s it! We’re going to the hospital!” Because of his
presenting symptom of seizures, a brain scan was done, but the “doctors real concern, real
emphasis was on his breathing and they really didn’t worry about the seizures much, which was
confusing.” Sherry and Robert were surprised that the diagnosis was pneumonia, because he felt
and acted generally healthy. He walked the 12 miles to and from town in the summer and winter,
he was active cutting wood and trapping, and they were building a cabin. He called her at work
from the doctors office several days after they came to town to tell her that the doctors had
informed him that he had lung cancer.
A biopsy was done and Sherry tells us, “Robert asked the doctor ‘how long, what chance
do I have?’ The doctor said ‘one in ten’! And that was IT! It was like the END OF THE
SENTENCE! [The doctor] was sweet, but you know, when you’re telling your kids about the
facts of life? You don’t want to tell them too much before they are ready, you know, you wait for
them to ask questions? You know, that was his [the doctor’s] philosophy, ‘wait for the questions.’
He wasn’t going to say very much.” Sherry says that she and her husband didn’t really even
know what questions to ask, so they remained ignorant.
Well, when I started reading about lung cancer AFTER HE DIED, I didn’t have time to
read anything when he was alive.. .but.. .later I learned that what the doctor MEANT was that you
have a ‘one in ten’ chance of being alive after two years and what really happens is that...” the
vast majority of people are dead within six months of diagnosis. She explains that she and Robert
did not understand how negligible his chances were to live and “to me that felt like a big RIP
OFF! I mean I only had two months and nine days to get our lives in order! I just assumed, I
think he [the doctor] assumed that we knew it was 100 percent fatal. How? I didn’t know it was
100 percent fatal until after he was dead!”
Sherry reports that in the same encounter, she “asked the doctor what caused this lung
cancer. And I remember that I asked it because I always felt guilty about this question.. .the
doctor said, ‘Reasons 1 through 10 are from smoking!’ Yeah he smoked. My husband told me
later.. .1 didn’t think... I hadn’t thought about this being a negative answer, but he told me that he
thought it was a slap in the face, that the doctor.... you know Robert felt it as BLAME!”
Sherry explains further. “We were both young and what did we know? It doesn’t do any
good to be crying or blaming; we are thinking, ‘okay, we can beat this thing, what are we going
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do? Just tell us what to do?’ and that answer, ‘The reasons are... you smoke,’ was like saying,
‘you did this to yourself!”’
The two hours allotted for the focus group meeting are almost over, so I ask the group if
we can move the conversation toward “successful stories.” The success stories seem much
shorter and less complicated.
Ginger speaks first. “Our most successful encounter was with a woman doctor from
Poland, and she practiced in a small town where we saw her consistently for three years. She was
great! She always made eye contact and smiled, her behavior was great. She REMEBERED! She
knew Geoff s history and didn’t mind dealing with out-of-state stuff and Workers’ Comp. She...
we really felt like she was an advocate for us. .. .she took the whole picture into consideration,
she would ask about nutrition and therapies he had had.. .physical therapy.. .and if one didn’t
work, she d say ‘let’s put you in another one’ [she didn’t take it personally]. So we really trusted
her.”
Valerie tells us that she has already described her written example of a successful
encounter. So she pulls another story out of her recent memory. The “female doctor” involved is
currently working with Aunt Ellie. “She [the doctor] takes time to make eye contact with Aunt
Elbe.. .she d ask Aunt Ellie something and Aunt Ellie would look to me for an answer, I’d be
quiet and the doctor would say to her, ‘Ellie, I’m the doctor, look at me, answer me.’ So finally
Aunt Ellie got the point. One day, I think it may have been last month, the doctor left the room,
and Aunt Ellie says ‘I feel safe, I feel safe with that nurse’ (she’s 76 and she still assumes all
women are nurses) And I said, ‘don’t tell me, tell her!’ So when the doctor came back, Aunt Ellie
said, ‘I feel safe in your care.’ and the doctor patted her hand and smiled and said ‘Thank you for
telling me that!”’
Ginger smiles and says “Wow! I bet that makes the doctor feel kinda good to see such a
positive response.. .it just kinda snowballs in a positive way.”
Valerie agrees and goes on to describe how Aunt Ellie is “part of her own care now,
whereas before, she was just a frail little thing who just did everything anybody told her to do
because that is what my brother conditioned her to do...” Valerie was told by the first examining
physicians that her aunt would likely be dead in a matter of months and nearly a year later, she “is
flourishing, she’s gained 10 pounds! BECAUSE of the communication, I really believe this,
because of the communication and my hard work...”
I ask her to “recap what her hard work” has been.
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She repeats that she has learned to takes notes during the month, writing down “Aunt
Ellie’s very own words about how she would feel.”
I say, “So between the three of you, working within her lifestyle, you figured out how to
get her to cooperate? Despite her Christian Science background?”
“Right!” is Valerie’s response. She ends her story by telling us that she is in court
proceedings now to gain permanent custody of her aunt and that the doctor will be testifying on
their behalf.
Sherry’s story about “successful” communication in a triadic medical encounter
. .was kind of the flip side of ‘no information’.. .a doctor took me aside and said, ‘.. .even if he
gets off the respirator, even if he gets over the infection, even if he gets over the collapsed lung,
he is still going to die from cancer.’...and he died about six days after that. And I’m just, I was
just really happy for that, to come to terms with that.. ..And there was this hospital chaplain... he
came to me where I was waiting outside the ICU and this man says, ‘if you are in an airplane and
the engines quit, prayer will only keep the airplane in the air so long before gravity takes over
so...’
Laughter erupts from the group and Ginger says, “THAT’S COMFORTING!”
Sherry laughs with us and continues, “But you know, it WAS comforting! That was kind
Of a set up for the conversation with the doctor. The doctor was also very comforting, but he was
just as honest, in a very medical, detailed sort of way. He was saying, ‘wake up, he is going to
die from lung cancer. ’ And so we did a will and I had a chance to say some things to him such as
‘what kind of man do you want your daughter to marry?’ and he said, ‘someone like me’ and
what should I get her for graduation from high school (she wasn’t even 5 years old)?’ and he said,
‘you’ll know when the time comes.’ We asked each other for forgiveness. Without that doctor
slapping me upside of the head and saying ‘HEY! Get real!’ I would have just gone on thinking
he would be the one in ten that is going to live!”
Valerie comments, “I still think that honesty and respect, from the doctor, for the doctor,
for the patient, it’s a triad. It is really important... ’cause everything we’ve talked about, the
failures and the successes in communication come when [honesty and respect are] there or not
there.”
I speak about my biggest frustrations as an advocate/caregiver in medical encounters. It
is the occasional medical encounter in which “I can’t make it work, and there is nothing I can do
about it. I want to have that control, to make them listen. I want to think I can force the doctors to
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make eye contact with me so I can get respect and honesty out of them.. .you know how we used
to do with our kids? Hold their chin and make um look you in the eye, and say ‘you look at me
when I’m talking to you! ’ You can’t do that with the doctor.. .force them to be engaged. But wait!
I guess you can.. .the tape recorders! They are going to be engaged when they know they are
being recorded! But, how am I going to feel? Like I’m setting up a situation that lacks trust
because I feel I have to record this encounter? It is like a confrontation.”
Ginger tells us that she and her husband get around that confrontational feeling by “quite
honestly saying” that they want to have a record of everything that is said and done. Then they
ask for permission. She assures the group that the doctors don’t seem to be overly concerned
about being taped. “What’s he going to say, ‘No, you can’t record?”’ As a group we speculate
about the idea “forcing” the doctors to be engaged by putting them on the record, either by tape
recorder or by written notes.
Valerie mentions one of the major areas of communication that the Communication
Department focuses on, PEP, the Perception/Interpretation Process. “There is all kinds of data out
there, and these doctors have got another person back there, and they are thinking about all kinds
of things, and in order to engage them, sometimes ‘forcing’ them to pay attention and attend to
certain kinds of things.. .they have to select what they are going to attend to and they have to
organize it in their head.. .and we sort of just help the process along by focusing [with tapes and
written notes] on THIS situation instead of all the others.. .that’s the idea, to guide the
perception/interpretation process. The tapes and notes force the doctors into a framework where
they must attend to and select the data in this room, THIS conversation.”
Stories from the Second Focus Group Conversation
The women in the second group were recruited from a local resource agency that serves
families caring for loved ones who have disabilities. Each of the women has severely
developmentally disabled children and, as mothers, they have been the primary caregiver and
advocate for their children’s entire lives. It was necessary to recruit more participants than would
be required for the research in order to ensure an adequate attendance. The resource agency
provided good terrain for the snowballing technique of recruiting co-researchers for human
science studies. In fact, I was afraid I had too many participants lined up the evening of the
second focus group meeting. Eight women had confirmed that they would attend, including the
director of the resource agency. Having conducted the first focus group with only three female
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caregivers, I was uncomfortable at the thought of facilitating a group conversation among eight
women on such a potentially emotionally charged issue.
The women in the second group appeared pleasantly surprised to discover that several of
the other participants were friendly acquaintances. They had known each other socially and
professionally for many years. I too was surprised to learn that I knew several of the women who
attended the second session. The participants arrived at nearly the same time and energetic
conversation ensued as they milled about the room preparing plates of food, greeting each other,
and chatting about their families and mutual acquaintances.
Adding to this initial bustle and hubbub, I received a call on my cell phone from the
director of the resource agency who had assisted me in soliciting participants. She had expected
to participate and was apologetic that her caregiving responsibilities prevented her from
attending. About the time I was hanging up from that conversation, a woman entered the room
(also acquainted with some of the participants) to say that she had planned to come, but for
reasons that were similar to the ones I had just heard over my cell phone, she would not be able to
stay. She had dressed up her children for the 15-degrees-below-zero weather we were having,
loaded them in the car, and had made her way to the university lounge to personally and
graciously give her regrets that she could not participate. I had correctly assumed that the time
intensive nature of these women’s responsibilities and lifestyles might interfere with their ability
to participate and I was tom throughout the recruiting stage between fear that I would not have
enough participants and that I would have too many. I was relieved to have only the four
participants in attendance instead of eight at the second focus group meeting.
Based on my experiences with the first group and discussion with the participants and
Paula, I had made slight changes in the design. I participated more in the conversation through
questioning, probing, and storytelling of my own. And I changed the order of the components so
that the structured round of brainstorming and sticky note writing exercise, designed to focus
thinking about “ideal communication in medical encounters,” would occur after a discussion of
critical incident exercises. In retrospect, the brainstorming process as used in the first group truly
acted as a focusing exercise, a way to assist the participants to focus on the communication
components of medical encounters rather than on the stresses and frustrations of the encounters
themselves.
We were able to complete the unsuccessful stories in the allotted time, but not the success
stories. The participants appeared just as disappointed as I not to get to the success stories, and
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the exercise about communication in the ideal interaction. We decided, therefore, that
participants would forward their stories to the group via email and attempt to enter a discussion
over the Internet. Despite these apparent setbacks, I gathered a tremendous “mound of data.”
Along with the telling of the unsuccessful stories, many anecdotes came out that provided insight
into successful medical encounters and the strategies the participants use to further
communication in medical encounters. If I were to conduct a third group, I would revert to the
original order of the focusing exercises and maintain my middle- to high- moderator involvement
as facilitator and co-participant in the conversation.
Erica, Karen, Celia, and Brandy are the names I’ve given to protect the privacy of the
women recruited from the resource agency for the second meeting.
Erica: Erica is the advocate/caregiver for her 19-year old son, Derrick, who was
identified as autistic and learning delayed as a toddler. The very small town where she gave birth
had minimal resources and support available to her son and family, so when Derrick was school
Erica relocated to this larger university town. She has been his primary caregiver and
advocate since his birth and for a while she was a single mother. Erica, now in her mid 40s,
attended medical school as a young woman. However, her observations about the motives of
other medical students (she felt they were either “in it for the money or because of family”)
combined with the self-discovery that her real interests were more research than treatment
oriented, contributed to her decision to leave medical school. She has a PhD. and is a research
scientist at the university. Derrick and Erica, along with her second husband and Derrick’s 12year old brother, are active in the community participating in organizations such as Special
Olympics and activities sponsored by Parks and Recreation. She is an outspoken, well informed
woman who appears to enjoy life and maintains a positive outlook for her family.
Karen. Despite the reassurances of a family physician, Karen’s experiences and intuition
told her during her second pregnancy that something was not right with her child. When her
daughter Laura was bom, she only weighed 5 pounds and had both physical and mental
disabilities. Twenty-three years later, Karen is a single parent in her early 50s, the primary
advocate and caregiver for her adult daughter. She has a Master’s in Education and worked for
many years as a high school teacher. Her care giving responsibilities became so intense several
years ago that she was forced to change careers. She now works for the local resource agency
from which participants were recruited. It is a place where she can bring her daughter who
requires constant supervision and assistance with daily living. Laura and Karen are involved in
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Special Olympics and the local parks and recreation program. Karen is a soft-spoken, hard
working, compassionate woman. Former students and their parents report that she was well loved
and respected when she taught and, as evidenced by the interactions that occurred during the
focus group meeting between these four women who know each other well, the same is true in
her current employment as a Care Coordinator.
Celia: Celia’s daughter Marly is her third child. When she was bom four years ago, she
weighed only five pounds and “.. .a virus had destroyed Marly’s brain.. .she’s beautiful but she is
micro cephalic so her head is small and a little bit different s h a p e . M a r l y requires intensive,
24-hour care. Marly lives at home with her mom, her dad, and two siblings (a 12-year old and a
15-year old). The family has a Care Coordinator (Karen) and a professional in-home caregiver
who comes to their home daily to help with the tremendous work-load that comes with “a child
like Marly.” Celia is in her middle 40s and has attended two years of college. She too is a hard
working woman who is both self-employed (cleaning offices at night) and works as a secretary
for the school district. At first meeting she appears to be a friendly but hesitant woman, fragile.
After spending several hours with her, I sense that the fragility is an illusion created by her slight
build and the little bit of shyness she displayed when she first arrived.
Brandy: Brandy is in her middle 40s, has completed one year of college, and works for
the local school district as a Special Education Teacher’s Aide. In her classroom she works with
“multi-handicapped children who depend on others to help them with their everyday living
functions.” She also works with the resource agency to provide respite care for other families
who have loved ones with intensive caregiving needs. Brandy’s 22-year old son, Roland, is
“mentally handicapped.. .a result of immunization shot injuries, but he is a pretty cool kid.” She
told us with pride that he just graduated from high school last year and has a part time job. While
Roland requires constant supervision and help with activities of daily living, Brandy anticipates
that he will be able to live on his own someday.
All the participants seem to have a sense of humor. There is a lot of laughter, and not a
few tears shed (in both focus groups) during our two hours together. Enjoying the co
researchers’ enthusiasm for being a part of my research, I feel a little hesitant to interrupt the
multiple conversations that are going on, but I finally herd them over to their seats in the
conversation pit I had arranged from the sofas and easy chairs and begin the focus group process
as described earlier. Of the four participants in the second group, only Erica has received her
packet with the letter of introduction, informed consent form, and pre-meeting questionnaire in
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time to complete the questionnaire and write her stories of successful and unsuccessful triadic
medical encounters. The others have not “done their homework yet” as Karen, the retired
teacher, laughingly puts it. We therefore agree to hear Erica’s story first to provide the others
time to formulate their narratives.
Erica begins her story by telling us “well, I don’t think I really did a good job, because I
didn’t really focus on my communication with them [medical professionals].” She shares with the
group that several of her relatives are doctors, and that in fact, she went to medical school when
she was young. She says, “I’ve been surrounded by lots of doctors and my attitude is, if I can’t
communicate with a doctor, I walk away. I just leave. If I’m around a doctor who... I don’t feel
is listening and there is a lot of them out there, I just say, ‘see you later’ and go to another
appointment; so, kind of avoid the problem right off the bat.”
When she tells us the story she prepared about an “unsuccessful” encounter, she refers
back to those comments by saying, “where I have problems is when I have been forced to go, like
the school [where her child attended] says ‘you have to go to this doctor’...the service providers
have dictated to me who Derrick needs to see, and those are the biggest frustrations.”
Her story is about the school system and the manner in which the professionals there
dealt with evaluating her autistic five-year old son for an Individual Education Plan (IEP). She
tells us that the purpose of an IEP is to “not only to find out what the problem is, but what
specific things are going to help the IEP, the goals.” The very small town where they lived was
in a school district that insisted that her son be evaluated by “people who didn’t even have the
background. They were educators! There’s nothing wrong with educators, but when you are
dealing with physical, medical, neurological evaluations, you need a background for that!” Erica
had, by this time in Derrick’s life, educated herself about her son’s disability. She knew for
example that “.. .when you have a disabled kid who can’t talk, how do you test their hearing?
You know, you can’t just go take a little hearing test.”
But apparently the educators knew little about his condition or how to handle his
education and/or socialization. “When he first went into the school district it was very obvious
that they had no idea how to deal with him and they put him in a kindergarten with 52 kids! And
he was in an average of five time-outs a day, which for an autistic kid is a reward, not a
punishment! It was impossible! So I got in a big fight with them.”
In order to get what she considered a more appropriate evaluation, she was told by the
school district that she’d have to “pay out of pocket,” and she tells us that she “ended up in due
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process.” Her health insurance covered much of the expense of the evaluation and she ultimately
won her “battle.” But, not before she “pulled him out and sent him to a private school....
basically jumpstarting him so he could just be socially appropriate just to handle school.” In this
school for children with learning disabilities, “they send you to appropriate doctors who are
specialized in dealing with autism.”
She tells the co-researchers in the focus group that her experience in the school taught her
that “the first step for me in communication was to know myself, and do a lot of reading, and read
everything I could, and go to these kinds of evaluations. And then I felt like I had some
ammunition, yeah, ammunition....So for me it was just getting myself educated.”
I share the story of the near-death experience my daughter had as a result an
“unsuccessful” communication experience with doctors and nurses when she was three. I
describe her illness and my frustration that the doctors “would not listen,” that they “dismissed
my fears.” I explain how the nurses told me that my worrying would only cause my daughter to
be more anxious and “make things worse, that it was only the croup.” I tell my co-researchers
how I called the clinic several times during the night, and planted myself on their porch steps in
the early morning saying, “No, LISTEN TO ME! This is different!” I explain how I insisted on
blood work in the late morning before they sent me home and about my insistence that I “wanted
her investigated more closely, this doesn’t feel like croup” and how I went back to the clinic
again and again. “Finally they listened to me. And the doctor personally took us to the
emergency room in his own car, with a tracheotomy kit in his jacket pocket. And I almost lost
her... .you know, I was insistent by going and sitting on the stairs and I was insistent about going
up to the lab to get the blood work. But I kept listening to them. And letting them push me aside
and tell me the ‘we-know-better story.’ And I almost lost her.”
The co-researchers point out and briefly discuss how this is also a “successful” story
because, despite the frustrations in communicating, the doctors did finally listen to me in time and
the outcome was positive. My daughter did not die.
Brandy speaks up, and referring to my reasons for conducting this study says, “You said
earlier... that as you’ve gotten older, you’ve gotten better at it [communication with medical care
providers in triadic medical encounters].” She uses that reference as a transition to her story
about how her oldest son became disabled “through injuries from the immunizations shots. You
know, you’re the ‘good mom,’ [making quote marks in the air] getting kids all the shots and
stuff....” She describes how as a young woman and a new mother, she had “this blind faith in
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doctors.” With only a little bitterness in her tone, she quipps, “they are the professionals and they
know what they are doing.” Brandy had done what was “expected” of her as a mother by going
ahead with the immunizations, assuming that “they are the professionals and they know what they
are doing.”
Brandy shares that one of the “lessons” she has learned communicating with doctors on
behalf of her children over the years was, “[what] we need to communicate to our families and
friends, neighbors, whatever, is that you really DO need to know your family history, medical
history. You know? You’re just signing these things, saying ‘okay! ’ and you don’t really read it,
the small print with all these statistics, and [the form] asks you different things in your medical
history.. .if I had really paid attention, he wouldn’t have received the shots because there were
quite a few key points on the family medical history...”
Brandy strongly believes that “for the most part [the doctor does know] but they’re
human so therefore they make errors.” Then she shares that her nephew had died withinl8 hours
of receiving an immunization shot. It isn’t clear if his immunization-related death occurred
before or after her son’s injury.
As she continues the story, Brandy talks more about “blind faith... in your doctors, you
know?” Roland had a very high temperature after his first immunization shots. When she called
the doctor’s office, they reassured her that it is very normal to have a high fever and “some
swallowing difficulty— ’cool him with some ice and da, da, da, da,’ Tylenol.. .and he had some
seizures then.” However, she says she didn’t realize at the time that seizures were what he was
having, because his behaviors didn’t match what she thought a seizure should look like. “When
there’s 110 different types of seizures, you know? And the layperson thinks seizure is grand
mal...? He was about 12 months old on that shot.”
She took him in for his next shot, “like a good mother,” Erica interjects a little
sarcastically.
Again he had a high fever, but Brandy says she didn’t even call the doctor this time
“because, well you know, they told me before, ‘this is usual and the high fever da-da, da-da, da’
[mimicking the doctor] give him some Tylenol.’”
When her son was three years old, Brandy took her son in to the doctor because she
thought “he might be having seizures.” She reports that nothing was done for him. Looking back
she realizes that his “silly arm movements are NOT something most little kids do. Roland’s
seizures kind of [made him look like he was doing] chicken squawks. His arms would go up
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[demonstrating] and you know well [she thought] most little kids do this little arm flapping, but
you know ‘denial!’ Or....whatever!”
When Roland was eight, Brandy tells us that she read a book about immunization injuries
that suggested the need to have an EEG. She showed the information to the doctor and he agreed
that Roland should have one. Brandy reports she later learned that one of the first doctors Roland
saw, when he was three, had “written in the chart” that an EEG should probably be done. But he
had failed to tell Brandy of his recommendation. She only learned about that recommendation
when she personally read the medical records years later. Roland finally got his EEG at age 8
after Brandy read DPT: A Shot in the Dark, the book she credits with bringing her out of denial
about her son’s condition. She shakes her head as she tells us how Roland is so clearly described
in the book, “.. .it was just bing, bing, bing you know?”
As Brandy continues, a second story evolves; she describes the “horrible experience” she
and Roland had with technicians in the hospital whose job it is to conduct the EEG. After waiting
for “like an hour and a half... two people, who were [technicians], came out and said to us, ‘okay,
we’ve got him, you can go sit down now’” She mimics the abrupt and dismissive tone they used.
“I couldn’t even go in the room with him! Or anything! And I hear him in this room just crying
like crazy and I just wanted to bash through the door and say ‘You don’t know him from Adam...
maybe if I’m in here with him he’ll be able to hold still....”
I ask her if she had to go through it again, would she “go in with him? Despite what the
medical professionals said?”
She says, “Yes, okay, I know, they have done more of these EEGs than I have ... and
maybe the ‘anxious mother’ thing... maybe it makes things worse, .. .but YEAH! I would have
insisted and said, ‘I don’t know you! And he doesn’t know you! So why should he be
comfortable? I’m not comfortable being with you,’ so yeah.. .today I would go in and say ‘you
know, whether you like it or not, I’m staying with him!”’ Ultimately, she tells us, despite
Roland’s struggling and crying, the technicians were able to get the EEG and confirm that he
needed medication for the seizures. The medication he was put on required that blood levels be
carefully monitored on a regular basis to avoid toxic buildup in his system.
However, Brandy says that Roland continued “.. .having a lot of seizures a day” and
some of them were more severe, grand mal seizures. His “regular doctor finally read up” on the
medication (at Brandy’s request) to find out why it wasn’t working. She remembers that he said
to her, ‘“I don’t know. I don’t know why it’s not working... ’ And he should have—you know, it
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was beyond his scope.. .he should have said ‘this is beyond my scope, I need to refer you to the
experts’ and I, again...” she says throwing up her hands, “it was blind faith.” After learning that
the medication was not only failing to control the seizures, but that toxic levels were in his
system, a second doctor in the clinic suggested that they try “a different medicine, or a
combination of medicines, [because] what he is taking ‘might not be doing the trick,”’ she quotes
the doctor sarcastically.
Then, with fist clinched and conviction in her voice she tells us, “at that point.. .1 said
yeah, we are the experts on our children! ’ We have to go with our gut instinct and you know, if
you make a fool of yourself because you are insisting something, so be it, your kid is still alive.’”
She says that she and her husband finally made a decision to go to a neurologist, that they still
take Roland to see him twice a year, and have “great rapport with him.. .Now I’m always
preaching, you ve got to go with your gut instinct,’ and ‘they are human. They make mistakes
and they are not God.’”
At that point Karen quietly wisecrackes, “No, but some doctors THINK they may be
God.” Her comment is received with gales of laughter and affirmatives from the co-researchers.
Karen begins her story by saying that over the years she has had many medical
encounters that were “not pleasant, but— also a lot of stories where things went very well.” She
chooses first to tell us about one of the earliest experiences she had with her daughter. Her story
begins when she first became pregnant and learned that her overbooked family physician
unilaterally decided that his new partner would see Karen. She says, “I felt a little uncomfortable
but I also very much trusted my regular physician.” All during her pregnancy (this was her
second) she tells the group, she “felt that things were very different” and she “verbalized” that
feeling to the doctor repeatedly, telling him that she was worried, that “my child was very still,
the doctor kept telling me ‘well, you really can’t compare.. .every pregnancy is unique.’”
Karen tells us how she noticed that not only was this baby “still” but it “didn’t seem as
big” as it should be. The new doctor continued to dismiss her concerns, until her baby, Laura,
was actually bom; then she tells us, “he just totally abandoned me [and she saw no doctors] for
over two days! Karen explains that Laura only weighed five pounds eight ounces, and had a cleft
palate. She says that when that doctor saw Laura, he just “walked out the delivery room” and that
was the last time she saw him. She finally called her “regular physician who, fortunately for me,
took over [despite being overbooked] because I was absolutely devastated.” Karen explains to
the hushed members of the focus group that she doesn’t know why the doctor “abandoned” her,
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and her “regular physician” could not tell her why. She says he tried to explain by pointing out
that the doctor was “from a different system” (he was trained in Canada). Karen says that she
thinks the doctor left her, in part, because he was “very concerned that I had expressed my
worries... and he hadn’t really addressed those. Yeah, he totally abandoned me, just amazed
me.
Karen backtracks a little and describes what a “joyous” occasion her first pregnancy and
delivery had been. She contrasts it with how “very scary” and “very, very much alone” she felt as
a mother this second time around, despite having a loving family, a spouse, and a beautiful first
child. When I ask Karen if she had been able to talk about these things with her regular
physician, she says he was very compassionate and talking to him helped a lot.
Karen continues her turn, telling us that because Laura was bom with a cleft palate, an
indication that there were other things wrong with her, she was referred to a teaching hospital in a
large medical center in Dallas, Texas. This hospital was filled with children who had “everything
you can imagine wrong....” Karen describes her first encounter in this hospital. “Here’s my tiny
little baby girl, and I’m trying to bond with this child. I’ve got glaring lights and 15 to 20 doctors
in a SMALL room at any given time and.. .they were totally treating us as if we’re inanimate
objects. It was so disconcerting to me that I eventually left with no answers whatsoever as a result
of all the tests.”
The physicians were doing chromosomal tests and at the time it took as long as six weeks
to get results. The results indicated that Laura has an “extremely rare” condition, apparently a
form of Downs Syndrome, and that there is very little medical literature about her disorder. Karen
says there was little she could do at the time to educate herself about Laura’s condition.
Karen tells us, “the first time I had to let go of my daughter was when the doctors wanted
to take her into another room, put her in one of those big machines.... And the doctor had to
literally pry her from my fingers, one by one.” She demonstrates how each of her fingers were
lifted as she describes the experience. Karen explains how unaware the doctors appeared to be
about what a “horrendous experience” all of this was for her. Her mother was there with her and
“she helped. The doctor later spoke to her as an aside, wondering why I was so nervous, you
know? And my mother informed him exactly as to why I was very nervous.”
I ask her if she felt as though her mother were acting as an advocate for her; Karen nods
her head, “yes, yes she was” and continues her description of the hospital doctors behaviors. The
day she was scheduled to leave the hospital she sat in the hallways waiting for “whatever answers
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they had, this team of doctors, core team of doctors that was working with my daughter, I kept
seeing them throughout the halls. And I’m just, like... sitting on pins and needles. They are
laughing and walking up and own the halls and it’s like, you know, life is going on for them but
my life is at a standstill! They just seemed to be dragging it out and dragging it out.”
Brandy asks Karen if she had “wanted to smack them.”
Karen’s quick response is, “Yes! I did. I just wanted to! And finally my mother went to
them and said ‘why are you TORTURING her this way?’ and of course they had no idea what she
was talking about. ‘What do you mean?’ and she explained it to them.”
I ask how the doctors responded to her mother telling them those things and she softly
says, “surprise.”
Karen says that “finally,” after mother talked to them, the doctors got the records. They
informed her after looking at the records that they “had no results as yet.” Then she tells us how
she broke down and “just literally fell apart— This doctor, very young doctor, which I mean
doesn’t necessarily mean he’s a bad doctor, looked at my mother absolutely dumfounded. He
couldn’t understand my reaction.”
Brandy wonders out loud if these doctors were ever fathers and mothers, or brothers or
sisters themselves. “You know,” Brandy says, “if you at least had your own child you could
understand the separation, anxiety, or whatever.”
Karen continues her narrative by describing the twice monthly ordeal of returning to the
hospital, a 90 minute drive each way that required “getting up at 3 o’clock in the morning to
arrive in time for her 8 a.m. appointment. And my daughter cried the whole time she was in the
car.. .and I would come back absolutely drained. But nothing was happening there.” She
eventually talked to her “regular physician” about what a trial it was for her and Laura and told
him I just don’t think I can take this, but at the same time, I want to do everything I possibly can
that my daughter needs me to do.” This physician, described by Karen as “compassionate,”
helped her think through her dilemma; he asked gentle, pertinent questions that helped her recall
that .. .they aren t doing anything [for her daughter] and she’s not receiving any treatment.” She
reveals to us that ‘ at that point I didn’t trust myself to make any decisions about my daughter. I
really needed somebody to help me; I was young. And he said, ‘well if they’re not doing
anything and it’s causing so much stress for all of you, then don’t go.’ And I started crying. That
was all I needed, was someone to tell me just ‘don’t go.’”
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We decide as a group that this story of Karen’s represents a successful communication in
a medical encounter, one in which her communication with and trust in her “regular doctor” and
his respect for her helped them arrive a decision together.
Karen’s story reminds Erica of why she had quit medical school. She says, “I looked
around at the graduating class.. .1 know you didn’t want to medical bash,” she says to me
apologetically, “but they were in it for two reasons, money and family.. .80 percent I would say.”
Karen speaks up then with what she appears to consider a qualifier. She says to me with a grin, “I
probably should tell you too, that the first research I was every a part of? I was kicked out.. .1
asked too many pointed questions and so they decided that perhaps I would prefer not to be in the
group.”
Celia starts her story by trying to “paint a picture who Marly is” to help us understand
why her life as an advocate/caregiver is so unpredictable and why she has such frequent and
diverse medical encounters. Marly was bom on her due date, but weighed only five pounds,
twelve ounces. Celia describes the way other people, including medical professional react to
Marly even now that she is four years old. “Nobody knows what to do, even doctors and nurses.
They are intimidated by my daughter. Marly is darling. I mean she’s beautiful but she’s micro
cephalic so her head is a little bit different shape and she drools. We carry a suction machine
twenty four/seven. She can’t swallow so she has this raspy breath [demonstrates a wheezing,
snorting sound]... and now I’m prepared for how people look at her and don’t know what to do or
how to act.”
Celia tells us that the first communication she had with medical professionals as
advocate/caregiver for Marly was non-verbal. It occurred in the delivery room when Celia
“looked over at the table they had put Marly on, and I saw the nurse shaking her head
[demonstrates, slowly and sadly moving her head side to side as she continues] and I just had a
glance; I didn’t know what that meant.”
Shortly after that, while still in the delivery room, her doctor “very kindly.. .1 loved my
doctor and trusted him,” suggested that she might want to reconsider the tubule litigation she had
planned. “I remember saying, ‘is she gonna die?’ He didn’t say maybe, he said ‘we’re not sure,
we hope not.’ I had to make the decision, like right there! [about the possibility getting pregnant
again].” Marly had been in an incubator for three days when a doctor came to Celia’s hospital
room and “he wept when he told us that her brain was mostly gone.”
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Marly nursed at first, for almost as long as Celia remained in the hospital with her. But a
because of medication for seizures which “turned her into a zombie” and the exhausting trip to
and from the hospital every four hours to nurse, Celia reports that she finally had to tell the
disapproving nurses, “Marly isn’t gonna dance with me tonight” and she stopped nursing to
protect herself. A feeding tube was inserted and Marly survived. After 18 days, Marly went home
with her family.
Before they could leave the hospital, a pediatrician had to be chosen. Celia tells us that
when you are dealing with a child like Marly, “they tell you to pick two doctors,” but “no one can
advise you anything. They also say ‘pick a medical supply company and an agency’.. .but no one
can tell you who or how to pick because of lawsuits and stuff. So you don’t know anything, but
you have to pick.” Her husband wanted the male doctor at first, because “he was, you know,
male.” Celia was not comfortable with the female doctor because she “looks like a teenager;” and
they had heard “blah, blah, blah” about a third doctor. Celia and her husband finally chose the
youngest, female doctor because a “nice person” finally advised them “secretly because she could
not.. .1 couldn’t reveal to anyone who told us because

the person had to whisper to me,

basically everyone is bound .... You’re in the dark about these things, but you have to pick.”
Celia brings us back to her story about communication with the doctors regarding
Marly’s surgically inserted feeding tube which, at six months, had to be changed. She prefaces
the story by reminding us that she was mature at this time and had two other children. While they
were basically healthy, she says she “had a few weird encounters early on with them and the
doctors.” Celia also tells us “I was empowered by friends in the medical profession to
advocate... I had a little fire in me, which I wouldn’t have had with my first children. I trust
people and I tend to be a people pleaser. But, not as much now; not after Marly.”
A doctor at Children’s Hospital in Seattle had originally inserted the feeding tube that
needed changing. He explained to Celia over the telephone how to remove the existing tube and
replace it so it could be changed in their hometown clinic. The doctor in Seattle told her that her
doctor at home could “just snip it o ff’ and it would pass through Marly’s bowels. Celia says she
was very uncomfortable at the idea and even questioned if there were ever problems with this
method of removal, but was reassured. When they went to the clinic, they had to see an
unfamiliar doctor. “We’ve never laid eyes on him, we don’t know anything about him, but we
assume he knows what he’s doing.”
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But Celia tells us he did not know what he was doing. She describes how he began to
pull the tube without the “snip.” She describes how her husband jumped up and said “WAIT!
That’s not the way you do it!” The doctor said “Oh?” Celia softly tells us how “weird” it was to
have to tell the doctor how to do the replacement, which was accomplished quickly once he
understood what he needed to do.
Celia explains how she began to watch Marly’s diaper for the tube to pass. She watched
for weeks but did not see it. Several weeks later, Marly had to have X-Rays taken for another
problem and Celia asked the radiologist to look at the bowels to see if the tube was still inside her
daughter. Celia demonstrates for us how the radiologist held the X-Ray up to the light, squinted,
and pointed with his finger saying, “Yeah, I see it, its right down there.” More time passed and
she still did not find the tube in Marlys’s diaper. Marly began to get sicker than she had ever
been. It seemed at first like a flu and a respiratory problem. Having been reassured by the
radiologist that the tube was on its way out, Celia says she stopped worrying about it and focused
on other problems, of which “Marly had plenty.”
Here Celia enthusiastically assures us how wonderful her regular, “female” doctor turned
out to be, despite her youth and gender. Celia says, “she even calls me at night when her boys are
in the tub and we talk about it.” Celia returns to her story and tell us about the confidence her
regular doctor had in the radiologist who said he saw the tube. She describes more about Marly’s
lethargy, vomiting, and other symptoms and tells us that eventually her symptoms became so
severe that a lung X-ray was taken to check Marly for pneumonia. The lost tube was found in her
esophagus; she had aspirated it and the doctor immediately called a surgeon to remove it. Celia is
a little embarrassed to say that she still has the piece of tube.
Erica asked, “So, who was wrong? Who gave you the wrong advice? Which one? I’m so
confused, there are so many doctors.”
Celia, who has been talking rapidly, almost non-stop during her entire narrative, pauses
before she said, “I know, I don’t know either.”
The women briefly discuss which doctor was “wrong,” deciding that while the doctor
who did the “snip” was wrong to try and remove it without learning how to do it first, he had
ultimately done it correctly because he had listened to Celia and her husband who had educated
themselves and communicated assertively about what they knew.
Erica says, “the guy that looked at the X-ray that said he saw it... Didn’t really see it? It
was never there?” The co-researchers decided he was the “guy” who was wrong.
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At that point Celia re-enters the conversation about her story and says, “That was just the
thing I learned. You assume they know what to do and....”
Erica interrupts, “Well, they can’t admit that they don’t know.. .or they don’t want to”
Paula expands on Erica’s comment, “because of litigation.”
Brandy counters by stating, “Or they are just so egotistical that they don’t say ‘I ’d love to
do this for you but I’m not comfortable with it, you need to go see another person,’ or ‘this is not
my field of expertise.’ You know, as complicated as Marly’s care is, she needs experts working
with her.”
Erica speaks again saying, “That’s why I think the best weapon we have is education, we
have to be better educated and not so insecure in our own knowledge. As a society we need it, I
don’t know how you teach that. Maybe young mothers should be a part of it. Maybe it should be
a required college class!”
Celia responds to Erica’s comment about educating ourselves and other young mothers.
“What I think is, I gained knowledge from others. It takes a village to raise Marly... I think
parents could get together.” She describes again her frustration with how the medical
professionals had failed to help her become educated so that she could care for her daughter
properly. She provides an example, “They send you home, and my lesson with the suction
machine [necessary so that her daughter can breath] was, ‘you just put it n the throat and swish,
swish, swish,’ and that’s it!” Celia starts to demonstrate and throws her hands in the air as she
tells us that when she got Marly home and it was time to use the suction machine, she didn’t
know how to use it; yet she didn’t want to “bother” the nurses. She says she finally did call the
clinic to consult with the nurses because “well, it’s only because my friends empowered me and
said to me, ‘You’re not crazy. You call anytime! That is their job! ’ And here I am again, call[ing]
in the middle of the night.”
I turn the focus on educational issues toward a comment that Brandy made earlier about
looking at Roland’s medical records and ask if she continues to educate herself about her children
by reading their medical records.
Brandy replies that when Roland was just past ten years old, she “got copies of his
medical records” and that she does continue to “get them” and look at them occasionally. She
describes an incident in which a doctor was particularly condescending and dismissive about
sharing the decision-making for a surgical procedure he wanted to do. After repeated interactions
she explains how she sought a second opinion (which turned out to be quite different from the
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first), and looked at the records in the meantime. Brandy remembers that the first doctor had, in
the medical record, characterized her as a “kind of schizoid mother, overbearing, da, da, da,
whatever!”
Several of the co-researchers gasped at that characterization having been documented in
the permanent record.
Brandy changes the subject back to the discussion of developing a “support system” to
educate ourselves as advocates and caregivers. She and Erica discuss how they would like to see
more networking, even a formal “list of people to contact for guidance” for things like personal
care, use of medial technology like the suction machine, and choosing doctors and agencies.
Karen tells us she has “one more thing” she wants to add about education. She says that
in the early years of caring for Laura, “I decided that my best defense was to help my daughter
would be to educate myself as much as I could in all the formats that we talked about. Get my
hands on everything I could read. I continue to do that today, but I reached a point in my role as a
caregiver that I realized that I cannot be the expert on all these multiple things. I can’t count on
my communication with the medical community to be based on my expertise versus their
expertise.... So I started to focus more on my expertise as the caregiver of my daughter. I now
approach all medical encounters that way. And Erica, or maybe it was you Brandy, mentioned
earlier that we are ‘experts on our children,’ and we have to be listened to from that perspective.
If I’m working with a person within the medical community who does not respect that, and
recognize it, AND accept it, because that’s the real important thing, then I have to move on to
somebody else. That’s the way I’ve been successful.”
Erica verifies that she had been one of those who mentioned walking away and tells us
that she j recently had to do that very thing at the local medical clinic.
Karen continues her story before Erica can elaborate. “We have to be respected as experts
on our children, not just lip service. It has to fully happen. That’s a very valid area of
communication.

I turn to Celia and ask if that was what she meant when she used the word

“empowered” and she replies, “Yes.”
However, Celia qualifies the concept of her expertise by saying that she needs the
“beyond expertise” as well. She says she needs to be able to “trust” their [the medical
professionals ] expertise. That is why she has made a decision to go to a specialist whenever she
doubts the expertise of her regular doctor” and reports she has helped other advocate/caregivers
make that same decision. But, she explains, that decision is sometimes difficult for people to
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make and follow through. She shares a story about a friend who was not sure her son was getting
adequate medical care. When Celia advised her friend to go to a specialist, the friend replied,
“but we really like our doctor and we don’t want to hurt her feelings.”
The women in the focus group collectively gasp.
“Now I felt the same way! I gasped too!” Celia quickly tells us. Then she clarifies her
own reaction and defends her friend’s. “But this is how you feel. You love them.... You depend
on them, not in a weird way. You depend on them because you have this trusting relationship
and, well, you don’t want them to think you don’t trust them.”
Celia finishes the story by telling us that her friend did go to a specialist and that
afterward, the regular pediatrician told her he had thought all along she should do exactly that.
Celia reports that her friend said, “I was so confused! Well, why didn’t he [the pediatrician] say
anything?” Celia no longer bothers to wait for a referral to a specialist; it is her “rule now” to
deal with specialists.
Speaking from her perspective as a former medical school student, Erica reminds the
group that if a family is going to go to a specialist, that “board certification is important.” Just
because a physician does “a lot of it,” and says he is a specialist, doesn’t mean they have the extra
training and certification.
Murmurings from several co-researchers seem to indicate that they had not been aware
that this was an issue.
Celia responds with the information that there are a limited number of pediatric
specialists in her state and this limitation in choice is a constraining factor, “everybody flies in to
them....”
Because each of the co-researchers in the group has other children, I ask about the kind of
communication that occurs in medical encounters with them.
Erica speaks up first with a description of the physician she chose for her second
pregnancy. She had appointments with several before choosing this doctor who worked with two
midwives and who “didn’t carry medical insurance.. ..[because] he said, ‘if I get sued for
something I didn’t do wrong, its time to quit, and if I get sued for something I did do wrong, it’s
time to quit! ’” His attitude toward the patients he worked with was respectful; he and his staff of
midwives spent a great deal of time with each patient answering questions and providing
information. Erica says this “was very empowering.. .hey, I have the right to know. Because
there are a lot of doctors that can make you feel like a you-know-what for asking.”
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The other participants nod enthusiastic agreement.
I ask them, “So, do you force yourselves to ask, even if you do feel like a ‘you-knowwhat?’” and again they nodded and said emphatically, almost in unison, “yes.”
Celia tells us a short story about an encounter in which she risked “feeling like a youknow-what.” One of her other children had a backache that wouldn’t go away and the doctors did
not seem to take it seriously enough. She reports, “I’m not paranoid, but crying and going on. I
wanted a blood test. And I wouldn’t have done that before Marly—my mother died of cancer,
back pain had been a symptom, and I was afraid. I told him [the doctor] about my mom. I know
that because I insisted.. .they finally did the blood test. The first one came back a little elevated.
And I said ‘I want another one,’ and he said ‘okay’

the second one came back fine. But I knew

that I needed to know. I have to put these things to rest.”
This reminds me of the story of my daughter and I describe to the group how the
pediatrician’s words after her emergency surgery had “empowered me to not worry about feeling
like a ‘you-know-what.’” “This doctor,” I explain, “was the very one who had treated me like an
overbearing woman, a ‘worried mother causing all these problems, making it worse.’ But he said
to me later, ‘98 percent of the time you’re going to be wrong when you’re up against us, but it’s
worth it for you to push... just in case this time is that two percent.
Brandy shares the story of the time when each of the family members had been through a
severe cold and stomach flu. When her third grade son began to complain that he didn’t feel well,
she told him, “I know sweetheart, just hang in there. All the rest of us went through this, now it is
your turn.” But eventually she realized that his symptoms were different and took him to the
emergency room where they rushed him into surgery. She tells us that the doctor was an
“arrogant son-of-a.. .hey! You know.” He refused to answer questions or explain even the most
important details, such as why her son was required to stay in intensive care, or remain in the
hospital for over 10 days. “Why?” she asked him and she tells us that he responded, “’because I
told you! He’ll be fine, he’s in good care here’. .. and I felt like, ‘Excuse me! I have some
questions here! But he left anyway.” It was only a few weeks after this that she experienced the
encounter she had previously described with Roland’s doctor. She reminds us that he had
recommended surgery but did not want to share information or decision-making. Her experience
with the emergency room doctor made it easier for her to say to Roland’s doctor, “Excuse me, I’ll
get more answers!” and consult with another doctor.
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Because the designated two hours of the focus group are passing, I feel a need to move
on. I explain that we won’t have time to review the “successful” stories I had requested on the
questionnaire, or to do the sticky note exercise.
Erica interrupts, laughing as she held up the sheets of paper that held her two stories,
pointing out that successful stories are much shorter.
We all chuckle as it seems funny and somewhat significant that her “unsuccessful” story
was over a page, and the “successful” story was only a paragraph.
We move on to talk about using electronic mail to learn about everyone’s successful
stories and about the proposed re-interview process. Karen says that for her, it seems important
to continue the conversation and that she thinks that email would be a good alternative to meeting
again. We try to wind down the conversation, as several women need to leave. They speak of
personal and social things for a little while. But the conversation turns again to my research topic
and Erica tells the co-researchers, “you guys have more stories than I do, I don’t have anything
like yours.”
In an effort to explain that I don’t need “the most” successful or unsuccessful story, I tell
another short story of my own, one in which I am advocating for myself as patient in a dyadic
medical encounter. I tell how a doctor, in the middle of a discussion about an allergic reaction I
had recently had to a certain medicine, reapplied the offending medication to my skin. I tell them
this story illustrates the way I have learned to deal with “getting past the fear, or whatever it is,
that I have about confronting physicians when my instincts are telling me something is wrong. I
watched him [apply the medicine] ... and I didn’t want to ‘hurt his feelings,’ or embarrass him,
you know? I think to myself ‘this is bad’ and I really did truly have this little physical feeling,
this little struggle with myself to defend, or not to defend, my poor little foot! And be successful
communicating with doctors for myself and for my children too.”
Erica wonders out loud to the group whether “somebody can be trained to defend their
children or their parents [care receivers] in situations like that.” She says, “I think our society’s
attitude about doctors knowing or not knowing everything.. .they are humans; and humans can’t
know it all.. .and we [as a society] have to know that.”
Celia brings up how she has recently “been empowered” to speak up or ask questions
reading or hearing statistics about “how many people are dying every year at the mistakes [of
medicine].” Yet she expresses feeling tom between the thoughts that she doesn’t want herself or
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her children to be one of those statistics and the “part of me that says ‘I don’t want to hurt their
feelings...’ Blah!”
I tell the group about information I had recently read in a popular magazine directed
toward people entering hospitals. The article explained about how often medical personnel in
hospitals fail to wash their hands between patients and I paraphrase the article’s two suggestions
to help “you defend yourself; A) ask if they have washed their hands and B) if they say yes, say
‘please do it again.’ And then watch them do it!”
Celia tells us about “this uncomfortable shield that is with me in my journey with Marly.
I feel like it is my job to make them [the medical professionals] more comfortable, to make them
more at ease with her. But when you are describing that [article about telling medical
professionals to wash their hands in front of you] I think it is uncomfortable to confront a doctor.
There is certain weirdness about that. Now I’m thinking about [Marley’s] x-ray. ‘Do you really
see it up there? Tell me where you see it?’ Would I have gotten up and said ‘Where do you see
it?’ No, I wouldn’t have even thought about it. Would I tomorrow? I would think about it... but
you run the risk of being a real jerk.”
Erica suggests here that a way to approach the issue would be to ask the doctor to show
you how to read the x-ray.
Karen comments about “this journey, getting from A to B in the education-empowerment
process— I don’t want to feel uncomfortable and confront him and say, be on him at every turn.
But as in all the instances we have described, you’d have to be on them every turn you go. And
you don’t have the emotional energy to do that.”
Celia responds affirmatively, “You’re just drained....”
Paula, who has silently listened and taken notes during most of the meeting, says,
“Oh my god, my energy is just draining out of my toes listening to you all... .That’s exactly what
I was thinking. How are these four women...? How do you have the emotional energy to keep
going?”
Celia emphatically credits “friends.”
Karen says, “The truth of the matter is that you don’t always.”
Erica claims that being the mother of her autistic son “has changed my whole life.. ..All
of a sudden I find that I am not only a very tolerant, patient person, but now I totally empathize
with anybody with disabilities... [Before] I was totally uncomfortable around people in
wheelchairs. I didn’t want to be around...like with your daughter, Celia! ... I see that with
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Derrick, walking down the hall.... They see you coming and...” Erica gets up and demonstrates
how people struggle to get quickly, but nonchalantly, to the other side of the hall when they see
him coming. She continues to describe how much happier and healthier she thinks people would
be if they would go out and help somebody.
Celia wonders, “Do doctors feel that way about our children?”
Erica, Brandy, and Karen simultaneously answer, “No!”
And Celia responds, “So we’re being forced into a world with our medical need... and
we’re assuming that they really do care... empathize. And we slowly pick up on the ones we
don’t want to be around.. .any negativity and I’m like...” She dramatizes “going away” with a
sweep of her hands to finish her sentence.
Erica forcefully jumps back in, emphasizing her words with pointed finger saying, “but
see, what I’m saying is... take advantage of their knowledge and bleed them for every bit of
information you can get, whether it means grabbing ‘um and saying, ‘Wait a minute, I’ve got one
more question! ’ I don’t have a problem with being aggressive like that... you know?”
Celia counters, “Yea... but..

and Erica, Brandy, and Karen over-talked each other in an

effort to respond, basically using the same words as each other, “there’s nothing wrong with
taking advantage of somebody who has something to offer... they’re being paid, you’re paying
them for the information.”
Celia struggled to repeat what she wanted to say, “I just can’t go into there thinking that
they know all the answers, because they don’t.”
Erica says, “No, but that’s the way you get the information they do have.”
“Right” responds Celia and elaborates, “they know some things absolutely. I’m not
negative. I’m not down on doctors, I’m just cautious and what they say sometimes very
confidently.. .Well, I start thinking, ‘I don’t agree with that.’ So I think, ‘I’m just going to put
that in my mind,’ and we get in the car and we [she and her husband] start talking about it
because we are the ones who ultimately decide.” She quietly, but defiantly adds, “We can say
‘no’ to this or that.”
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Chapter IV
Data Transformation Part II:
Processing Emergent Themes and Strategies for Analysis
If the participant’s lived experience is the foundation of human science research, then the
framework for understanding those lived experiences is built from themes, those ambiguous,
wooly, uncertain constructs that researchers identify in their reports as salient points of interest
“emerging” from the narratives of their participants. It is imperative that the researcher and the
reader remember that while the themes are fundamental to data transformation, they are not the
end product. The end product is the development of understanding. Recalling that good human
science research is not only a study, but also “a study about the study,” I will first describe how I
identified themes in the conversations, and then I will describe and discuss those themes. In the
final chapter of this report, I will discuss the understandings to which those themes have led me
regarding advocate/caregivers’ perceptions of communication in triadic medical encounters.
An apparent shortcoming of much qualitative research is that so few reports describe the
manner in which themes are unveiled and with what magical net or hook the human science
researcher is able to “capture” the emerging themes (Ryan & Bernard, 2003). In my study about
advocate/caregiver perceptions of communication in medical encounters, there was indeed a
sense that themes magically emerged from the stories shared by my co-researchers. In fact, many
obvious words and phrases from stories of participant experiences seemed to leap out at me, and I
knew them intuitively as themes. Among the most obvious and energetic were shared control
through “power” and “empowerment” “blind faith in the doctor,” “I am the expert on my
children,” “the good mom,” and “respect.”
An ordinary understanding of the word “emerge” may give the novice researcher the
impression that themes just bubble up, “rise up as if from an enveloping fluid” (Webster, 1977, p.
372). However, other themes were much more elusive and required that I immerse myself and
intensively review the narratives following Wolcott’s (1993) van Manen’s (1991) guidelines for
data transformation as described in the methodology chapter of this thesis. Examples of these
more elusive themes are “stuck with the system,” “the double bind,” “the doctors’ world,” and the
unacknowledged stereotyping about the gender of physicians that the advocate/caregivers
revealed in the almost universal use of masculine pronouns to reference physicians.
It has been daunting to look at these personal stories in an inter-personal
way, attempt to pin down the spoken and written language, and try to condense, label, and present
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the data in a coherent manner to communicate the understandings and meanings we as co
researchers have co-constructed for those themes. This is the process of “data transformation” so
blithely described in Chapter II; it isn’t as simple as it sounds. The discovery of themes during
data transformation takes place at the “threshold of thinking and writing [when] the researcher
transcends.. .data and begins to probe into what is to be made of it” (Wolcott, 1993, p. 36). The
key to discovering themes, according to Ryan and Bernard (2003), is first to conduct a review of
the literature and then to “induce the themes from the text” (p. 1) of the extant literature along
with the narratives and non-verbal behaviors of the research participants, van Manen’s (1994)
three steps (examination on a holistic, line-by-line, and individual word and phrase basis) were an
overarching guide to the process, but Owen (1994) provides a slightly clearer, more practical path
to identifying themes. Owen suggests that when the researcher senses a recurrence of meaning, a
repetition of words and phrases, and an intensity of expression, when all three of these are present
in the narrative, a theme is likely present.
Several strategies were used to manage the data in order to locate Owen’s (1984) three
suggested indices. After conducting the review of literature, I facilitated and then repeatedly
listened to audio-tapes of the focus group conversations, noting pauses and talk-overs, intensity
and apparent levels of excitement present in participant’s voices. I “pawed through the data,”
marking the transcriptions of focus group conversations and, later, my descriptions of the
interactions with varied colored markers and pens. I marked word and phrase repetitions, found
and then looked at those words and phrases in their context, compared and contrasted their use,
and asked myself if there were any commonalities
A search for metaphors and analogies used in the conversation was a particularly helpful
way to develop patterns of meaning out of the words and phrases, and thus locate themes.
Metaphor, according to Lakoff and Johnson (1984) is
... pervasive in everyday life, not just in language, but in thought and action. Our
ordinary conceptual system, in terms of which we both think and act, is fundamentally
metaphorical in nature....Our concepts structure how we perceive....thus play[ing] a
central role in defining our everyday realities, (p. 3)
The metaphors and analogies from the focus group data drew together the repeated words and
phrases. They helped me determine how to position (or juxtaposition) the data in relation to
itself, the literature, and my own lived-experiences, thus uncovering patterns of meaning in the
narratives of my co-researchers. The idea of locating patterns of meaning within the stories is
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supported by Polkinghome’s (1998) statement about the coherence of narratives. He argues,
“people strive to organize their temporal experience into meaningful wholes and use the narrative
form as a pattern for uniting the events of their lives into unfolding themes” (p. 160).
Many of the themes and sub-themes are overlapping and the metaphors are mixed. The
following quotation from Ginger in the second focus group is an example of how those sub
themes manifested themselves. “You know, the last time this doctor spent an hour and a half
with us so we re really lucky in that sense...but I still think h e ’s up here looking down at us in a
way because we ’re not up to his level, we ’re not, you know ‘doctors! ’” Sub-themes found in
Ginger s statement include: “this doctor spent an hour and a half with us [time control] so w e’re
really lucky in that sense [power, in that it was their “good luck” that the physician “gave” that
time to them, a gift metaphor]; he’s still up here looking down at us because we ’re not up to
his level” [power and status, height metaphor].
In the following sections I continue the pattern established in the focus group meetings of
exploring first what may be considered the problematic end of the continuum on which the
themes rest. The last section of this chapter examines the strength or competency end of the
continuum through a description of the strategies for effective communication that were revealed
in participant conversations. Brief descriptions of the keywords chosen to represent themes and
sub-themes are provided, including representative quotes from women in both focus groups as
explanation. The quotes were selected for their representativeness of themes as they emerged
from the conversations and for their poignancy and relevance to the perspectives of the
advocate/caregivers.
Physician’s Power and Status
“Power” describes the control of many aspects of communication in the medical
encounter and appears to subsume several sub-themes. Primarily, it references the ability the
physician has to make the decision to either share control of the interaction or not, share
information or not, to define the topics, and ultimately, to share control of decision-making with
the care receiver and caregiver, or not. The theme of power is demonstrated by statements such
as, you re fighting an endless battle because they have the power, ” “you do what they want,
exactly and precisely, and he is dismissive and inattentive.... ” Status is the socially constructed
location of the interactants in a hierarchy of influence. It is often based on education, income,
and title. Because the perceived power and status in medical encounters is heavily weighted on
the physician s end of the relational continuum, she or he has a choice whether or not to shift
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from a paternalistic to participative decision-making model for the interaction that s/he controls.
The physician can decide to leave the room at any time (time control); to listen or not listen to the
advocate/caregiver and the patient (doctor listening, or not listening, to caregiver expertise); to
include or exclude the caregiver and/or patient in conversation; to make eye contact or not (doctor
engagement); and to reveal or withhold information (information control). Additionally, the
doctor has control over the medical records, what is entered or not entered, how it is phrased and
whether or not the information is true (the social construction of documentary reality becomes
the final reality, created and maintained by those with power and status in the system.). Height
metaphors and dismissive authority metaphors were used repeatedly, revealing issues of power
and status. For example, Ginger said, “they are the doctors looking down o nus...” and “oh yeah,
oh yeah, whatever...” while non-verbally demonstrating the doctor patting them on the head or
behind. Almost without exception, the themes that emerged reflect some aspect of power and
status and were spoken of in terms of a struggle or battle to overcome.
My co-researchers also talk about how the doctor can use his or her power positively.
For example, the physician has some power to advocate for caregivers and their care receivers as
they work within the “system” whether it be the hospital, the insurance company, the HMO, or
Workers’ Compensation. Ginger describes what a relief it is to have a doctor “go to bat for
you...for the little guy, or the poor guy, or the disabled guy... [a doctor who will] rip ‘urn down
for you! It feels great to have someone on your side, who understands your situation! ”
Physician’s Attitude and Character
The stories told by my co-researchers confirm O’Hair and McNeilis (1993) identification
of the physician s attitude is an important factor that impacts the success of communication in
medical encounters. Indeed, the physician’s attitude and character as described in the stories my
co-researchers told represents a great deal of frustration to the to my co-researchers because of
the power and status the physician holds in the medical encounter. The physician’s attitude
toward the caregiver and her care receiver includes among others, the issues of respect, trust,
blame, honesty, motivation, engagement, time spent, and what I have labeled the “God complex.”
Respect: Respect includes the physician’s ideas about the reliability, trustworthiness, and
even the relevance of the lived experiences of the advocate/caregiver and her care receiver
regarding health, illness, symptoms, lifestyle, and values. Participants’ stories included words
and phrases such as, ‘condescending, ” “dismissive, ” “would” or "would not listen/* and
anecdotes such as Karen s that describe the doctors “totally treating us like inanimate objects.”
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Both successful and unsuccessful interactions appear to hinge to a great degree on the presence or
absence of respect from the physician toward the caregiver and her care receiver. Ginger, for
example describes the “female doctor who started looking at Geoff as the problem instead o f her
medication or her ideas. She was openly rude to us and condescending as though we didn ’t know
what the hell we were talking about. ” Caregivers vehemently stated that they automatically feel
respect and trust for the physician until proven otherwise.
Trust: The respect physicians have toward the caregivers and care receivers leads to trust
(in both directions) which the advocate/caregivers believe greatly impacts the treatment options
that are presented to them. For example, an out-of-state physician “trusted and respected ” Celia
enough as a caregiver to telephonic ally describe to her how an important procedure should occur
so she could explain to a pediatrician in her own town how to accomplish the task. On the other
end of the spectrum, Geoff s physicians do not display trust and respect when they look at the
kind of medication he must take for pain control and assume that “oh! You’re an addict and
you're just... trying to get more pills. ”
Recall Celia’s story about how she “watched and watched for the feeding tube to pass. ”
She reports that she stopped worrying about the tube’s failure to appear in her daughter’s diaper
because she trusted the radiologist when he pointed to an x-ray and said “Isee it, it's right down
there. ” But he hadn’t seen it. Her daughter suffered terribly because he was not honest or correct
about what he saw, and Celia reports that she should not have trusted him, his expertise, or his
honesty.
Honesty: Honesty is truthful, complete, and straightforward communication with
information compassionately provided. Participants expressed a desire to be assured that their
physician is being honest and "upfront ” with them and they reported that they must be on guard
because they perceive that they frequently encounter dishonesty. Sherry tells a story she sees as
demonstrating dishonesty on the part of physicians. She describes how important information was
intentionally withheld in order to force the decision of the doctor’s choice, one that Robert would
probably not have made if he had full and complete knowledge.
Social Construction of Documentary Reality: An extreme example of medical
dishonesty and lies that become reality is the “social construction of documentary reality” (Smith,
1987). It is the power that higher status medical professionals have to construct the medical
record as they see fit, with no input from the lower status, but highly involved and well informed
advocate/caregiver and care receiver. Ginger provides an example when she talks about how
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their physician “made up her mind, she wrote things down that were wrong. Things that were
lies! Outright lies that became part o f the permanent record! And the record goes to Workers ’
Compensation...and it doesn ’t do any good to protest, because doctors’ opinions are respected
more than patients. ” Doctors create the medical record that they becomes the reality shared
within the medical system.
A doctor’s respect or lack of respect for care receivers and advocate/caregivers alike can
be impacted by the social construction of documentary reality. A concern that many of the
advocate/caregivers expressed was the idea that they would “look like a you-know-what, ” or
“like a je rk ” if they question doctor expertise or authority. In the experience of my co
researchers, not only can an advocate/caregiver be perceived this way, but several reported seeing
medical records in which doctors have formally characterized them using words and phrases as
“overly anxious mother, ” and “schizoid mother, overbearing”
Blame: The placing of blame on the advocate/caregiver and her care receiver by the
physician is also a perceived attitude that impacts the way communication occurs and who has
control. For example, Sherry tells the group with a great deal of intensity that her husband Robert
perceived the doctor’s attitude toward his lung cancer as “a slap in the face, that the doctor, that
Robert felt it as BLAME!” Valerie describes how “suddenly I was the problem!” when she asked
the hospital staff why she and her Aunt had been kept waiting in the emergency room for hours.
Recall from the opening story from my journal entry that nurses warned me that my continued
insistence that something was wrong with my daughter was “only making things worse. ” The
attitude of blame indicates a lack of respect on the part of medical professionals for the
advocate/caregiver and greatly impacts her ability to feel respect and/or trust for the physician in
return.
Motivation: The doctor’s motivation is suspect by the majority of the co-researchers in
this study. Erica, for example, stated that her experience with medical students and doctors both
demonstrates that “80 percent o f them are in it for two reason; money and family. ” Participants
also discussed how “doctor’s ego” is a motivator that influences information flow. For example,
the doctors’ willingness to listen to findings we have made in our own research as Ginger
explains, “we have done a lot o f research...but Geoff is not taken s e r io u s ly Ego is perceived to
also impact the doctor’s willingness to make referrals to specialists. For example, both Brandy
and Celia’s friend had to ask for and even insist upon referral to a specialist. My co-researchers
also seemed to believe that the doctor’s willingness to listen to our descriptions and
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understandings of the medical condition that are based on our lived experiences and intuition as
care givers, especially if it is contrary to their expertise, is influenced by their ego, I knew, for
example, that my daughter did not have simple croup, but I perceived that the doctors did not
want to acknowledge that they might have been wrong in their original diagnosis.
The women also talked about their desire to assume the best motivations.
assuming that they really do care, empathize. . . " and must occasionally deal with the fact that
they might not empathize or feel compassion. Empathy and compassion emerged frequently as
physician attitudes and motivations that were important to successful communication in medical
encounters. They represent the physician’s ability and motivation to understand and respond
thoughtfully and attentively to physical and emotional circumstance in which the
advocate/caregivers and care receivers find themselves. Ginger made the statement that “some
doctors—they really want to be there, they really want to help.
Engagement: Participants emphasized that it is vital to the effectiveness of
communication in medical encounters of any kind that the doctor makes the choice to be
“engaged.

’’Doctor engagement means that the doctor is focused on the care receiver and the

advocate/caregiver and is connected with what is happening in the interaction at the moment. It
means that that s/he has left other patients and concerns outside the interaction. Co-researchers
describe evidence of doctor engagement when they discuss the way “she takes the time to make
eye contact,

”"

paysattention,”

listens,
“

Time Spent: Time spent is the amount of clock time the doctor actually takes for
communication in the medical encounter. Time spent impacts the kinds and quantity of
information exchange, the appearance of doctor engagement, respect, and motivation. Sherry
describes an encounter when she was “trying to get information out o f a doctor...calling him
down, he’s standing by the door, one hand on the door knob, his pencil already in his pocket...I
remember saying to him 7 know there’s other patients, and I know you have a lot to do, and that
you 're a very busy person... but we ’ve waited to see you too. And we have a lot o f questions. ’I ’m
not shy about these things. But you know, on this particular day, with this particular doctor, the
problem was, it didn ’t help! He left anyway! ” This example, like most others, has many
overlapping themes and sub-themes; time, power, respect, information control, doctor
engagement, and the system.
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Doctor’s World
Doctor Expertise in the Doctor’s World: The doctor’s expertise includes such things as
their medical training, knowledge about the nature and symptoms of illnesses and her or his
knowledge of potential cures for, as well treatment and management of symptoms of those
illnesses. It also includes the doctor’s knowledge of how best to work within the medical system.
Primary themes that emerged regarding doctor expertise included the doctors’ world and
information control.
Doctor’s World: Much of the power for the kind and amount of relational control in the
medical encounter and the efforts that advocate/caregivers must make to obtain some semblance
of shared control may lie in the fact that the advocate/caregiver has entered the terrain or field of
the doctor’s expertise. (My co-researchers used the word “doctor” rather than “physician” or
medical care provider” almost exclusively). The advocate/caregiver is on the physician’s home
turf, so to speak, as there are seldom house calls in our time. She is in the arena of the
physician s expertise and her own expertise is rendered invisible; it is left at home where the
majority of her caregiving activities occur. For example, Celia describes how “we ’re forced into
a world with our medical need... ” An aspect of being ‘forced into a world” is the language and
jargon used in the medical environment. Sherry, for example, tells us that “Ife e l like I ’m talking
a different language here, asking questions in a different language and he can ’t understand what
I ’m trying to ask, or describe to him! ” Valerie tells us how they “stuffyou full o f jargon. ”
An additional problem that advocate/caregivers expressed regarding doctor expertise is
that medical professionals do not seem aware that just because a procedure or medication is easy
and routine to prescribe and to explain, does not mean it will be easy and routine to apply to the
daily life in the care receiver’s home. For example, the doctors appeared completely insensitive
to Karen’s “twice monthly ordeal o f returning to the children’s hospital [and to the fact that]... I
just don t think I can take this... nothing is happening there!” Another example is the story Celia
tells us about her “lesson ” in using the suction machine that she must use to keep her daughter’s
airways open.

...they send you home and my lesson was, ‘y ou just put it in and swish, swish,

swish ’ and that’s it! Well it wasn ’t that easy! ”
Information Control: Information control refers to the choices physicians can make, by
virtue of their power, status, and expertise, whether to impart full and complete information or to
withhold information. Sherry reports, “the doctor has this idea o f where it is all going and you
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have no idea. And the further you, as the patient or caregiver, stay away from the total amount o f
information, the more your expectations are violated. 99
Brandy tells us about the emergency room physician who refused to provide requested
information. She remembers him as an “arrogant-son-of-a...you know what. He refused to
answer questions such as why my son had to stay in the hospital...he said ‘because I told you!
He ’II be fine! H e’s in good care! ’And he left us there!99
Advocate/caregivers perceived that information is withheld for many reasons: a) the
physician is patemalistically protecting the caregiver and patient and/or does not think the
caregiver or patient can mentally or emotionally handle some kinds of information as in Sherry’s
example about the “doctor’s philosophy... he waits for the questions. Like when you are telling
your kids the facts o f life, you don’t want to tell them too much before they are ready;” b) the
doctor doesn t have time, “he is in a rush...patients are in the other room, ’’ often because of time
constraints from the hospital or clinic that force “only six minutes for each patient; 99c) the
doctor’s attitudes toward the advocate/caregiver and patient such as Brandy’s narrative about her
doctor describing her as an overbearing mother; ” d) the doctor’s personal whims as when the
emergency room doctor told Brandy “because I say so ” when she asked why her son needed to
stay in the hospital so long; e) fear of litigation, “they can’t admit they don ’t know because o f
litigation” said Erica and Paula simultaneously at one point; and f) the “doctor ego” as
exemplified co-researchers’ perception that the radiologist who said he saw something in Marly’s
x-ray that was not there did so because he did not want to admit he did not see it.
Information control is also the power physicians have to choose whether or not to “pay
attention to and take into account information that the advocate/caregiver and her carereceiver
bring to the encounter. Valerie had this experience when the hospital personnel dismissed her
concerns for her aunt, dismissing her descriptions of what ultimately was diagnosed as congestive
heart failure. The high fever and “silly arm movements [were] not something most little kids do.99
They were symptoms of seizures and her descriptions and concerns were not taken seriously;
because the weren t, her son had a second immunization and is now a developmentally disabled
adult. As background to this research I quote my journal entry describing one of my experiences
this with kind of information control: “I by-passed assertiveness and went directly to aggression.
By the time they paid attention to my observations and experiences [taking care o f my child], my
daughter was only hours away from death.. ”

72
The System: Participants expressed frustration over a major problematic issue with
communication in medical encounters wherein choices are taken out of their own and their
doctors’ hands by policies of the “system.” The system is the bureaucracy within which doctors
o f the hospital” or clinic. For

must often work. One aspect of the system is the “

example, a doctor that Valerie knows is “ allowedsix minutes fo r each patient, booked ten hours a
day .. [seldom] saw the same patient... had to read the history in that time.
to the system with the industrial metaphor of the “

Co-researchers refer

line. Some implications of the

assembly line metaphor are that all patients are alike (recall that Karen perceived that the doctors
in Children’s Hospital treated her and her care receiver like "inanimate objects”)', the doctor must
see as many patients as possible in as little time as possible which creates the impression that
quantity is more important than quality; all the “rules” must be followed with little or no
consideration for specific situations; decision-making is top-down in that the administrators with
no medical training often control the final medical decisions.
The system also includes HMOs, Workers’ Compensation, and insurance companies.
Those bureaucracies often appear to control what choices the advocate/caregiver and her care
receiver can make regarding not only treatment options and the kind of medical care they are
permitted to obtain, and but also which providers they can consult and how much time s/he can
spend with them during a medical encounter. Sherry tells us about her first experience with the
“preferredproviders... OH! I just thought that was

Her metaphor illustrates the

feeling of a loss of control and choice that is part of the stereotypical, individualistic, independent
American citizen’s life.
In contrast, uninformed choice is sometimes forced upon advocate/caregivers by the
system. Several of the participants discussed regulations within the system that require them to
make selections of medical providers, agencies to assist them with caregiving, and even medical
supply houses without any kind of guidance. Celia reports, for example, that “

tell you to

pick two doctors, but no one can tell who or how to pick because o f lawsuits and stuff. Finally a
nice person told us [who to pick and why], the person had to whisper to me though because
everybody is bound, you are in the dark about these things but you have to pick”
God Complex
This notion of a physician’s God Complex is a metaphor for the socially constructed
expectation that, as Brandy said "doctor knows best...yet they make mistakes and they are not
God,

”
to which Karen responded, “no, but some doctors THINK they are!

This comment was
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generally agreed upon as evidenced by the rousing laughter and affirmative non-verbals used by
all co-participants including Paula (the observer) and me. Despite the laughter drawn from the
comment, in my experience and the experience of my co-researchers, the God complex is a very
real and disturbing construct that has a strong impact on advocate/caregiver perceptions of
communication with physicians. The God complex subsumes all the other themes that relate to
the doctor’s world including the physician’s power and status, attitudes, and character.
Participant attitudes about the physician’s God complex varied from bitterness to
plaintive desire as suggested by their use of the metaphors “blind trust ” and “blindfaith in
d o c t o r s Bitterness is in the tone used to describe the futility of having that kind of trust or faith
in the physician’s recommendations only to have our care receiver suffer irreparable damage such
the immunization injury Brandy’s son received. Celia’s comments about physicians, “you love
them... you depend on them because you have to have this trusting relationship with them, ” and
“I need that other kind o f expertise, the doctors' expertise ” demonstrates their plaintive desire to
rely on the physician as all-powerful, highly trained, knowledgeable, and compassionate.
The Good Girl Syndrome
A gendered “double bind” or dialectic tension emerged as an overarching theme in the
focus group conversations. According to Bateson et al. (1956, p. 251), the double bind is "a
feeling that no matter what a person does, he [sic] can’t win.” It is an interactional paradox that
my co-researchers and I face in communication with doctors in medical encounters as we attempt
to find balance between our own expertise as advocates and caregivers and the doctors’ expertise
(we need to respect, trust, and rely upon the doctor and we need to respect, trust, and rely upon
our own, often contradictory lived experiences and expertise). The paradox is also revealed as we
struggle for balance between the doctors’ socially constructed power, authority, and status, and
our socially constructed, dependence, and powerlessness, and our very real need to rely both on
their expertise and on our own expertise. The double bind is demonstrated in the conflicting
relational issues that arise in the communication of advocate/caregivers as they negotiate for their
role as advocate for the care receiver in the triadic medical encounter. It emerged as the
understanding that we, as caregivers who are advocates for our care receivers, must also be “good
girls.”
My introductory description of good girl behavior involves being compliant, listening to
those “who know best,” waiting my turn, never disputing or questioning authority, and relying on
expert others’ status and education over my own experience and intuition. Brandy, for example,
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describes with regret but no apparent bitterness, how she did what was expected, did not question
the authority of the doctors or the system and generally behaved as a “good mom ” when she
signed papers allowing her son to receive the immunization shot that resulted in his permanent
disability. She even took him in for his next shot “like a good mother ” despite evidence of
immunization injury, and she accepted the doctors’ diagnosis that her son’s fever and odd
behavior was “normal” despite her intuitive fear that it was not normal. She expresses no blame
toward the doctor, only regret that she thought she was being “good mom ” by doing what was
expected of her without question, but that she was not, after all, a “good mom ” because she did
not question what was expected of her.
Karen describes her hesitant compliance with her “regular ” physician’s referral to a new
partner. She says, “Ifelt a little uncomfortable but I also very much trusted my regular
physician. ” The new doctor treated her concerns dismissively and while she continued to express
her intuitive uneasiness, she complied without question.
Celia tells us the story of how poorly trained she was to use the suction machine to keep
her daughter’s airways open. If she did not use it properly, she risked her daughter’s life; yet she
didn’t want to “bother the nurses ...here I am again, calling in the middle o f the night. ” She tells
the story with self-derision, as though she isn’t sure which behavior is worse, to bother the nurses,
or to be worried about bothering the nurses.
Karen describes sitting like a good girl in the hospital hallways, outwardly patient but
agonizingly impatient on the inside. She says she was “waiting fo r whatever answers they had. I
kept seeing them in the halls... They [the doctors] are laughing and walking up and own the halls
and it’s like, you know, life is going on for them but my life is at a standstill! They just seem to be
dragging it out and dragging it out. ” She reports that her mother (acting as advocate/caregiver
for Karen even as Karen acted as caregiver for her baby) finally asked one of the doctors, “why
are you TORTURING her this way? ” Karen tells us he seemed surprised that there was even a
problem, but he did finally talk to her.
Another paradox associated with “good girl” behavior is the advocate/caregivers’
expressed desire to please and apparent sense of responsibility for the emotional well being of the
doctor that conflicts with their perceived responsibility to advocate for their care receiver. Each of
the advocate/caregivers addressed some version of this double bind related to emotional care
work. Some examples are: “you don’t want to tick them off” by asking too many questions; “you
don 7 want to bother them ” by calling too many times; “don 7 want to hurt their feelings ” by
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seeking a second opinion or by explaining something you have learned in your own research;
“they might think you don7 trust them 99if you tape the encounter or obtain advice from other
sources; “we really like our doctor and don’t want to hurt her feelings 99so you hesitate to go to a
specialist when you think you are getting inadequate care; “you don 7 want to make them angry99
by reminding them that you have been waiting for hours; “you don 7 want to embarrass him 99by
reminding him that your care receiver is allergic to the medicine he intends to use; and “you feel
like you are imposing but at the same time you really need their help. 99
Celia refers to this “uncomfortable shield that is with me in my journey with Marly. I feel
like it is my job to make them [the doctors and nurses] more comfortable, to make them more at
ease with her....Ithink it is uncomfortable to confront a doctor. There is weirdness about that.. 99
Despite the weirdness, she reports that she has learned to confront.
Advocate/caregivers perceive that their reputations and identities as either a “good girl” or
’’not a good girl” are socially constructed in the context of medical encounters. One co-researcher
expressed irritation, for example, that she was identified as “an anxious mom,99another actually
saw herself characterized in the permanent record as an “overbearing, schizoid mother.... 99
Advocate/caregivers spoke of how “you want them to like you. 99 In frustration, they repeatedly
mention how the doctors make you feel a fo o l,99or “you ’11feel like a you-know-what, 99and how
you run the risk o f being a real je rk 99when communicating in a persistent manner in the
doctors world, up against their expertise and power. Advocate/caregivers are aware of the
double bind that is socially constructed in medical encounters and actively resist it. Celia for
example tells us I trust people and I tend to be a people pleaser ...but not as much now, not after
Marly... I have a little fire in me.99
Recall my story of the reluctant but empowering words of my pediatrician following an
emergency situation that had a positive outcome only because I resisted his characterization of me
as an overbearing, worried mother who was contributing to my daughter’s problems and persisted
in my attempts to make them listen.” He told me “98 percent o f the time you re going to be
wrong when you 9re up against us [the doctors], but it’s worth it for you to push... just in case
THIS time is that two percent.
Empowerment
While the word “empowerment” may have become a somewhat hackneyed concept in the
1990 s, it is a word used repeatedly and a concept spoken of with intensity by co-researchers in
both focus groups. It represents the strength and competency end of a power and status continuum
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and is often used in conjunction with strategies that caregivers and patients have developed to
overcome the negative effects of the power and status of the physician. In many cases, it can
force a more participative interaction with shared control of the communication and the decision
making. Celia tells us, for example, that she “was ‘empowered *by reading or hearing statistics
about ‘how many people are dying every year at the mistakes o f medicine. *” Brandy describes
being "empowered by support from friends and the agency" and Erica tells us that for her “the
first step was to know myself and do a lot o f reading... just get myself educated. ”
The most frequently used metaphor in both focus groups was a battle or war metaphor.
Co-researchers used war metaphors when they spoke of their attempts to empower themselves
despite the power and attitudes of physicians. Examples of this war metaphor include: “I think
the best weapon we have is education, “...my best defense was...,

...best ammunition... , ” and

...divide and conquer... ” While I did not use the word “empowerment” in my journal entry, I
describe a battlefield strategy when I write, “I by-passed assertiveness and went directly to
aggression. " I distinctly remember the battle that raged inside of me as I made the choice to stop
being a “good girl” and moved on to being a “good mom” at the risk of seeming to be a pushy
woman.
Empowerment was also revealed as a theme through the metaphor of gift giving from
physician to the caregiver, as though acknowledging that physicians have ownership and can
choose to dispense it, give, or withhold it. Examples are; “I was empowered by respect from the
doctor,

...he and his staff spent a great deal o f time... answering questions and providing

information...it was very empowering. ”
A third metaphor used to frame empowerment is “a journey. ” For example, Karen talks
about the idea of “getting from A to B in this education, empowerment process. ” I will continue
to explore this theme of empowerment as strategies and roles of advocate/caregivers are
discussed.
The Caregiver’s Expertise
Karen summarizes the intensity of belief the advocate/caregivers have in the importance
of respecting their own expertise;

we have to be respected as the experts on our children, not

just lip service. It has to fully happen.. Our expertise is a very valid area o f communication. ”
The advocate/caregivers’ expertise comes directly from knowledge and wisdom gained through
their third shift of work. It is developed in the context of work they do providing both visible and
invisible care, the physical, emotional, and spiritual care work for their care receiver. When they
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talk about expertise, advocate/caregivers are speaking of the knowledge and understandings
gained by their day-to-day responsibilities and their lived experiences of the wellness, illness,
values, and lifestyles of their care receivers. Their expertise includes: understanding the values
and lifestyle of their care receiver, their instincts and intuition, and the education they have
pursued regarding the health and illness of their care receiver through both formal and informal
channels.
Values and Lifestyle of Care Receiver and Advocate/Caregiver Dyad: Each of the
advocate/caregivers who participated in this research identified “emotional and spiritual support”
and “personal care” for their care receiver as activities in which they participate on a daily basis;
they are intrinsic components of their third shift of labor. The advocate/caregiver is familiar with
the lifestyle, culture, and the value system of the care receiver in a way that no medical
professional can be. She is often responsible, but are not always successful in her attempts to
explain and defend (e.g. advocate for) her care receiver’s personal value systems and autonomy
as human beings with the right to make their own choices. For example, Sherry tells the poignant
story of her husband s final days and how the doctors talked Robert and her into a decision
without fully informing them of the consequences. They “

and you know, ‘divide

and conquer, ’ they caught him at a vulnerable moment. . so they essentially robbed Robert o f his
value system ...it was my understanding that he wanted to freeze to death underneath a spruce
tree and the last thing he wanted to do was go on a respirator! He was robbed! ”
Ginger provides another example when she talks about how unaware and unconcerned
doctors seem to be about the impact that sudden, unilateral decisions to change prescriptions has
on both herself as advocate/caregiver and her husband as care receiver. They apparently have no
idea how physically and emotionally demanding and even painful the waiting period for new side
effects to subside can be and how exhausting it is to establish new medical regimens in the home.
Karen tells us how oblivious the doctors seemed to the impact their medical decisions had
on her life, “...I’m just, like... sitting on pins and needles. They are laughing and walking up and
down the halls and it s like, you know, life is going on fo r them and my life is at a standstill!!”
When her mother finally acted as an advocate for Karen and asked the doctors “Why are you
TORTURING her this way? ” they acknowledged in ”

" that they had not even been aware

that there might have been a problem caused by their delays in discussing their findings.
Instincts and Intuition: Caregivers also speak of the attention that must be paid to the
intuitive component of their expertise, their “gut instincts ” about what is going on despite the
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medical knowledge and training they may be missing. This speaks to information control, the
physician’s power to pay attention or not to our expertise as caregivers. I, for example, knew
instinctively and experientially that the physician’s “expert” diagnosis of my child was incorrect,
that she had something other than and far more dangerous than the croup. Brandy thought
instinctively her son was having seizures after his immunization shot, but she paid attention the
doctor’s expertise instead of attending to her own expertise which came in the form of intuition;
therefore “nothing was done for him. ” When advocate/caregivers speak about their own
expertise, they are speaking of their knowledge of the values and the lifestyle of their care
receiver and about their “gut feelings. " They say repeatedly and emphatically, “We have to be
listened to from that perspective. ”
Education: Using a war metaphor, advocate/caregivers discussed education as a weapon,
the primary weapon, ’ they use to develop their expertise beyond personal experiences with the
wellness and illness of their care receivers and beyond information dispensed or not dispensed by
their physicians. Education will be further discussed in the section that addresses strategies.
“Watchdog” Strategies
While the war or battleground metaphor is predominant in their conversation regarding
strategies for communication in triadic medical encounters, Beisecker’s (1989, p. 61)
characterization of the advocate/caregiver’s role of “watchdog” appears appropriate as a
metaphor to describe their perceived role in triadic medical encounters. The “strategies " and
tactics that advocate/caregivers report using to construct successful communication in medical
encounters was linked to the theme of empowerment by the identities, attitudes, and behaviors
they develop toward themselves, the doctor, and their care receiver and toward their respective
roles in the encounters. Strategies are linked to competency in communication; they are the
interpersonal actions advocate/caregivers do to make it work. Kreps (1993) states that
communication competency in medical interviews (for all participants in the interview) is the
ability to utilize interpersonal skills to elicit co-operation from, gather information from, and
share health information with relevant individuals in the health care system” (p. 56) and to
participate more fully in the communication interaction. The strategies identified in both focus
group conversations to construct successful encounters included proactive behaviors such as
walking away, educating herself, documentation, protecting the care receiver’s autonomy, and
persistence in communication.
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Walking Away: The first strategy many of my co-researchers discussed was “walking
away from medical encounters. It is a strategy that comes from strength and competency in that
the advocate/caregiver recognizes that, often because of doctor attitude and power and status
issues, communication in the medical encounter will not likely improve and the best way for her
to advocate for her care receiver is to "move on to a different doctor. 99 Erica’s first comments
about medical encounters describe her “attitude [about a doctor that she] can’t communicate with.
. . I f I'm around a doctor who I don91feel is listening, Ijust say \see you later ’ ...so, I kind o f
avoid the problem right off the bat. ” Karen says, “I f I am working with a person within the
medical community who does not respect [my knowledge and expertise], recognize it, AND
accept it, because that is the really important thing, then I have to move on to someone else. 99
However, as Valerie puts it when she discusses the responsibility that caregivers have to change
doctors, Unfortunately, sometimes you don t have that option ” because choices may be limited
by location and/or the system.
Advocate/caregivers used “investment” as a metaphor to describe the dialectic tension
that arises over “not knowing WHEN to change doctors.99 Sherry explains that when her husband
was dying, they did not want to call in specialists because they had “invested so much in him [the
doctor], to save my husband life! You invest all your thoughts and hopes and actions toward this
one doctor... The emotional labor and time involved in re-investing, in developing a new
relationship with a new physician, appears to interfere occasionally with decision-making about
changing doctors. We also discussed how as advocate/caregivers, we often second guess
ourselves, we doubt our instincts, or our instincts are conflicting. We feel a need or
responsibility to change doctors, but are not to a place emotionally where you feel like you ought
to. . .you know, maybe this next thing will work.99
Self-Education: My co-researchers describe education as a “weapon99they use to access
the doctor s arena of expertise, a tool that allows them to come closer to “speaking the same
language that is spoken in the doctor’s world, and to level the metaphorical battle field.
Advocate/caregivers speak of education as “the best weapon,99 “my best defense,99and “the
ammunition they use to construct successful communication in medical encounters. It is
obtained through several avenues (a journey metaphor) including the obvious tactics of question
asking in the medical encounter.
Often, because of time constraints and/or many of the physician attitude issues discussed
earlier, advocate/caregivers find it necessary to research their care receiver’s condition and
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potential treatments on their own. My co-researchers report that they have learned to educate
themselves in multiple ways: by reading articles from popular magazines and newspapers,
through internet research, in dialogue with support groups both on the internet and face to face,
by attending to television documentaries, by seeking second opinions, and in conversation with
friends and family.
Sherry tells the participants that she was able to educate herself by becoming familiar
with the medical jargon; a feat she accomplished by “hanging around intensive care, where you
start to pick up some o f the lingo. They will talk to you in their own lingo. ” She perceived that
once she could ’’talk their language” the doctors began to pay attention to her questions and she
could keep them talking and get more information. ” Advocate/caregivers report that they also
seek to educate themselves through resource agencies, research foundations, and alternative
health sources such as Naturopathic Physicians, Doctors of Osteopathy, and Chiropractors.
Brandy says that the advocate/caregiver must pay attention, educate herself about the
treatments she allows, and read the fine print in documents she signs. She reports, 'you really do
need to know your family history..

She emphasizes that it is the advocate/caregiver’s

responsibility to 4not rely on the doctors ” to feed her the necessary information. Brandy tells us,
you know, you re just signing these things... and you don ’t really read it, the small print saying
these statistics and asking you about your medical history. I f I had really paid attention, Roland
wouldn’t have received the shots [that resulted in her son’s developmental disability].”
Developing a Support System: Advocate/caregivers described how important it is to
have other people they can rely upon to help them through difficult times as they search for
adequate information about their care receivers’ medical situation and as they attempt to find the
strength to confront doctors and other medical personnel when offered options that are not
acceptable or that they feel intuitively are wrong or inadequate. Celia talks about how her friends
empowered her, helped her realize that she not only had the right, but the responsibility to
“bother the nurses ” and get complete information about how to use the suction machine. She
describe how she, in turn, helped a friend realize that when she perceived her son was not getting
adequate medical care, she needed to make a decision to change doctors despite the feeling that
we don t want to hurt [the d o c to rs feelings. ” Karen tells us how her mother was available to
assist her as she attempted to advocate for her new baby daughter and how her mother, in effect,
became an advocate/caregiver for Karen.
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Documentation: Careful documentation and record keeping is a strategy believed to
construct successful communication in medical encounters by the majority of advocate/caregivers
in both focus groups. They discussed how important it is to write out questions, to leave room on
the paper to record the answers provided, and then to leave a copy of the paper for the permanent
record. Also, advocate/caregivers find it valuable to write out in advance information they intend
to provide the doctors. Valerie described how she documents issues and problems as they occur
between appointments. She ‘‘writes down in Aunt Ellie's very own words about how she feels
on a daily basis including Aunt Elbe’s food and water intake, blood pressure, sleeping patterns,
and how and when Aunt Ellie takes her pills. She takes the information with her to medical
encounters and insists that it be placed in the medical record. Valerie believes that this strategy
solves two problems-—it allows her aunt to speak about what has occurred without complaining
(“she wouldn

’ttell them anything even if she could remember!

and it helps both of them form

and maintain a relationship with the physician.
down everything that’s been

Ginger and her husband have found that they must “

happening, all the pills you took, cause Godforbid if you are missing a pill!" Because of the
nature of his medication, he has been “accused" of addiction and/or over-dosing. Sherry, Celia,
and Brandy also attend medical encounters with lists of their questions. Several of the
advocate/caregivers insist that their questions and answers and documentation regarding the
content of the interaction be entered into the record, and report that it thus becomes evidence that
“forces

t”he doctor to take their concerns more seriously. In essence, these documenting activities

appear to be proactive participation in the social construction of documentary reality.
Most of the advocate/caregivers report that they regularly read the medical records and
several of them keep copies of the medical record in their possession. They report having learned
that this practice brings a different level of openness and honesty to the discussion of treatment
options and the construction of the “reality” (such as the characterization of one
advocate/caregiver as an “overbearing" or “schizoid

”) by the physician. Additionally,

they believe the physician becomes more accountable for how s/he constructs reality in the
permanent record. For example, doctors are less likely to document “outright lies " if she or he
knows that the advocate/caregiver maintains copies of the record.
Ginger reveals her strategy of using audiotapes for documenting medical encounters. She
reports that since she and her husband began recording their medical encounters, they no longer
experience having misinformation and

“lies

p” laced in the permane
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in the focus group were enthusiastic about the potential helpfulness of audio recording. They
discussed how the taping strategy might “force the doctor 99to become more engaged in the
medical encounter. Valerie suggests that the written notes and audio recordings may effectively
encourage the doctor to listen more actively, “to more carefully select what they are going to
attend to and force the doctors into aframework where he[sic] is attending to and selecting to the
data in this room, this conversation instead o f all the others [that may be going through his or her
mind].” Taping the interaction also has the obvious advantage of allowing the advocate/caregiver
and her care receiver to recall instructions regarding treatment regimens as well as information
provided by the physician in answer to questions.
Protecting Autonomy: Autonomy speaks to independence and control over self and the
medical situations in which the patient and advocate/caregivers find themselves. It is the power
that advocate/caregivers believe they and their care receivers ought to have to make their own
choices. Advocate/caregivers repeatedly expressed concern that the care receiver be the focus of
triadic medical encounters, that the care receiver’s voice be heard during the interactions in order
to ensure their autonomy. Valerie speaks to this theme when she describes her efforts to ensure
that the doctors include her Aunt Ellie in communication in medical encounters, that they
direct their comments to Aunt Ellie and “take her seriously 99even though she has Alzheimer’s’
Disease. Despite the fact that Aunt Ellie ”isn *t going to remember two minutes later what the
doctor said,99Valerie has learned to insist that doctors respect Aunt Ellie enough to include her in
the communication moment. Valerie believes this has made it easier for Aunt Ellie, who is
Christian Scientist and is therefore resistant to medical care, to accept and follow through with
treatment plans thus extending and greatly enhancing her quality of life.
Sherry shares a story of the concern and discomfort she felt when the doctors asked her,
outside the presence of her husband, to make the decision whether or not to “put him on a
respirator.99She said to them, “Well, how come you are asking me this, why don9tyou ask him?99
The recognition of advocate/caregivers that they have the right to not only obtain the medical
records of their care receivers, but also contribute to documentation in the medical record speaks
to the theme of protecting autonomy.
Persistence: To “simply tell the doctor,” as Valerie put it, seems a logical strategy to
construct successful communication in medical encounters. Persistence is a characteristic and a
behavior that advocate/caregivers consciously strive to develop so that they can not only “simply
tell the doctor but also “get /zzmfsic] to listen.,99 Ginger describes persistence in her story about
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seeing multiple doctors who are “in a rush and you feel like you are imposing...so we just kind o f
DIG IN our heels and keep talking... ” Persistence is a quality and a strategy that requires the
advocate/caregiver to be assertive and “insist” she be ‘listened to, ” that she be “paid attention
to. ” It occasionally requires the advocate/caregiver to be willing, as I was, to assertively “plant
myself on the porch steps in the early morning saying, ‘no! LISTEN TO ME! This is different! ”
Celia tells how she “has a little fire ” in her now that she didn’t used to have. My journal entry
quoted in the introduction to this project portrays persistence in the description of how I “by
passed assertiveness and went directly to aggression. ”
There seems to be doggedness in the quality of persistence these advocate/givers have
struggled to develop. I believe this is demonstrated not only in the words, and also in some of the
non-verbal behaviors of my co-researchers during both focus group conversations. Erica
characterizes herself as “aggressive when I need to be. ” She rises from her seat to provide a non
verbal demonstration of how she might grab a doctor’s shirtffont to get his or her attention.
Brandy often speaks about physically aggressive behaviors such as wanting “to smack them, ” or
“just bash through the door” and she frequently pounds one clenched fist into the open palm of
her other hand or raises the clenched fist for emphasis.
The implication throughout both focus group conversations is that each of the women
have expended tremendous amounts of time, energy, and effort developing both the willingness
and the ability to be persistent and assertive on behalf of their care receivers. They discussed how
it (persistence and assertiveness) might be “taught to young mothers, maybe it ought to be
required in college, ” as Erica suggests, so that we, as advocate/caregivers, don’t “have to work
so hard to get good at being a good mother, ” as I wrote in my personal journal in 1983. Karen
uses a journey metaphor when she speaks to the development of persistence. She describes the
realization that while it requires an incredible amount of “emotional energy, ” it is necessary take
“this journey o f getting from A to B in the education-empowerment process [learning to get past
feeling] “uncomfortable and confront him... ” We, as advocate/caregivers, appear to agree with
Beckman et al. (1998) who suggest training to enhance patient negotiation and assertiveness
skills, may result in

. .creating more realistic treatment plans and goals” (p. 226).

Summary of Themes
Several sub-themes coalesce in the focus group conversations to form overarching
themes of the God Complex and the Good Girl Syndrome. These themes include notions that lie
on a problematic-strengths continuum of understanding such as power-powerlessness-

84
empowerment, doctor expertise-caregiver expertise, and information control-education. Based on
my own experiences and the review of extant literature, I anticipated a primary theme would lie
in the power and status physicians have that enables them to control the course of communication
in medical encounters. Indeed, there emerged from the conversations a certain feeling of
helplessness regarding the overwhelming sense of powerlessness of being in the doctor’s world
where her or his attitudes and character and the system have control over the construction of
communication and ultimately the health of their care receivers.
Also present is a sense of advocate/caregivers’ proactive resistance to physician control
over communication associated with a theme of personal empowerment. Empowerment
challenges the perceived powerlessness of the advocate/caregiver and enables her to find
solutions to the problematic areas of communication in triadic medical encounters that balance
the perceived power of the physician. It is expressed primarily in terms of a war or battleground
metaphor; the advocate/caregivers speak of the “weapons” and “defense” tactics they find useful
to assist them in their “struggle 99as advocates to communicate effectively on behalf of their care
receiver and make it work. Those weapons and tactics are the strategies they use in their role of
watchdog and include walking away, education, documentation, protecting autonomy, and
persistence. There is also a loumey metaphor to describe the development of persistence.
The problematic-strengths continuum is also demonstrated in the dialectic tensions
produced by the conflicting socially constructed identities of the advocate/caregiver as a “good
girl.” On the one hand she must fulfill her responsibility to seek the expertise of the physician
and “take advantage o f their knowledge. 99 She must be respectful of his or her knowledge and
deferential of her or his status. She must take care to appear compliant and be sure that nothing
she does or says will “make him angry,99 “hurt his feelings,99or <(tick him off 99
On the other hand is the advocate/caregiver’s identity or role of watchdog wherein she
relies on her own expertise to help her protect and defend the health of the care receiver. As
Karen says, “we have to be listened to! ” The watchdog is persistent, assertive, and insistent,
protecti ve_of the autonomy of her care receiver and of herself, listening to her instincts and
intuition, her own, expertise; the good girl is compliant and protective of the power and ego of the
higher-status authority and expertise of the physician.
The theme of power and status includes advocate/caregivers’ “buy in” to the socially
constructed notion of the physician’s “God Complex” ( “doctor knows best, honey”) as supported
by their own communication behaviors stemming from “Good Girl

Syndrome.”The struggle to
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communicate effectively in the medical encounter is intensified as the socially constructed
identities of the caregiver as both good girl and watchdog/good mother in her world are in
constantly fluctuating juxtaposition with the physicians’ socially constructed identity in the
doctors’ world, a place where the God complex seems a reality.
A final theme is relative to the matter of knowledge. The advocate/caregiver must
negotiate her way through a process of coming to understand disease and the medical treatment of
that disease. Related here is negotiating a place of value for her own experiential knowledge.
Hers is knowledge of the particular; her care receiver, her care receiver’s symptoms, beliefs, and
lifestyle; and her care receiver’s feelings, mental states, and fears. The advocate/caregiver must
find the fine line between what is broadly known of a disease and what she knows from her
hands-on experience. And she must learn to find and maintain that line by a careful focus on both
sides of the line.
The narratives of these advocate/caregivers demonstrate an experiential evolution from
feelings of dependence and helplessness to effectiveness; to what O’Hair et al. (2003) label
“agency.” Agency, O’Hair tells us is
...a state or condition where individuals become empowered to the extent that
they understand the choices they want to make, advocate for their own rights, take control
of their own destiny, and demonstrate the competency necessary for acting in their own
best interests. Agency is about having choices and the competencies to act on them
(p.10).
Advocate/caregivers, acting with authenticity in the interests of their care receivers, come to the
medical encounter seeking just such agency for their care receivers and themselves.
The invisible service given to children, parents and other family members by mostly
female advocate/caregivers addresses an entire range of debilitating disease from cancer to
Alzheimer’s to developmental disorders. The women who act as

advocate/caregivers for their

family members put in a full week of “third shift” work. Their “third shift” work is “invisible,”
often overlooked, and often unappreciated either personally or socially. Their position as the third
party in the triadic medical interview/encounter is past due its full, scholarly recognition.
Scholarship, particularly communication scholarship, must very soon develop practical support
for both the advocate/caregiver and the medical community so that both sides of the social
equation can better prepare to actively improve the health experience of care receivers.
The potential value of this research, then, is much the same process for the health
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communication scholar as for the advocate/caregiver. One must focus on the knowledge social
science has produced and look to studies such as this for a “fleshing out;” for knowledge
produced by human science. Experiential knowledge, science of the particular, puts a human face
on the scientific knowledge used to make generalizations and can produce a “complete picture” of
this significant, rapidly growing location of human interaction. Understanding the experience of
the advocate/caregiver will be essential in providing care to the “baby boomers” about to become
the primary end consumers of U. S. American health care.
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Chapter V
Data Transformation Part III: How the Data Means
Advocate/Caregiver’s Answers to Research Questions: Recall from Chapter Two that the
central question of this research arose from wondering about the lived experiences of female
advocate/caregivers communicating in medical encounters. I wanted to know what commonalities
of experience and perceptions we shared with one another. It was my intent with this study to
listen to advocate/caregivers’ stories about communication in triadic medical encounters and,
from a perspective of strength and competency, understand what perceptions they have about
“what makes it work” and whether or not their perceptions were similar to mine.
A striking understanding that emerged from the research is how closely the
experiences of the participants from the two focus groups resembled the experiences of the other
participants and mine; in fact I have the sense that their experiences are mine (van Manen, 1990,
p. 57). Therefore the interpretations made here are reflective of my personal answers to the
research questions. As such I will respond to and discuss the research data in the first person
unless a contrast or contradiction to my own understandings is evident.
As stated in the methods chapter, it was unnecessary to ask so many questions. Indeed,
many answers emerged for which questions were not conceived. These questions and answers
seem simplistic when set against the richness of the stories told by the women who participated.
The original research questions are listed here, accompanied by the “answers” that emerged in the
stories told by my co-researchers. The research questions and answers are followed by a more
complete discussion and interpretation of how these answers mean.
1)

How does she understand her role in triadic medical encounters? Beisecker’s (1989)

description of the advocate/caregivers as “watchdog” nicely fits the role my co-researchers and I
perceive we have in triadic medical encounters. We are there not only to provide transportation (I
recently counted nearly 500 visits to physicians, hospitals, and pharmacies over the last 5 years of
caregiving for my own family of three children) and emotional and physical support, but also to
help our care receiver make decisions. We have such communication responsibilities as the
provision of information, elaboration, and clarification of information from the care receiver to
the physician and from the physician to the care receiver; questions to the physician regarding
treatment options, reasons for treatment, requests for complete information regarding the illness
and treatment plans for the care receiver; and to provide encouragement to the care receiver to
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expand on symptoms, feelings, fears, concerns, desires, understandings, and the impact of
treatment and/or illness on the care receiver’s life style and visa versa.
2)

If she believes that she communicates effectively, how does she understand

the notion of her own effectiveness or competence during interpersonal communication in
triadic medical encounters? We understand ourselves to be competently communicating in
triadic medical encounters when we are able to pull back the curtains or get around the barriers
created by the socially constructed notions of our own Good Girl behavior and our perception of
the doctor’s God Complex. When that happens and we are able to ask questions and provide
information intelligently, to hear and be heard, one adult to another, each with our own expertise;
then we are effective.
3) Has she always felt, or does she always feel effective or competent? The answer to
question three is a resounding “no! We have not always felt effective,” and we often do not yet
feel effective, even after many years of experience communicating in triadic medical encounters.
4) If not, what has changed about herself and/or the way she communicates in
triadic medical encounters? We definitely believe we are more effective than we used to be. It
is not so much the tangible interpersonal communication skills that we have learned that enhances
our effectiveness in triadic medical encounters as it is our attitude toward ourselves that has
changed. With experience we have learned that we must have confidence in ourselves. Our
attitude toward ourselves must be as respectful as our attitude toward our physician and we must
trust our expertise and our “gut instincts” enough to persist in the face of dismissive and/or
inattentive medical professionals whose education, power, and status ostensibly provide them
with the authority to control communication in the interaction. We have learned to stand firm and
be persistent despite our concern that we may be characterized as “pushy” or “overbearing”
women or we might ‘‘feel... like a jerk [or] like a fool. ”
5)

What strategies does she use to enhance her effectiveness in triadic medical

encounters? One of the best strategies we appear to have developed is one I interpret as the
fake it till you make it tactic. As we wrestle with the double bind in which we find ourselves,
we try to act as though we are confident, as though we are unconcerned about what “they” may
think of us. We struggle to conduct ourselves as though we know our expertise is every bit as
important to the interaction as “their expertise” and that our instincts and intuition are often if not
usually accurate. We try to pretend that the socially constructed differences in status do not exist
and act as though we are equals in the interaction. We either fake that we do not feel the power
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and status differential, or we ignore the feelings brought on by squaring off in battle, the Good
Girl identity up against the guy we perceive to have a God Complex. “Faking it” results in a
different construction of reality. As a result, it often seems that the attitudes of medical
professionals toward us changes, it feels as though their perception of us is enhanced and they are
more respectful which creates an atmosphere more conducive to effective communication.
Another important strategy in developing self-confidence necessary to effectively
communicate with medical professionals is our use of the informal and formal support systems
available to us. These include family members, friends, acquaintances who have had similar
experiences, agencies established specifically to provide support for families with intensive
caregiving needs, medical professionals, and caregiver support groups established both informally
and formally.
There are also specific strategies that we use as “weapons” in our struggle to
communicate effectively. Those strategies include walking away or changing doctors; taking
responsibility to educate ourselves rather than waiting for the doctor to provide information;
developing a support system; careful and consistent documentation of daily activities, questions,
and answers exchanged during telephone and face-to-face encounters; maintaining our own
copies of medical records, and audio taping interactions; and various tactics to ensure care
receiver autonomy, specifically, insistence that the doctor direct questions and discussion toward
the care receiver; and last, but certainly not least, persistence and assertiveness.
6)

What happens as a result of “successful,” “effective,” and/or “competent”

communicative interactions in triadic medial encounters? We perceive that we are more
effective in our caregiving activities at home when we have successful communication in triadic
medical encounters. We share responsibility for and understand better the issues related to our
care receiver’s medical condition; what the treatment options are, the potential impact they have
on the lifestyle of our care receiver, and the potential impact of the lifestyle and values of our care
receiver are on the prescribed medical regimen; and we are able to share in the decision making
so that the treatment goals are realistic for our care receiver and for us. The more realistic the
treatment plans, the easier it is to be consistent in co-operation (see Brow, Leipzig, & McWherter,
1995; Kreps, 1993) with the physician’s recommendations (often called “compliance” with
recommendations ) and to make better use of the doctor’s expertise. As a result of improved
communication, the overall outcome for our care receiver’s health and welfare is improved.
Ultimately, when we develop the confidence in ourselves to communicate effectively despite the
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possible existence of our Good Girl Syndrome and/or the doctor’s God Complex, and the result is
that, as Brandy tells us, “your kid is alive!”
A Strengths Perspective
Because this research sought understanding, the questions asked addressed the
advocate/caregiver’s perceptions of their own strengths and competencies. In Western culture
there exists a view of human issues that wraps them in a cloak of victim-hood, problems, and
pathology. It is a view that focuses on what is wrong, what is unfair, what is missing, what is
abnormal. The striking inequality in power and control based on the education and status of the
medical professional that exists in medical encounters, along with this cultural focus on victimhood, made it very difficult for my co-researchers to think in terms of their own strengths and
competencies. And it was difficult for me listen to and interpret the conversations in such a way
that I could hear advocate/caregiver’s voices telling me about their perceptions of their own
communication effectiveness in triadic medical encounters. I was continually tempted throughout
the analysis and interpretation of the focus group conversations to pass judgment, and blame, on
the medical professional and the system in which s/he works.
In a discussion of Critical Inquiry, Crotty (1991) describes a dichotomy that exists
between
.. .a research that seeks to understand and a research that challenges... between a research
that reads the situation in terms of interaction and a community and a research that reads
it in terms of conflict and oppression... between a research that accepts the status quo
[sicjand a research that seeks to bring about change (p. 113).
The strengths perspective of research, as developed in social work practice by Saleebey (1996),
seeks to examine human issues from a vantage point that counters the current focus on
victimization. A strengths-based approach to human communication requiring, or enabling the
researcher to look at co-researchers in the light of their “capacities, talents, competencies.. .[it]
requires an accounting of what people know that they can do... [and is based on human capacity
for] resilience, rebound, possibility, and transformation” (pp. 1-2).
An examination of human communication issues from a strengths perspective does not
deny the existence of problems. Nor does it “challenge the status quo” and bring about change.
Rather, it seeks to locate the skills and competencies we acquire as a first step toward a solution
to those problems and it follows that the problems must be identified in order to understand the
competencies developed to solve them. Considering the importance of problem identification, I
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will first summarize the issues that emerged as problematic themes and then examine the themes
that represent solutions we have found to those difficulties.
One of my goals was to look at perceptions that advocate/caregivers have regarding their
own positive impact on triadic medical encounters. A ground rule established at the onset of the
focus group meetings was to avoid “doctor bashing.” Despite their valiant attempts to comply, the
focus group conversation continually returned to the frustrations advocate/caregivers feel when
trying to break through the doctor’s power and status to make positive contributions to the
interaction. The opening exercise for the first meeting, for example, was designed to focus
participants’ thoughts and conversation on what would constitute communication in the “ideal”
medical encounter. Despite definitive instructions to describe ideal communication scenarios, the
overwhelming topic of conversation related to the doctor’s attitude and character and her or his
impact (often negative) on the interaction rather than on any communication competency or skill
that the co-researchers might possess.
Repeatedly throughout both meetings I reminded my co-researchers that my central
interest was upon what communicative actions we, as advocate/caregivers, bring to medical
encounters to co-create a successful encounter. I walked away from the meetings, and from the
transcription and description process, wondering aloud to myself and the observer if I had asked
the wrong questions. The participants simply did not seem to be able to get past their frustrations
regarding the physician s impact on the communication and focus on their own actions. This
tendency of advocate/caregivers to focus on the contribution of the doctors appears to correlate
with the emphasis placed by researchers on the interpersonal needs and responsibilities of
professional providers to the neglect of the needs and responsibilities of the patients or their
caregivers (Tates& Meeusesen, 2001; Charels etal., 1999; Kreps; 1993; Thompson, 1984).
As discussed in Chapter One, a review of the literature regarding communication in
medical encounters reveals a move away from a paternalist model of decision-making in which
the physician was assumed to play the dominant communication role in the interaction (Charles et
al., 1999, pp. 652-653). The literature points to a shift toward a participative decision-making
model in which the responsibility for health outcomes occurs as a “matter of negotiated health
care” (Brown et al., 1995, p. 266) and “redefining the issue of compliance to a relational issue of
‘co-operation’” (Kreps & Thorntons, 1984, p. 55) among the participants. However, as much as
we like to believe that we are now on equal footing in partnership with the physician in medical
encounters and as much as we understand our responsibilities and our rights as advocates for our
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care receivers, it appears from the conversations in my research that there still exists a
tremendous imbalance in power and control. That imbalance is present not only in
communication in the encounter, but also in the resulting decisions and ultimately in the health of
our care receiver.
My experience, and the shared experience of my co-researchers from both focus groups,
challenges the hope that physicians actually encourage partnership with patients and their
advocate/caregivers and points to our frustration that they often pay lip-service to the concept of
the much discussed notion of “patient empowerment.” Our lived experience, as revealed in focus
group conversations, identifies our perception that physicians and other health care providers
have a tendency to discount the experiential knowledge and the voice of both the care receiver
and the advocate/caregiver. This mirrors Rutman’s (1996) findings that
caregivers felt that insufficient value had been placed on their knowledge of the care
receiver.. .Not only did they feel that their knowledge and contributions had been
dismissed, they also felt that the care provided.. .was compromised because others
[medical professionals] did not make use of their knowledge and experience, (p. 5)
Additional communication themes emerged from Rutman’s study that parallel those emerging
from my research including a feeling of powerlessness experienced as a result of the lack of
respect for caregivers experiences and a lack of shared control over the decision-making process.
Caregivers also revealed in both Rutman’s study and mine, frustration over the lack of physician
respect for patient autonomy and a “clash” (p. 4) in preferences and values of both the patient and
caregiver in regard to the treatment options and plans made on their behalf by the medical
professionals.
We, as advocate/caregivers, experience a failure to have our voices and the voices of our
care receivers heard in the medical decision-making process. The absence of our voices in the
interaction creates a scenario in which we are “given” the medical facts and options
with limited consideration for and integration of our values, experiences, and perspectives.
Additionally, the absence of our voices effectively eliminates the possibility of negotiation and
shared decision-making. It greatly reduces the option of intelligent co-operation or collaboration
regarding treatment options that fully consider the personal meanings those decisions about
treatment have for our care receiver and for us as advocates and as caregivers.
Evidence that the shift toward participative decision-making and patient empowerment
has not truly occurred for us is manifest in our unacknowledged stereotyping of physicians
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through the use of masculine pronouns and feminine clarifiers in our conversation. Almost
exclusively we spoke of doctors as “he” rather than “she” unless we had previously identified the
physician in question as female. Several of my co-researchers expressed a strong belief that
females are better doctors and their stories about both successful and unsuccessful
communication included female doctors rather than male. However, when we spoke of
physicians in general, we (including me) often if not usually used the masculine pronoun; and if
we spoke of physicians in particular, we said “the doctor” if the physician was a male and “the
woman doctor” or the “female doctor” if the physician was not male. This use of masculine
generics in our conversation creates the impression that we assume all doctors to be male unless
we “spotlight” them as female, a way of speaking that identifies women as the exception in the
role of physician (Wood, 1997, p. 154). My co-researchers and I are, for the most part, welleducated, middle-to-high income women who operate in an academic environment; we are
conscious of and more than a little resentful of gendered stereotypes for varied professions. Yet
this strong element of the paternalistic medical model remains embedded in our conversation.
“Paternal” brings forth the image of a patriarch, often (but not always) a kind, benevolent, even
vigilant father who “knows best,” who unilaterally identifies and solves problems, and who
ultimately determines the roles that each of his charges are to have in their family life.
As I processed the data, and worked my way toward the understandings of the study, I
identified two overarching themes that spoke to the social, or co-construction of reality and
identity that I metaphorically labeled the God Complex and the Good Girl Syndrome. However,
it somehow felt unfair to characterize or label physicians as having an identity related to the “god
complex.” After all, we advocate/caregivers and our care receivers are partly responsible for the
construction and maintenance of medical encounters, and it seemed a dismissive and derogatory
way to think about physicians; such labeling feels like “doctor bashing,” an activity I specifically
instructed my co-researchers to avoid. Perhaps my concern demonstrates a component of the
good girl syndrome wherein I “don’t want to hurt his feelings” or show disrespect for anyone,
especially someone who has not only the power to control communication in medical encounters,
but also has the power to help me and my loved ones. Additionally, I began to see that while we
advocate/caregivers may have co-constructed a “good girl” identity, we are not necessarily the
simpering, whimpering, whining, people-pleasers that the “good girl complex” brings to mind. In
fact, as I wrote the answers to my original research questions, I finally began to see the strengths
in our communication.
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Another problem emerged when I attempted interpretation of the data using the two
overarching themes of “God Complex” and Good Girl Syndrome” as a basis for discussing how
the data means. I set out to look at advocate/caregivers’ perceptions of communication in triadic
medical encounters from a perspective of strength. I chose a problem-solution pattern of writing
to develop the discussion, but both of the overarching themes appear to represent problems. Using
the God Complex and the Good Girl Syndrome as metaphors for communication in triadic
medical encounters did not leave room for the strengths-based perspective originally intended for
this research.
Dorothy and the Wizard of OZ
The solution to the problems I experienced as I interpreted the data occurred to me in
one of the truly analytic” moments of this research as I struggled with these two metaphors as
ways to think about the data. It “came to me” that Baum’s 1899 story, The Wizard ofOz, may
contain a more useful set of metaphors than the God Complex and the Good Girl Syndrome for
interpreting the understandings that advocate/caregivers have regarding communicating with
physicians in their world. In the opening scenes of the classic 1939 musical rendition of the
novel, we watch a concerned Dorothy on the farm with Toto, trying to convince the resident
adults to listen to her as she explains the awful thing that has happened to her beloved puppy.
Dorothy knows the details of what has happened to Toto, and she knows experientially and
intuitively that something should be done to help and protect Toto. But he can’t speak for
himself. While Dorothy is not quite sure what the solution is, she knows instinctively that if she
can only get through to the adults, force them to pay attention, together they might find a way to
help Toto. It is much the same for us as we take care of our care receivers; it is the problem we as
advocate/caregivers often experience in medical encounters, how can we “get the doctor to listen”
so that we can collaboratively identify problems and workable solutions to medical situations?
We are, after all, only the mothers, the wives, or the daughters of the sick or injured patient just
as Dorothy was “only” the little girl who loved and cared for Toto.
Suddenly, a twister swoops into Dorothy’s life in Kansas, picks her up, and drops her
into a different, cra2y , mixed-up world. The mixed-up world of OZ may represent the world
involving advocate/caregivers’ invisible third shift of labor where we care for our loved ones.
But, it may also represent the doctor’s world, where different rules apply and there are strange
ways of enforcing them, a world where inhabitants often appear to speak a different language,
where they can’t understand us, or won’t listen to us. Along with Toto, the tornado might stand
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for an aspect of the care receiver’s need and its chaotic impact on our lives. According to Rutman
(1996), caregivers seldom anticipate the intensity nor do they usually seek out their role as
caregivers. They are plunged into this third shift of care work unaware. They “can rarely control
or even foresee the nature and intensity of the care giving [sic] work demanded by the everchanging condition of the care receiver.. .and the fact that they must negotiate control
with.. .physicians” (p. 2). Communicating with and sharing decision-making with doctors and
care receivers is often an unexpected and unconsidered component of their responsibilities, one
for which they have little training. Recall that Dorothy has been brought up to be a respectful,
deferential “good girl,” one who is occasionally permitted to ask questions and make
observations, but still a girl who does as she is told. She is a girl the adults comfortably “shush”
if or when she carries on too much as she did in the beginning of the story when she tried so hard
to convince them of the true nature of Toto’s problem.
It turns out that during the entire journey through OZ, Dorothy had the power to get home
to Kansas; she simply had to click her heels three times and say, “There’s no place like home.”
The struggle she experiences as she tries to get home represents the struggles that accompany the
journey we advocate/caregivers make to get to a place where communication in the interaction is
successful. We have the ability; perhaps we don’t recognize our ability or perhaps we are not yet
experienced or confident enough to effectively use our ability. Along the way, Dorothy gathers
characters around her who bring to mind of some of the components we gather to ourselves as we
become empowered with strength and competency communication in medial encounters.
The Lion knew he needed courage and assertiveness. He reminds me of how important
the advocate/caregivers in my study perceive persistence and assertiveness to be; how difficult it
is to continue in our responsibilities when we no longer have the physical or emotional energy to
be persistent. We find that we need courage as we struggle to assert ourselves and be persistent
as we both seek and provide information, as we follow our instincts and intuition, as we explain
and defend the values and autonomy of our care receiver. The battles in which the lion
participated time and again on behalf of his companions are a metaphor that works to show our
continual struggle to be strong and courageous enough to do and say what we believe, to be
important, despite trepidation at not being seen as a “good girl,” or being characterized as an
“overbearing” or “pushy” woman.
The Scarecrow’s problem was that he didn’t have a brain. He did have a brain; but he
had to discover how to use it. We obviously have a brain and have learned that one of the most
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effective “weapons” we have to fight our way on the journey to successful communication is to
educate ourselves and to insist that physicians respect our intelligence enough to provide
complete information about our care receiver’s condition and possible treatment options and their
potential side effects. We also have learned to insist that the doctor listen (and respond) as we
ask questions or provide information that we perceive necessary. Recall that the lion’s and the
scarecrow’s key to success was to have confidence in themselves and their own courage and
intelligence. It was their attitude toward themselves that opened the door. We
advocate/caregivers have learned that we must have confidence in our own expertise regarding
our care receivers situation and we must trust our “gut instincts” and our intuition.
The Tin Man did not have a heart. He had the additional problem of rusting joints so that
he was always freezing up. Of course he had a heart, and with a good can of oil Dorothy was
always able to loosen up his rusty joints so that he could successfully participate in the journey
through OZ. As advocate/caregivers, we are often are committed to our care receiver. Yet we are
so emotionally drained by our third shift that we often feel we don’t have the strength to continue.
We have “frozen up” in medical encounters so often that relating to the tin man’s dilemma is
natural. We freeze up and are unable to communicate successfully when we don’t use the lion
inside us to give us courage to persist; we feel ourselves stiffen and become stymied in our
communication efforts when we begin to doubt that our efforts to educate ourselves and our
knowledge of the lived experiences of the care receiver are vital to successful medical care.
When we use the oilcan of self-confidence and trust in our own abilities, we have found that we
stop rusting and stiffening up and medical encounters become more successful.
The great and powerful OZ is an authoritative, all knowing, male wizard; a “god” figure,
an icon in the society of OZ whose power and status allow him to reign supreme. His image and
power is created and maintained through the reverence shown him by the residents of Oz. And
realistically, they are well served by Oz’s presence in their community. He provides security and
comfort. It is true that he has knowledge, and wisdom, and technology and he uses them to help
those who reside in the world he rules. It is also true that he is able to help Dorothy and her
companions reach their goals.
However, as it becomes evident when Toto draws back the curtain to reveal the wizard as
just a man, ’ to give unquestioned power and loyalty to Oz is both naive and unhelpful.
Likewise, the advocate/caregivers who participated in this research have learned that the
physician is just a person. While the medical encounter has been socially constructed by tradition
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to allow the physician unquestioned power, we have the ability to re-construct the relationship
and the communication that takes place in the medical interaction.
Dorothy is ultimately able to situate the interaction, with the help of the Lion, the
Scarecrow, and the Tin Man, so that the “great and powerful Oz,” the person with power in the
land of OZ, pays attention to her lived experiences. Only then do they begin to communicate
effectively and only do Dorothy and her companions truly benefit from the wisdom and
knowledge of OZ. Having rid the interaction from the drapes of power and status, Dorothy can
begin to make her way home to Kansas. We advocate/caregivers, like Dorothy, have learned to
locate and use our own courage, intelligence, emotional strength, and self confidence to
communicate with the physician, that person with the power in the “doctor’s world.” We have
learned from our lived experiences that we can effectively communicate on behalf of the people
for whom we care in our homes and as a result, we can make the best use of the knowledge,
wisdom, and technology available to us in the doctor’s world.

I
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Chapter VI
Conclusion

This study was limited to an examination of the perceptions of female caregivers who are
employed full time in a “first shift” of employment outside the home (where their “second shift”
occurs) and who also have a “third shift” of care work for family members who have intensive
care needs. Many women, who may or may not have full time employment, and have typical
second shift responsibilities, who may or may not have intensive care needs, advocate for family
members in medical encounters. These women should be included in future research focused on
communication in triadic medical encounters. And while women make up the majority of
advocate/caregivers, nearly 25 percent are male and they should also be included in future
research. It would be particularly interesting to examine the differences in the perceptions that
male and female advocate/caregivers have regarding how perceived power and status impact the
success of communication in medial encounters.
Participants in this research stressed that personal empowerment to communicate
effectively in medical encounters comes from three directions: from the self-confidence
developed through their own efforts and experience; from the medical professional; and from
both formal and informal support systems. The metaphor of Dorothy and the Wizard of Oz
speaks to the efforts and experiences of the advocate/caregiver, but does not address the efforts
that must be made to impact policy and practice of the medical profession and the support
systems currently available to advocate/caregivers.
It seems clear from stories shared in both focus group conversations that receiving
respect from professional care providers is fundamental to advocate/caregivers’ perception of
effective communication in medical encounters and, ultimately, to the health and well-being of
their care receiver. Related to respect is acknowledgement of advocate/caregivers’ “expertise,”
their knowledge of the patient, and their competencies as caregivers. On the other hand,
advocate/caregivers express major feelings of frustration about communication and about medical
care provided when their expertise is ignored or trivialized and when they are excluded from the
decision-making process. It is their experience that when their expertise is not respected or
acknowledged in the medical encounter, the care provided to their care receiver is compromised.
Medical professionals must recognize the advocate/caregiver as an intrinsic participant in the
medical encounter, participating fully in the decision-making process.
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The importance of including advocate/caregivers as experts and equals in the decision
making process is undeniable and must be recognized and acknowledged by medical
professionals. Additionally, the power and status imbalance and it’s negative impact on
communication in the medical encounter must be recognized because the power differential may
not (and perhaps should not) be completely eliminated. Medical professionals must join
advocate/caregivers in their efforts to acknowledge and overcome barriers to effective
communication created by the power imbalance in order to enable the advocate/caregivers’ full
participation in the process. Increased efforts to facilitate effective communication in the medical
encounter should include formal recognition by society in general and the medical community in
particular, of the vital, yet often invisible, aspects of caregiving that occur both outside of the
formal medical context and in the medical encounter itself.
Statements about what efforts “should” or “must” be made to facilitate effective
communication in medical encounters speak to change. They speak not only to understanding
human communication
in terms of what is but also in terms of what it can be. [People] can do something about
their situation and ... they are called to do something about it

to address themselves to

their situation, seize upon its growing points, and out of the worse to create the better”
(Freire as cited by Crotty, 1991, pp. 149-150).
This kind of identification of what is “worse” with the aim to create what is “better” is the object
of critical theory in the tradition of Friere’s dialogic education, which looks at the educator and
the learner as partners in a process. They are “equally knowing subjects [in the interaction who
are] jointly responsible for a process in which all of them grow” (Crotty, 1991, p. 153).
Similarly, the medical provider and the advocate/caregiver should be valued as equally knowing
partners, jointly responsible for in the process of information exchange and decision making in
the medical encounter. Further research on the topic of medical encounters should explore ways
to re-construct the triadic medical encounter so that the medical professional, the
advocate/caregiver, and the patient are all recognized and respected as “equally knowing
subjects” of the interaction.
The results of the present research indicates that a first step in developing the recognition
and respect of medical professionals for advocate/caregivers is for the advocate/caregiver to
develop self-confidence and to acknowledge and respect her own expertise. Stories told by the
co-researchers shows that, while the greatest positive impact on their self-confidence is derived
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from personal experience, a great deal comes from both formal and informal support systems. A
careful review of literature revealed that the majority of research on support systems for
advocate/caregivers focused on easing the physical and emotional burden that accompanies their
caregiving responsibilities. The present research indicates that support systems, both formal and
informal, should be examined for their impact on power and status differentials between
advocate/caregivers and medical professionals, on the resulting impact on communication in
medical encounters, and on the medical outcomes that are a product of the interaction.
As indicated in the literature review, U.S. American public policy seems committed to
increased reliance on private, unpaid services and the shortening of federally and privately funded
hospital stays which has put tremendous pressure on families to provide unpaid care for both
nuclear and extended family members (Abel, 1991). Additional pressure arises as the population
ages and as increasing numbers of people become part of the “sandwich generation,” those adults
who must care for both parents and children (Abaya, as cited by Brozan, 1978). Participants
expressed frustration over the way that choices are taken out of the hands of both the medical
professional and themselves by procedures and policies set by “the system.” The system includes
Health Maintenance Organizations; Workers’ Compensation, the Veteran’ Administration, and
other governmental agencies; insurance companies; hospitals; and medical clinics. An important
implication of this research is the need for increased representation by advocate/caregivers on
such public and private policy planning and resource allocation working groups. As
advocate/caregivers become involved at a public level, they can impact public and cultural
recognition and respect for their expertise and contributions to the care of family members.
Ultimately, this study points toward the need for systematic research and development of
public policy that creates understanding, recognition, legitimization, and placement of increased
social and economic value on the care work provided by advocate/caregivers.
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Appendix A
Letter to Participants
February 14, 2003
Dear Participant,
Thank you for taking your valuable time to participate in a focus group meeting for this research
about communication in medical encounters.
We will meet at the University o f _______________ _Alumni Lounge on campus from 7:30
pm to 9:30 pm on Wednesday evening, February 19. The Alumni Lounge is in_________, the
bookstore building, on the first floor. Parking is free after 5:00 pm and you may even park in the
reserved spots outside o f________. Please dress casually and come hungry (I’ll provide a light
supper and desert) and eager to discuss your experiences.
Please carefully read and sign the attached consent form and complete the questionnaire before
Wednesday and bring them with you to the meeting. If your care receiver is a competent adult,
she or he will need to read and sign the consent form also. The last question asks you to briefly
write about two experiences you’ve had in medical encounters and may require some thinking
time, so try to look at it this weekend.
If you, or your care, receiver has any questions, please feel free to call or email me.
Again, thank you for your time and energy.

Sincerely,
Terri Babers-M.
Email fttb@uaf.edu
Telephone: 474-0721
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Appendix B
Pre-meeting Questionnaire
Question 1. How old were you on your last birthday?_________
Question 2. Are you married?

single?

co-habitating?_

Question 3. How many people are currently living in your household, including yourself?
Number of people
Of these people, how many are children?
Of these people, how many are adults?
Question 4. What is the highest grade (or year) of regular school you have completed? (Check

Elementary
School
01
02
03
04
05
06
07
08

High School

College

09
10
11
12

13
14
15
16

Graduate or
Post-Graduate
School
17
18
19
20+

Question 5. With regard to your current or most recent job activity:
a. How many hours do you work each week?_____
b. In what kind of business or industry do you work?

(For example: hospital, tourist industry, school district, military, dental or medical office,
restaurant, university)
c. What kind of work you do? (Job Title)

(For example: registered nurse, personnel manager, teacher, supervisor of order
department, sales rep., collection agent)
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d. How much did you earn, before taxes and other deductions, during the past 12 months?
Less than $5,000
$5,000 through $11,999
$12,000 through $15,999
$16,000 through $24,999
$25,000 through $34,999
$35,000 through $49,999
$50,000 through $74,999
$75,000 through $99,999
$100,000 and greater
Don't know
No response
Question 6. Of the adults in your household, how many bring income?_______ Whichof the
following categories best describes your total combined family income from all sources for the
past 12 months?
Less than $5,000
$5,000 through $11,999
$12,000 through $15,999
$16,000 through $24,999
$25,000 through $34,999
$35,000 through $49,999
$50,000 through $74,999
$75,000 through $99,999
$100,000 and greater
Don't know
No response
Question 7. Do you consider yourself the primary caregiver of a family member, friend, or
acquaintance (care receiver)?
Of the adults in the household, how many also provide care
work? _
a. How long have you provided care for your care receiver?______
b. What is your relationship to the person or people you care for?
mother/stepmother
father/stepfather
husband/partner
sibling
daughter/son
distant relative (in-laws, aunts, uncles, grandchildren, etc.)
non-relative
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c. What kind of caregiving responsibilities do you have? (Check all that apply.)
Emotional / Spiritual Support
Transportation
Managing health care such as administering medicine and managing/monitoring health care
technology and regimens
Assistance with access to and understanding of information
Leisure / Social Support
Personal care such as bathing__ , toileting_, eating__ , dressing , grooming , getting
in and out of bed , walking ,
Other (Specify)

d. How many hours of care do you provide each day?
Less than one hour per day
2 to 4 hours per day
5 to 7 hours per day
8 + hours per day
e. How frequently do you provide care?
less than once per week
1 to 6 times per week
7 + times per week
Question 8. How has your care work impacted your employment (do any of the following apply?)
left work for medical appointment
felt performance at work was affected
left work suddenly
missed work
came to work late
changed shifts
decreased hours
considered quitting
changedjobs
declined job advancement
increased hours worked (to earn more money)
other (please explain)

Question 9. How frequently do you accompany your care receiver to medical appointments?
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Question 10. Please respond to these 2 short writing exercises on separate pages. The
incidents you recall here will be used as a basis for discussion in our focus group
meeting. Remember that names and circumstances will be changed to protect the privacy
and confidentiality of any persons who participated in the incidents that you describe in
your stories.
A) Think of a time when communication in a medical encounter that included you, your care
receiver, and a healthcare provider was “unsuccessful” from your perspective. Please briefly
share your story of the situation, the people involved, the outcome of the situation, and why you
feel it was “unsuccessful.” The notion of “success” is up to you to define.
B) Now think of a time when communication in a medical encounter that included you, your
care receiver, and a healthcare provider was “successful” from your perspective. Please share
your story of this situation, the people involved, the outcome of the situation, and why you feel
it was “successful.” Again, the notion of “success” is up to you to define.
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Appendix C
Informed Consent Form
This research project will explore narratives of the lived experiences of female caregivers
in communication that occurs when they accompany their care receiver to a medical encounter.
The narratives will be gathered as they are told in a focus group conversation followed by
individualized feed-back or follow-up interviews that will occur online via electronic mail
(email). You are being asked to complete a short pre-meeting questionnaire that asks you to tell
two short stories about your experiences in medical encounters with your care receiver. You will
then be asked to spend approximately two to two and a half hours in conversation with other
women who have intensive caregiving responsibilities in addition to their ordinary homemaking
responsibilities and full time employment. The interview will be audio recorded for transcription
and qualitative analysis. As the transcripts are analyzed, you will be contacted via email for
feedback regarding my analysis and clarification regarding the stories you have told. The
audiotape, questionnaire, and email messages will be stored in the Communication Department of
the University o f_____________and will be destroyed after three years.
There are no apparent risks involved in the research process to participants or to the
researcher nor is there any anticipated circumstance where you will be terminated from the
project by the researcher; but if any should arise in the research process, you will be promptly
notified. Sometimes in the process of focus group conversations and self-narrative interviews,
uncomfortable memories of past problems can surface. In the event that you suffer discomfort
from your discussion of caregiving and communication in medical encounters, be aware that you
have the option to withdraw from the study. Simply notify me my email, by mail at the address
listed below, or in person. There is no penalty for withdrawal.
Ethical guidelines of privacy, no coercion, informed consent, confidentiality, protection
from harm, sharing results, debriefing, sharing benefits, and ensuring high ethical standards will
be strictly followed in this study. Your participation is entirely voluntary and you may withdraw
from the study at any time. Your name will not be used in any report or paper. A pseudonym
will be used for the narrative stories that arise in focus group conversation with other female
caregivers and in the individualized, online interviews that will follow. Strict guidelines for
participant confidentiality and impartiality will be adhered to as well as respect for all persons
regardless of age, race, ethnicity, or sexual orientation. This research will consist entirely of
females and will look at issues from a gendered, interpretive perspective.
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By reading and signing this form, you agree to participate in this study and understand
the ethical guidelines listed above.

NAME:_____________________________________________________
ADDRESS:

(Your address is optional; this consent form can be photocopied and returned to you if you choose
to deliver in person)
CONTACT TELEPHONE NUMBERS:________ ___________________
EMAIL ADDRESS:____________________________________________
(Your telephone number and email address is needed to set appointments for the focus group
meeting and for follow up interviews).
Thank you for your interest and participation in this research project. A copy of the research
results will be mailed to you at your request.
Please contact me if you have any questions.
Sincerely,

Terri Babers-M., graduate student
University o f ___________________ , Master of Professional Communication Program
Telephone: __________o r_________
Email:

fttb@uaf.edu

