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Abstract

People living with chronic or acute illnesses often face uncertainty about their health
and about their medical care. Health care providers can affect the uncertainty patients
experienced by providing information about the causes, symptoms, and consequences of
the illness, as well as descriptions of medical procedures and treatments that might be
needed. This chapter explores the role of credible authority—the “degree of trust and con-
fidence patients have in health care providers” (Mishel, 1988, p. 228)—as an influence
on the uncertainty that patients experience. In overview, health care provider influence
on uncertainty management was defined by HIV patients’ beliefs and attitudes about
(a) the health care provider’s knowledge about HIV and treatments for the disease, (b)
communication behaviors displayed by the health care provider (e.g., exhibiting comfort-
ing skills, signaling willingness to negotiate, or alternatively, engaging in stigmatizing
behaviors), and (c) the state of knowledge and technology in the health care system. Par-
ticipants also reported strategies for managing challenges associated with the credible
authority role, including (a) using multiple sources of information, (b) taking an active,
self-advocating role in health care interactions, (c) confronting negative or stigmatizing
behavior, and (d) learning to live with chronic uncertainty. These findings have implica-
tions for the theory of communication and uncertainty management and for patient
and health care provider training programs.
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People with chronic or acute illnesses often have medical, social, and personal
sources of uncertainty (e.g., Babrow, Kasch, & Ford, 1998; Brashers et al.,
2003; Mishel, 1988, 1990, 1997, 1999). This includes such things as how to
interpret their symptoms, what treatments are available and whether they will
be effective, how others might react to news of the illness, and what effect the
illness might have on longterm career and family plans. To manage their un-
certainty, patients rely on various individuals (e.g., health care providers, fam-
ily members, and fellow patients), resources (e.g., clinical trials, library, and the
Internet), and coping strategies (e.g., information seeking and avoiding, see
Brashers, Goldsmith, & Hsieh, 2002).

Physicians, nurses, and other health care providers often are the trusted
experts who help patients manage the illness experience (including uncer-
tainty), especially through diagnosis and treatment decision-making. In uncer-
tainty in illness theory, Mishel (1988) defined credible authority as the “degree
of trust and confidence patients have in health care providers” (p. 228) and
she proposed that it helps patients reduce their uncertainty through two path-
ways. First, health care providers can provide stability in the stimuli frame,
which subsequently can reduce uncertainty. Providers do this by (a) explaining
the causes and consequences of symptom patterns, (b) increasing event familiarity
with information about the illness and about the health care system, and (c)
promoting event congruence by helping patients interpret the meaning of illness
experiences. Second, health care providers can reduce a patient’s uncertainty
by taking charge of treatment decisions. When patients have trust and confi-
dence in decisions that their health care provider makes, their uncertainty will
be less.

Trust (i.e., credible authority) is a critical foundation of an effective
provider-patient relationship; however, trust may be a function of external vari-
ables such as the general state of knowledge about an illness or the availability
of effective treatments. Moreover, patient trust in health care can be influ-
enced by specific communication strategies of providers (Ogden et al., 2002).
Thom (2001) found that patient trust is strongly associated with provider be-
haviors that signal comforting and caring, demonstrate technical competency,
encourage and answer questions, explain procedures, and refer to a specialist if
needed. Finally, some researchers have suggested that patient trust is corre-
lated with a match between the providers’ and the patients’ communicative
beliefs. For example, in one study, individuals treated by patient-centered phy-
sicians (i.e., those with a preference for providing information and facilitating
patient control) were not necessarily more trusting of their physicians or satis-
fied with their medical encounters; rather, the congruence between providers’
and patients’ beliefs about an appropriate communication style was a
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stronger predictor of trust and satisfaction (Krupat, Bell, Kravitz, Thom, &
Azari, 2001).

A Theory of Communication and Uncertainty Management

This chapter extends the theory developed by Brashers and colleagues by more
explicitly including credible authority as an important dimension of commu-
nication and uncertainty management (Brashers, 2001; Brashers, Neidig,
Haas, Dobbs, Cardillo, & Russell, 2000; Brashers, Neidig, & Goldsmith,
2004). Brashers (2001) noted that patients experience and appraise uncer-
tainty about their illness, which leads to psychological and behavioral actions
to manage the uncertainty. Appraisals are a form of evaluation response. As
Mishel (1990) previously had argued, uncertainty can be appraised as a danger
(i.e., not knowing can lead to harm), as an opportunity (i.e., not knowing can
help a person maintain hope or optimism), or as a fact of life (i.e., life is un-
certain in general). Responses can include such communication actions as
seeking information to decrease uncertainty when it is appraised as danger,
avoiding information to maintain uncertainty when it is appraised as an op-
portunity, or seeking social support to help manage emotional and informa-
tional needs when uncertainty is appraised as ongoing.

To address the impact of a person’s social network on illness-related un-
certainty, Brashers et al. (2004) studied the role of social support in uncer-
tainty management. For example, Brashers, Goldsmith, et al. (2002) had noted
that “information that facilitates coping with life stresses, including illness, is
one form of social support that may be exchanged among members of a sup-
port network” (p. 260; also see Goldsmith, 2004). Consistent with Albrecht
and Adelman (1987), Brashers et al. (2004) found that supportive others col-
laborated on uncertainty management with patients in a variety of ways, in-
cluding (a) assisting with information seeking and avoiding, (b) being a
consistent source of instrumental support, which provides a general sense of
stability, (c) facilitating coping skill development by encouraging education
and self-advocacy, (d) conveying acceptance or validation, which provides feel-
ings of relational stability, and (e) encouraging perspective shifts or the reap-
praisal of uncertainty. They also noted several challenges associated with social
support as uncertainty management, including diminished feelings of control
associated with needing support, difficulty coordinating the multiple goals that
might be present in a support situation, the possible addition of relational un-
certainty to illness uncertainty, and the uncertainty that the support person of-
ten experiences, which may complicate the patient’s experience of uncertainty.
Participants in Brashers et al.’s (2004) study reported that they managed those
challenges by developing a self-advocacy orientation, reframing support at-
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tempts as helpful to support providers, accepting a lack of support, withdraw-
ing from social situations, selectively allowing others to be support persons,
and maintaining boundaries by selectively sharing information with others.
These findings reveal that other individuals can be an important source of col-
laborative uncertainty management, but that the mechanisms by which that
assistance occurs are complex and can be challenging to negotiate.

Compared with other variables in Mishel’s model of uncertainty in illness,
credible authority to date has received much less attention overall (Mishel,
1999; see Clayton, Mishel, & Belyea, 2006 and Wallace, 2005, for recent ex-
ceptions). Providers may create an illusion of medical certainty in an effort to
retain patients’ trust (Katz, 1984; Quill & Suchman, 1993); however, more
needs to be known about the dynamics of these situations (e.g., whether the
strategies for creating those illusions are successful). This chapter explores in
more detail how the degree of trust and confidence patients have in health
care providers influences the uncertainty management of patients. It is impor-
tant to examine how providers gain the role of credible authority and provide
assistance to patients who are managing uncertainty about an illness. Through
the narratives of people living with HIV, we investigate the following research
questions:

RQI: What dimensions do patients use to evaluate health care pro-
viders as credible authorities?

RQ2: How do health care providers as credible authorities influence
patients’ uncertainty and uncertainty management?

Method

This chapter is part of a larger study of communication and uncertainty man-
agement for people living with HIV or AIDS. Patients with HIV confront
multiple sources of uncertainty (Brashers, Neidig, Cardillo, Dobbs, Russell, &
Haas, 1999; Brashers et al., 2003) and use various resources for managing that
uncertainty (Brashers, 2001; Brashers et al., 2000), including social support
(Brashers et al., 2004) and information seeking and avoiding (Brashers,
Goldsmith, et al., 2002). This chapter examines another factor in the man-
agement of uncertainty—the credible authority of health care providers.

Participants

Following approval by the Institutional Review Board for the Protection of
Human Subjects, participant recruitment was conducted by a nurse at a large
university hospital in the Midwestern United States. Each participant received
$40 for his or her participation. Because we hoped to include individuals from
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throughout the HIV illness spectrum, we sampled two groups of participants
from individuals with more advanced disease (i.e., self-reported CD4 counts
<200/mm’ n = 12) and two groups with less advanced disease (i.e., self
reported CD4 counts >200/mm’; n = 12). CD4 cells, a type of white blood cell
that fights infection, are used as one marker of the progression of HIV illness.
When CD4 cells fall below 200/mm’, the individual living with HIV is at
greater risk for medical complications and is considered to have AIDS accord-
ing to the Centers for Disease Control and Prevention (CDC, 1992) guide-
lines. All participants in the study were receiving medical care at the infectious
diseases clinic.

To increase the participation of women and African Americans, recruit-
ment continued beyond the initial four groups until six focus groups (N = 33)
were convened. The resulting total sample was composed of 29 (88%) men
and 4 (12%) women with an average age of 37.1 years (SD = 9 years; range,
22-59 years). Of the 33 participants, 21 (64%) were white, 11 (33%) are Afri-
can American, and one (3%) was Hispanic. Of the 29 men, 28 (97%) identi-
fied as homosexual and one (3%) as bisexual. All four women identified as
heterosexual. Most participants (n = 27, 82%) had completed at least two years
of college, with three (9%) having masters and three (9%) having doctoral or
professional degrees. Average time since diagnosis was 59 months (SD = 46
months; range, 0-144 months). Of the 33 HIV-infected adults, 21 (64%) had
been diagnosed with AIDS. Nine individuals participated in follow-up inter-
views four years later. The same procedure was used for those interviews. In-
terviews from both time periods are used in the results; however, because
participants did not necessarily discuss the same topics in each time period,
the results are not compared across the two sets of interviews.

Procedures

Six groups were convened for focus group interviews (five groups of five par-
ticipants, one group of six participants, and one group with only two partici-
pants). All interviews were conducted in a meeting room at the College of
Nursing. Before the discussions began, each participant signed an informed
consent document and completed a brief demographic questionnaire. Discus-
sions ranged from one and a half to two hours in length and were audiotaped
for subsequent transcription. Names were changed in the transcriptions to
protect the confidentiality of research participants.

To elicit accounts of uncertainty experiences, we asked participants a vari-
ety of open-ended questions. Probe and follow-up questions also were in-
cluded to clarify issues and to validate researcher interpretations. We covered
four major areas in each group discussion. The interviewer began by asking the
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participants to talk broadly and generally about their life experience since test-
ing positive for HIV. (In the second round of interviews, the researcher began
by asking the participants to talk generally about their life experience since the
last interview. These interviews were also conducted in groups—one group with
five participants and one group with four participants.) Participants then were
asked to describe things that made them feel unsure or have questions since
testing positive for HIV and how uncertainty affected their lives. Finally, group
members were asked to describe methods they used to manage their
uncertainty.

Data Analysis

Two of the authors completed coding of the data, with each examining the in-
terview transcripts for statements about the influence of health care providers
and the health care system on uncertainty and uncertainty management. The
first author combined the coding categories to create a conceptual scheme de-
scribing the role of credible authority in uncertainty management. He re-
turned to the transcripts to verify the coding and select examples for
presentation. The remaining two authors verified the final classification by re-
turning to the transcripts to evaluate the coherence and completeness of our
theoretical description.

Results

The results of this study revealed that coordination and collaboration between
health care providers and participants in this study were important for patient
uncertainty management. However, instead of treating health care providers as
default experts, participants exhibited a multidimensional understanding of
credibility and authority and of the challenges providers faced in assuming
their role. In overview, health care provider influence on uncertainty man-
agement was defined by patients’ beliefs and attitudes about (a) the health care
provider’s knowledge about HIV and treatments for the disease, (b) communi-
cation behaviors displayed by the health care provider (e.g., exhibiting com-
forting skills, signaling willingness to negotiate, or alternatively, engaging in
stigmatizing behaviors), and (c) the state of knowledge and technology in the
health care system. Participants also reported strategies for managing chal-
lenges associated with the credible authority role, including (a) using multiple
sources of information, (b) taking an active, self-advocating role in health care
interactions, (c) confronting negative or stigmatizing behavior, and (d) learning
to live with chronic uncertainty. Each of these findings will be discussed in
more detail.
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Knowledge about HIV illness and treatments. One dimension of credible au-
thority that influenced uncertainty for participants in the study was the per-
ceived expertise demonstrated by the health care provider. As highly trained
professionals, providers are an important source of medical knowledge in
helping patients to make sense of their illness events. Daniel, who reported
low levels of uncertainty, stated, “I haven’t run into a situation where my phy-
sician hasn’t been able to give me the answer.” Clark, who had been troubled
by “odd” neurological symptoms, said his physician reduced his uncertainty by
providing medical explanations of his illness experience:

[My physician] sat down with me, with my MRI, and said, “Look at this. Look at these
patterns. Look at what’s here. We've got to watch this.” And you know, I felt better,
even though I knew that there was at least some potentially serious neurological dam-
age. I didn’t feel like I was a character in a 19th century novel anymore having un-
identifiable “spells.”

Clark’s physician provided information that allowed him to understand his
symptom patterns and to be familiar with possible scenarios for his illness
events, which are important factors in uncertainty management.

A provider also may act as a secondary resource, helping the patient to
evaluate the quality of information located elsewhere. Greg explained, “I find
myself putting [HIV-related information] in a pile. Then, about a week or so
before I'm going to see the doctor, I'll kind of go through and dog-ear and put
post-it notes on things that I want to ask the doctor about.” Even though Greg
did research on his own, he felt it important to verify and/or share informa-
tion he found with his physician.

On the other hand, when health care providers were unable to demon-
strate medical knowledge, the patient experienced uncertainty. Edward ex-
plained, “when [my physician] says, ‘well, you know more about that than I
do,” that’s when I get nervous.” Participants noted that providers varied in
their expertise on HIV and its treatments. For example, Miguel said that some
physicians are more “on top of new things coming on” than others in their
knowledge of HIV-related research and new medication.

Communication behaviors. Participants described communication behaviors
of their health care providers that gave them more or less confidence in their
health care, which could cause fluctuations in their uncertainty. Alice noted
that her physician was a source of comfort in uncertain times:
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Gosh, when you're first diagnosed, you're so vulnerable. Kind of numb. I think you
need someone with sincerity, someone who’s not afraid to hold that person’s hand
and just listen while they cry. And someone who’s not going to make judgments.
Someone who'’s more concerned about your needs than well “I've got 15 minutes for
you. Let’s get you out of here, you know, let’s see what you have to say and move on.”
Sometimes a lot of the warmth is gone. That was one of the things I liked about my
doctor when I had my first appointment. I mean, he sat there and he held my hand
and...he just sat there and he listened to me cry.

Having a reliable source of comfort and reassurance provides a sense of stabil-
ity, which helps patients manage anxiety and uncertainty. Kent similarly ex-
plained that willingness to listen to patient concerns was important to the
development of trust:

The education of doctors is slowly changing, especially in the area of infectious dis-
ease realm. The doctors are being taught to listen to what the patient has to say. Now,
sure the rest of them in the medical profession might not, but I think that infectious
disease profession, they really are coming around quicker. My doctor listens. She is
really cool. I am really happy with her.

Patients also may rely on their health care providers to avoid distressing in-
formation or stressful decision-making situations. From this perspective, pro-
viders can help patients manage uncertainty by taking control over the
treatment decisions, especially when the patient wishes to avoid responsibili-
ties or illness-related information. For example, Alice said,

I didn’t want to know anything. So whatever my doctor thought was best, I did. 1 fig-
ured he knows. I didn’t want to be bothered. Let him deal with it. I would pick up an
article and I would read something. And I would throw it back down; I just didn’t
want to know. Maybe it was a form of denial. The less I knew the better. I mean, I
couldn’t have told you how HIV invaded my body any more than—I really didn’t
know. And I didn’t want to know.

Alice trusted her physician to make decisions for her, and avoided reading
about HIV because it overwhelmed her. Avoiding information and active
decision-making allowed her to manage her uncertainty.

Perceptions of negative communication behaviors also influenced the
credible authority of providers and uncertainty management of patients. Greg
expressed frustration because health care providers did not seem to under-
stand his symptoms:

I get tired of medical personnel saying, “Well, we've never had anyone have that kind
of problem with the medication before.” You know, there's like this disbelief on their
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part that you're actually going through what you're going through. And that's kind of
a challenge sometimes.

Participants noted that the subjective nature of the HIV illness experience
(i.e., people may experience different kinds of symptoms or different side ef-
fects of medications) often left them feeling that health care providers did not
understand their specific experience. And providers can communicate that
lack of understanding in ways that invalidate the experience of the patient, as
opposed to communicative strategies that offer support and understanding
(e.g., “Well we haven’t heard of that symptom, but let’s investigate it more to
see if we can find out what might be happening”).

Negative interactions with providers also included communicative behav-
iors perceived to be stigmatizing, which can damage the credibility of the pro-
vider and lead to heightened uncertainty. Health care providers are expected
to understand illness and to show empathy with the ill: Violations of those
expectations can increase uncertainty. David explained that he had been asked
to change providers when he disclosed his diagnosis:

One thing I experienced, I found out in September of 95 and I had a dentist appoint-
ment in December of 95. I called my dentist a month before just to let him know that
I was HIV positive. He did not refuse me but he suggested that I go somewhere else. I'd
been going to him for like six years and I really liked him a lot. And I was kind of hurt
by that. But I didn’t want to go back to him then, so [ went to somebody else.

Kent noted that precautions taken by emergency department staff, which he
felt were extraordinary, left him feeling stigmatized and increased his
uncertainty:

The worse thing that hurt for me, well, it wasn't any family member, but the one
thing I noticed the most was when I was going to the Emergency Room and telling
them that I'm positive and the next thing you know they have this plastic shield on
their faces, fully clothed with flame retardant suits. Yeah, and the saving grace was the
other doctor or nurse who would come around the corner and say "Oh, yeah, what's
your problem?" and “Well this is what my problem is okay.” And they’re like, “All
right.” But meanwhile you see this other person with the shield across their face.
“God, am I going to explode?”

Both of these examples demonstrate the connection between medical, social,
and personal forms of uncertainty. Negative reactions of others can heighten
social uncertainties—even in the medical context. Thus, communication be-
haviors that signal comforting, caring, or willingness to adapt to the needs of
the patient help reduce or manage uncertainty for participants in this study.
Negative communicative behaviors—those that signal a lack of understanding
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or empathy, or those that are perceived as stigmatizing—can lead to heightened
uncertainty.

State of medical knowledge and technologies. Another dimension of credible
authority discussed by participants in our study was the general state of infor-
mation about HIV illness and treatments. Rapid advances in HIV-related
medical knowledge make it a challenge for health care providers to maintain
their expertise. Many treatments, for example, are prescribed as part of clinical
trials; therefore, the long-term safety and efficacy are unknown. Bruce said,
“They can’t tell you that much about the newer medicines because it’s being
tested as we take it.”

Emerging advances in medical knowledge and technology, which may be
speculative but widely reported, can lead patients to question the knowledge
of their providers. For example, new discoveries about opportunistic infections
or malignancies are common. Greg became unsettled when he realized his
physician did not know about recent evidence of an increased risk for cancer
for gay men with AIDS:

There was a very interesting article that I got from the Task Force, and it was dealing
with the higher rate of particular types of cancer in people living with AIDS, and spe-
cifically with gay men living with AIDS. I talked with my doctor about it and I said,
“Do you think this is something that we should be screening for!” And he had no
idea. He wasn’t even aware that there was a protocol, and he had to contact the pa-
thology department at the hospital to find out what’s the procedure for screening for
these particular diseases. I thought that was interesting.

Thus, rapidly changing information to which patients are exposed may have
not yet made its way into medical practice, which may cause patients to call
into question the authority of the physician.

Similarly, failure of medical technologies directly threatens the credible
authority of health care providers. In biomedicine, health care providers rely
on the seemingly definite, conclusive, and objective medical tests to validate
their judgment and medical knowledge. When those tests fail, it creates doubt
about the health care system and the provider’s ability to manage the illness.
For example, Edward recalled a failure to diagnosis Pneumocystis carinii pneu-
monia (PCP, a potentially life-threatening illness):

Last winter I came down with PCP. It did not show up on chest X-rays, did not show
up on Bronchoscopes, did not show up on Gallium Scan. So anyway, my doctor
threw up his hands and said “I'm going to treat you for PCP” and he did. And it was
fine. But that to me is really unnerving. I mean the Gallium Scan, of all things,
should not have failed. But it did. I mean, it has a failure rate of like 3%. It makes me
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a little uncertain about the definitive nature of diagnostic tools that are supposed to be
definitive.

Daniel described a similar episode in which he believed he possibly had
pneumonia or some other illness that affected his breathing, but medical tests
were unable to uncover the problem. He described his frustration and fear
based on the inability of his health care providers to make a diagnosis:

I went to my doctor about four months ago because I had PCP a year ago in Decem-
ber, and I knew I was not breathing right. I mean I'm 28 years old, or I'll be 28 on
Thursday—after breathing all these years, you just know what breathing feels like—And
now it’s not the same. It requires an effort now where it didn’t before, and there’s
times when it’s worse. And I even came in one day when it was at its worst and, you
know, they want to check your saturation: “Run up and down the stairs, come on put
the clamp on. You're fine.” “No, I'm not! There’s something wrong.” And they took
chest Xcrays, it was clear. But in my personal experience, when I came down with PCP
the first time, I had six chest X-rays and missed it every time. So I mean I was pretty
scared at that point. [It’s] a horrifying experience when you know there is something
wrong and you've gone to the doctors, and gone back the next week because you
know there’s something wrong, and they keep saying “Can’t find anything wrong.”
And you want to scream “But you know I've got AIDS, so surely you must suspect something
is wrong!”

As another “failure” of medical technology, Clark explained an incident in
which his viral load (a measure of how much virus a person has in his or her
bloodstream) became undetectable. Because a lower viral load was a good sign,
Clark expected that his health should be improving. His expectations soon
were violated, however, when he became more ill. He noted,

The doctor calls me up and says, “Your viral load is almost undetectable.” Two days
later, I am in the hospital with pneumonia. So you spend two days celebrating and
then you think, “Well, what’s up with this!” You know, “What is going on?”

Thus, the violation of expectations (or lack of event congruence, see Mishel,
1988) can cause increased uncertainty for patients.

The failure of medical procedures also threatens providers’ credible au-
thority. Daniel noted that, after repeated treatments for a skin condition,
“every time I get it done, she says, ‘I got it. It's not coming back.” And two
weeks later, there it is, you know. I mean, just give me a knife, | will take care
of it myself.” Repeated experiences of a provider’s failure to provide medical
certainty may be a frustrating experience and lead to increased uncertainty.
Such frustration lies in the fact that “traditional medicine, it's not as certain as
we think it is, especially when it comes to AIDS,” said Miguel.
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Managing Challenges to Credible Authority and Uncertainty Management
Participants in this study clearly recognized that their trust in health care pro-
viders and the health care system influenced how they managed their uncer-
tainty. They also described many challenges that could threaten the provider
role of credible authority and reported various strategies for managing the un-
certainty created by those threats. The strategies are described in the following
sections.

Using multiple sources of information. A number of participants said that
their health care provider was one of several sources they used to gather in-
formation about HIV and its treatments. For example, Larry noted,

That’s where my analytical part comes out. I'll research everything and I'll go around
and talk to people. I'll talk to medical professionals and ask them questions about
this, that, and the other, because basically you do kind of have to mix them all
together.

Alan similarly described his approach, mixing information from his health
care providers and from written information he acquired (e.g., magazines such
as Positively Aware or internet resources):

The best way for me [to manage uncertainty] has been reading and then sort of mea-
suring that against what my doctor says or talking to my doctor about what I've read
and trying to hear what he believes and then from there trying to make a decision on
my own.

Multiple sources of information might also include having several health care
providers. Clark argued, “Yeah, I think it’s important that you have access to
as many medical professionals as humanly possible.” Others noted that referral
to specialists (e.g., oncology, dermatology, gynecology, ophthalmology) often
was necessary because of the complexity of the illness.

One rationale that participants noted for using multiple sources of infor-
mation was the subjective nature of the HIV illness experience. Randy ex-
plained the difficulties of finding the right authority for his illness experiences:

We all react to these drugs differently. Our body reacts to HIV in different ways. The
physicians look at HIV in a specific way....I mean, there are so many different things
and no one’s an expert on all of these, so we don’t have a choice but to draw from all
these sources. And to pick and choose what we feel is right for us specifically. We
can’t draw blanket generalities from one source.
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This attitude highlights the differences between the knowledge of objective
medical information and the knowledge of subjective experiences. Adam ar-
gued, “The best, the BEST resource though are other people who are going
through what you are going through....I go to medical professionals more for
the treatment issues.” Daniel explained,

[Other patients’] personal experiences may be a lot better to rely upon than the statis-
tics. You know, the medications made them sick and they can tell you how they made
them sick or how bad they made them sick, you know, versus reading it in a text.

A persistent theme throughout the interviews is participants’ emphasis on
the importance of knowledge, stating “knowledge is power” and “knowledge is
strength.” By obtaining knowledge, patients were able not only to make deci-
sions about their treatment choices but also to manage their uncertainty.

Engaging in self-advocacy. Patients also may realize that they need to advocate
for themselves and to modify their expectations of provider and patient re-
sponsibilities. When Alan experienced increased anxiety and uncertainty be-
cause he believed he was getting inconsistent information about Kaposi’s
sarcoma (KS, an opportunistic cancer that can be life threatening), he ac-
knowledged that he and his physician both had responsibilities. Alan said,

[My insistence on learning more] led to an ongoing dialogue about KS and finally led
to me being referred to an oncologist, the confirmation that no, I don’t have internal
lesions; that these are in fact, not as serious as they could be, which was what my doc-
tor had said. But I needed that confirmation for my own peace of mind. But on the
other hand, my responsibility in all that was to go in with some concrete questions for
my doctor. It’s not enough to go in thinking, “Well, they are going to tell me if I need
to do something.” They are human, they are overwhelmed, and they have a great
number of patients. I don’t know how they do as well as they do. So, I mean, it’s a
partnership and I've needed to be this involved in the treatment.

Similarly, Vic noted that he felt it was his responsibility to ask questions and
participate fully in interactions with his providers:

I've found that unless I'm really quite frank with whichever doctor I happen to be see-
ing, whether it be my oncologist or whether it was somebody in Infectious Diseases
here, and said “Wait, back up to that word. Now tell me a little bit more about this.
What exactly does that mean?”—that I didn’t feel like I was being really a very good
patient and really wasn’t committed to understanding my own condition as I should
have been.
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The advancement in technology and the chronic nature of the illness allow pa-
tients with HIV to have numerous opportunities to access and research the ob-
jective medical knowledge. Bruce noted that he felt that, because of his
constant search for information, he often was more up-to-date than his physi-
cian on HIV information:

And the information changes so fast, you know, we read the journals before they do
or we've read it some place before they've been able to see it. So it’s not knowing
more than the doctors I guess—maybe we're tuned in better because they're busy treat-
ing the things that are there.

Others noted that they believed that ultimately decision-making was their
right. For example, although Greg and his physician coordinated on informa-
tion and resource management, Greg explained that he made the final deci-
sions about treatments and courses of action:

In deciding upon a medical regimen, sometimes I suggest medications to my doctor
based on information that I've read and sometimes, my doctor suggests medication.
And if we decide that he’s going to prescribe something, then I try taking it and if my
body doesn’t tolerate then I don’t take it. I stop it.

The provider-patient relationship becomes a partnership in which individuals’
responsibilities and efforts are coordinated. Some physicians are appraised not
only because they are knowledgeable but also because they are “more willing to
try newer things and even to pick up the phone and call someone else to learn
a little bit more about it because they know they are going to be seeing it more
often,” said Miguel.

Challenging negative communication behaviors. Another way of managing
threats to credible authority was to challenge negative behaviors. A patient
with a chronic illness may develop skills to interpret not only his or her symp-
toms but also related medical information. For example, Daniel said, “I can
now read a chest x-ray better than the physician at the hospital, and I went
there and told him that. And he’s the one who looked at it six times and
missed the pneumonia.” As described earlier, Daniel had experienced invali-
dation of his symptoms and illness experience because of a failure of medical
technology and provider behaviors that signaled disbelief about his illness. He
let the physician know that the failure to diagnose pneumonia made him ques-
tion the physician’s ability to read x-rays.

Others described strategies for managing stigmatizing behaviors, such as
changing providers. Hugh noted that he had learned to directly confront those
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providers he believed to be discriminating against him:

I had my dentist tell me, he says “I think that you should find someone who deals
more with your kind of people.” I was like, “What do you mean, my kind of people?”
And now I just love it because I make a huge scene. Because 1 can be just a big loud
queer—and I make big scenes now. But then, I mean, you know, doctors didn't want
to touch me or the neurologist, a neurologist would be all the way over there examining
me from the other side of the room. I was like, “Girl you have to come over here.” Or
I see a nurse drawing blood from somebody else without gloves but when they come
to me they put a gown on, gloves, a face mask. And you know and I was like “You
know I can pop my own line for you, you know, just let me do my draws. You know if
you're that afraid to touch me.”

Challenging negative behaviors allowed patients to feel in charge of their situa-
tion and less dependent on medical authority. It allowed them to engage in
self-advocacy (Brashers, Haas, & Neidig, 2002), which could promote problem-
focused coping (Brashers, Haas, Neidig, & Rintamaki, 2002) and lessen the
stress associated with HIV.

Living with chronic uncertainty. Participants also described the need to learn
to live with chronic uncertainty. Clark reflected, “Most of the information
we've gotten over the years has been so, nothing has been definite. So you
learn to just live with things that aren’t absolutes. You know, there are no ab-
solutes when it comes to treating this.” Similarly, Adam described his realiza-
tion that health care providers might not have all the answers to his questions:

The longer I have dealt with it, I realize that the physician doesn’t have all the an-
swers. And if I have a dollar for every time the physician has said, “I don’t know,” in
the last year, I would have a lot of money. So, I've been forced to kind of explore on
my own and just deal with it on an ongoing basis. Makes it much easier realizing that
she doesn’t have the answers all the time.

Although not everyone agreed with him, Adam noted that he found it com-
forting when a health care provider was willing to admit not knowing informa-
tion (rather than trying to give a false illusion of certainty).

Discussion
Health care providers contribute to the uncertainty management of people liv-
ing with HIV in a number of ways. They provide medical information and
decision-making criteria, they can be sources of stability and comfort, and they
have access to sophisticated medical technology available from the health care
system. The participants in this study described criteria that they use to evalu-
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ate health care provider performances as credible authorities. These evalua-
tions were rarely based on health care providers’ failure to demonstrate an ab-
solute standard of medical knowledge. Rather, the perceived loss of credible
authority by health care providers often was dependent on a patient’s interpre-
tation of the meanings and implications of the provider-patient interaction.

Providers as Medical Experts

Health care providers’ medical training, ability to interpret health-related in-
formation, and access to cutting-edge research and resources (e.g., library and
clinical trials) allow them to assume the role of authorities for our participants.
Information provided by health professionals was clearly an important part of
managing both uncertainty and illness; they were used as primary information
sources and as resources to verify information from other sources. They were
often part of a complex network of informational and emotional support per-
sons. Most participants reported positive experiences with health care provid-
ers, which helped them manage the uncertainty about their illness and gave
them trust and confidence in their health care. They also noted that health
care providers varied considerably in their knowledge of HIV and its treat-
ments—perhaps reflecting the providers’ specialization (i.e., infectious disease
providers probably have more information on HIV than general practice pro-
viders) or their experience treating patients with HIV.

Biomedical expertise, however, was only part of what participants reported
that they needed to understand their illness. As patients became more aware
of their symptoms and bodies and more knowledgeable about their illness-
related experiences, they began to see the limits (or boundaries) of medical
professionals’ knowledge. Participants in our study developed a complicated
understanding of spheres of knowledge and their corresponding authorities.
Participants reported that they came to understand that medical professionals
could not have access to all illness-related knowledge—they argued that experi-
ences (e.g., what symptoms feel like, or how one might react to a medication)
were often subjective and in the purview of those with the illness. Because of
that, information and advice from others, including peers living with HIV ill-
ness, might be especially important for illness and uncertainty management
(Brashers, Peterson, Rintamaki, Neidig, & Goldsmith, 2003).

When providers were unable to assume the role of credible authority,
some participants reported increased uncertainty and anxiety. In addition to
the subjective experiences mentioned above, there are a variety of situations in
which a provider may not be able to demonstrate his or her medical knowl-
edge; for example, when there is no information available on the long-term ef-
fects of an experimental treatment, or the provider is unfamiliar with a new
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medical procedure. Providers’ loss of credible authority can challenge the pa-
tients’ assumptions about the roles and abilities of medical professionals, the
trajectory of illness experiences, and the meanings and the validity of illness-
related information provided to them. One’s credibility as an authority of
medical knowledge depends on his or her access to information and ability to
interpret information; but it is important to note that threats to credible au-
thority often are not entirely under the health care providers’ control. Never-
theless, patients who questioned a providers’ credibility often experienced
increased uncertainty and anxiety.

Coordination of Goals and Behaviors

The coordinated effort between providers and patients in the treatment pro-
cess and the uncertainty management was an important theme in our partici-
pants’ narratives. Participants in this study often viewed health care providers
as collaborators and partners in managing their illness. Individuals may col-
laborate with their health care providers to reduce or maintain uncertainty.
For example, health care providers as an important source of information al-
lowed a patient to find comfort in the fact that their providers are available
when they need answers. Health care providers also offered a relatively safe
fallback when participants needed to avoid the stress and anxiety of making
decisions and seeking information.

The success of a patient’s uncertainty management depends on the pro-
vider’s ability to understand the patient’s expectations and to respond accord-
ingly. Because individuals rarely meta-communicate their communicative goals
(i.e., explicitly talk about how to talk about things), providers may misunder-
stand their patients’ expectations. For example, a patient may want informa-
tion, but use indirect methods of information seeking that are not clear to a
provider (Brashers, Goldsmith, et al., 2002; Cegala, McClure, Marinelli, &
Post, 2000). Or a patient may want to avoid information, but may not be able
or willing to communicate that to the provider (Brashers et al., 2000). Inadver-
tently forcing a patient to deal with illness-related information may increase
his or her anxiety and distress. Steve explained, “When I was first diagnosed,
and I went to a doctor, I didn’t want to know enough about this disease. It
was a lot of stress, every time.” Patients, therefore, may abdicate decision-
making when facing their situation is too stressful.

The expectations that patients have of their providers also may need to be
adjusted. One study, for example, demonstrated that patient dissatisfaction
with the provider-patient relationship was greater when the patient expected
their physicians to always know the answers (Johnson, Levenkron, Suchman,
& Manchester, 1988). Participants in our study reported that they realized
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that physicians were busy and may not have access to information (and time to
process the information) in the same way that they had. Some even reported
that it was reassuring to them that their physician was willing to admit uncer-
tainty. By changing their expectations, our participants were able to retain
their trust and satisfaction. Patients also may develop trust over time with
health care providers (Parchman & Burge, 2004). Higher levels of trust, for
example, might lead to more reliance on provider decision-making (Phelan,

Shadlen, & Anderson, 2001).

Implications for the Theory of Communication

and Uncertainty Management

The results of this study expand and clarify parts of the theory of uncertainty
management (Brashers, 2001; Brashers et al., 2000; Brashers et al., 2004). For
example, Brashers et al. (2004) noted that individuals in a patient’s support
network can influence the experience, appraisal, and management of uncer-
tainty. Similarly, health care providers also can be thought to have these same
influences on patient uncertainty. First, they can be sources of uncertainty
when their behavior violates expectations about appropriate or effective ac-
tions (e.g., when they lack information or when they are perceived to engage in
stigmatizing behaviors). Second, they can help patients reappraise uncertainty
they are experiencing (e.g., by helping them understand that an uncertain
situation is not always an immediate threat). Third, a provider can provide in-
formation when a patient wants to reduce uncertainty or, alternatively, can
take charge when the patient is too distressed to process information and
make decisions. This distinction further highlights the difference between re-
ducing uncertainty and managing the effects of uncertainty (e.g., managing
anxiety when uncertainty can’t be reduced).

In addition, information seeking (or management) appears to be an im-
portant part of uncertainty management. As the present data showed, people
with HIV seek knowledge in various ways. For example, they might actively
seek information (e.g., eliciting information from multiple sources), passively
receive information (e.g., positioning oneself in an information-rich environ-
ment), and even strategically seek information in an effort to manage their un-
certainty (see Brashers et al., 2000). Although some participants argued that
seeking knowledge is crucial for empowerment in the treatment process, oth-
ers, at times, rely on medical professionals’ knowledge to decide their treat-
ment options. When patients are stressed and need relief from threatening
information, they may allow physicians to be more directive. Higher levels of
trust might decrease their uncertainty and allow them to be more comfortable
with provider decision-making (Phelan, Shadlen, & Anderson, 2001).
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Implications for Practice

The results of this study have implications for interventions into medical in-
teractions. With our current and previous findings, we hope to further de-
velop interventions that will help individuals living with chronic or acute
illnesses. We have recently tested a peer support intervention along those
lines—we now believe it is important to include discussions of the role of
health care providers in patient uncertainty management. Understanding that
function of a provider can ultimately lead to improved health outcomes. For
example, trust in physicians, as well as general satisfaction with the physician-
patient relationship, has been shown to be associated with better adherence to
HIV medications (Schneider, Kaplan, Greenfield, Li, & Wilson, 2004). Ad-
herence is especially important in this population, given that a failure to take
medications as prescribed can lead to a virus that becomes resistant to those
treatments.

Interventions for physicians also can be developed to help promote their
role as credible authority. Physicians may vary in their tolerance for uncer-
tainty, which may result in “increased test ordering tendencies, variability in
medical treatment, failure to comply with evidence based guidelines, and even
guide career choices” (Ghosh, 2004, p. 60). Providers also may worry about
prescribing medications under conditions of uncertainty (Gerbert, Bronstone,
Clanon, Abercrombie, & Bangsberg, 2000). Thus, to help patients manage
their uncertainty, providers may need to learn to manage their own. Gerbert et
al. (2004) noted that HIV care providers in their study felt that learning to
cope with uncertainty (i.e., being “comfortable with mystery,” see pp. 366-
367) was an important aspect of their jobs. In addition, they reported that it
was important to understand “the dual faces of knowledge: ‘knowing the facts’
and ‘knowing the patient” (pp. 369-370). Based on our results, providers also
may need to understand that assisting a patient with uncertainty management
may be more than simply providing medical information—resources that assist
with anxiety management (e.g., engaging in comforting behaviors and/or lis-
tening) may also help relieve the symptoms of stressful uncertainty. And pro-
viders may need to learn that certain behaviors (e.g., using universal
precautions such as gowns, gloves, and face shields that may seem extreme to
some patients) may need to be explained so that they are not perceived as
stigmatizing.

It is also important for physicians to know, as others have suggested, that
provider competence may be evaluated by patients on the basis of both inter-
personal and technical skill (Mechanic & Meyer, 2000). Providers’ statements
that reflect uncertainty (e.g., “I don’t know,” or “Let’s see what happens”) may
have a detrimental effect on patients’ trust and confidence (Odgen et al.,
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2002); however, it may be that how uncertainty is expressed and understood
may be a more important factor in patient uncertainty management. In one
study, physicians who expressed uncertainty more often in provider-patient
encounters “also used more positive talk and partnership building, and gave
more information to patients” (Gordon, Joos, & Byrne, 2000, p. 59), which
might mitigate the potential negative impact of provider uncertainty. Similarly,
many of our participants acknowledged that physicians may not know all the
information regarding their disease, but highlighted the importance of a good
patient-physician relationship.

Conclusion

Health care providers are an important component of uncertainty manage-
ment for individuals who are experiencing an illness. They can be a source of
information, they can assist with decision-making in stressful circumstances,
and they can provide comfort and stability in stressful illness experience. Their
role as a credible authority might be challenged, however, by their lack of
knowledge, by general uncertainty within the health care community, or by
their own communication behaviors. The loss of the credible authority of
health care providers poses a threat to an individual’s uncertainty manage-
ment. When information from a provider is not considered credible or when
providers violate expectations about communicating support, a patient may
lose his or her confidence and trust in providers’ judgment and recommenda-
tions. Because many situations that can cause a loss of the credible authority
often are beyond the control of health care providers, it becomes necessary for
providers and patients to manage their uncertainty more effectively. They can
manage the uncertainty in illness through (a) modified provider-patient rela-
tionships and (b) the coordinated management of uncertainty.
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