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Abstract

Objective. To systematically review and synthesize the patient-clinician communication expe-
riences of individuals with ovarian cancer.

Methods. The CINAHL, Embase, MEDLINE, PsycINFO, and Web of Science databases were
reviewed for articles that described (a) original qualitative or mixed methods research, (b) the
experiences of individuals with ovarian cancer, and (c) findings related to patient—clinician com-
munication. Relevant data were extracted from study results sections, then coded for descriptive
and analytical themes in accordance with Thomas and Harden’s approach to thematic synthesis.
Data were coded by two authors and discrepancies were resolved through discussion.
Results. Of 1,390 unique articles, 65 met criteria for inclusion. Four descriptive themes cap-
tured participants’ experiences communicating with clinicians: respecting me, seeing me, sup-
porting me, and advocating for myself. Findings were synthesized into three analytical themes:
communication is analogous to caring, communication is essential to personalized care, and
communication may mitigate or exacerbate the burden of illness.

Significance of results. Patient—clinician communication is a process by which individuals
with ovarian cancer may engage in self-advocacy and appraise the extent to which they are
seen, respected, and supported by clinicians. Strategies to enhance patient—clinician commu-
nication in the ovarian cancer care setting may promote patient perceptions of patient-cen-
tered care.

Introduction

Ovarian cancer is the leading cause of death from gynecologic cancer in the United States
(American Cancer Society, 2020). Treatment for newly diagnosed ovarian cancer typically
entails surgical cytoreduction plus systemic chemotherapy (Armstrong et al., 2019). Despite
aggressive treatment, the majority of individuals with ovarian cancer develop recurrent disease
within 18 months of diagnosis (Colombo et al., 2017). As such, a diagnosis of ovarian cancer
often entails a high burden of physical (Huang et al., 2016) and psychological (Norton et al.,
2004) symptoms that are associated with decrements in health-related quality of life (Zhou
et al,, 2016). In the context of these challenges, individuals with ovarian cancer are likely to
experience frequent and prolonged contact with the healthcare system (Yabroff et al., 2007).

Patient—clinician communication is an essential component of ovarian cancer diagnosis
and surveillance (Jordens et al., 2010; Jelicic et al., 2019), symptom management (Donovan
et al,, 2005), and treatment decision-making (Pozzar and Berry, 2019). A seminal review of
studies in the broader medical literature established that effective patient—clinician communi-
cation is associated with improved emotional well-being, symptom management, and physical
functioning (Stewart, 1995). In the cancer care setting, improved patient—clinician communi-
cation has been associated with decreased anxiety (Zwingmann et al., 2017); increased trust in
the clinician (Gordon et al., 2006; Arora et al., 2009; Zwingmann et al., 2017); increased dis-
cussion of prognosis, treatment alternatives, and patient concerns (Ishikawa et al., 2002; Eide
et al., 2004; Shields et al., 2009; Sohl et al., 2015); and increased satisfaction with care (Siminoff
et al., 2000; Leighl et al., 2001; Liang et al., 2002; Eide et al., 2003; Venetis et al., 2009; Thind
et al, 2011; Robinson et al., 2013). Research findings similarly indicate that the quality of
patient—clinician communication predicts health-related quality of life and symptom burden
among individuals with ovarian cancer (Pozzar et al., 2021b).

Improved understanding of the patient-clinician communication experiences of individuals
with ovarian cancer may have far-reaching applications. Studies that explore how communi-
cation may relate to health outcomes are needed to generate research hypotheses and identify
potential mechanisms for future communication interventions. Nevertheless, studies that
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explicitly aim to describe the patient—clinician communication
experiences of individuals with ovarian cancer are limited.
Therefore, the aim of this study was to systematically review
and synthesize the patient-clinician communication experiences
of individuals with ovarian cancer that have been described in
the broader ovarian cancer literature.

Materials and methods
Search strategy

Using the methods described by Thomas and Harden (2008), we
conducted a systematic review and thematic synthesis of
English-language articles published in peer-reviewed journals
between January 1990 and July 2021. We selected this broad

Table 1. Database search strategy and results
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time frame to maximize our search results. Given the paucity of
studies that focus explicitly on patient—clinician communication
in ovarian cancer care, we first sought to identify all available arti-
cles describing qualitative studies of the experiences of individuals
with ovarian cancer. In February 2020, we searched the
MEDLINE, EMBASE, CINAHL, PsycINFO, and Web of Science
databases for potentially eligible articles using the search terms
in Table 1. Articles were eligible for inclusion in the review and syn-
thesis if they described (a) original qualitative or mixed methods
research, (b) the experiences of individuals with ovarian cancer,
and (c) findings related to patient—clinician communication.
Author RAP reviewed article titles and abstracts to identify poten-
tially eligible articles, and then assessed full-text articles for eligibil-
ity criteria. In July 2021, we updated our database search results and
added eligible articles identified via citation searching to the dataset.

Database Search Strategy

Records published
1990-2020

Records published
2020-2021

CINAHL

(MH “ovarian neoplasms”) AND (TX life experiences OR human science OR discourse* 538 58

analysis OR narrative analysis OR lived experience* OR field research OR field studies OR
field study OR giorgi* OR husserl* OR merleau ponty* OR van kaam* OR van manen* OR
spiegelberg* OR colaizzi* OR heidegger* OR participant observ* OR data saturat* OR
semiotics OR heuristic OR hermeneutic* OR etic OR emic OR focus group* OR purpos*
sampl* OR constant comparison OR constant comparative OR grounded research OR
grounded studies OR grounded study OR grounded theor* OR phenomenol* OR ethnon*
OR qualitative OR MH “ethnological research” OR “ethnography” OR “phenomenology”
OR “focus groups” OR “discourse analysis” OR “theoretical sample” OR “field studies”
OR “constant comparative method” OR “thematic analysis” OR “content analysis” OR
“observational methods” OR “purposive sample” OR “qualitative validity” OR
“grounded theory” OR “action research” OR “naturalistic inquiry” OR “ethnonursing
research” OR “phenomenological research” OR “ethnographic research” OR “qualitative
studies” OR “Interviews” OR “Narratives” OR “Videorecording” OR “Audiorecording” OR

“Historical Records” OR “cluster sample”)

EMBASE

(“ovary tumor”/exp OR “ovarian neoplasia” OR “ovarian neoplasm” OR “ovarian 114 0

neoplasms” OR “ovarian tumor” OR “ovarian tumour” OR “ovarium tumor” OR

“ovarium tumour” OR “ovary neoplasm” OR “ovary tumor” OR “ovary tumor treatment”
OR “ovary tumour” OR “ovary tumour treatment”) AND (“qualitative research”/exp OR
“qualitative research” OR “qualitative studies” OR “qualitative study”) AND [article]/lim

AND [english]/lim AND [embase]/lim

MEDLINE

(MH “ovarian neoplasms”) AND [(“semi-structured” OR semistructured OR unstructured 294 70

OR informal OR “in-depth” OR indepth OR “face-to-face” OR structured OR guide OR
guides) AND (interview* OR discussion* OR questionnaire*)] OR “focus group” OR “focus
groups” OR qualitative OR ethnograph* OR fieldwork OR “field work” OR “key
informant” OR theme OR thematic OR “ethnological research” OR phenomenol* OR
“grounded theory” OR “grounded study” OR “grounded studies” OR “grounded
research” OR “grounded analysis” OR “grounded analyses” OR “life story” OR “life
stories” OR emic OR etic OR hermeneutics OR heuristic* OR semiotic OR “data
saturation” OR “participant observation” OR “action research” OR “cooperative inquiry”
OR “co-operative inquiry” OR “field study” OR “field studies” OR “field research” OR
“theoretical sample” OR “theoretical samples” OR “theoretical sampling” OR “purposive
sampling” OR “purposive sample” OR “purposive samples” OR “lived experience” OR
“lived experiences” OR “purposive sampling” OR “content analysis” OR discourse OR
“narrative analysis” OR heidegger* OR colaizzi OR spiegelberg OR “van manen*” OR
“van kaam” OR “merleau ponty” OR husserl* OR Foucault or Corbin OR Strauss OR
Glaser OR (MH “qualitative research”) OR (MH “interviews as topic”) OR (MH “focus
groups”) OR (MH “grounded theory”) OR (MH “nursing methodology research”) OR (MH
“anecodtes as topic”) OR (MH “narration”) OR (MH “video recording”) OR (MH “tape
recording”) OR (MH “personal narratives as topic”) OR (MH “observational study as
topic”) OR (MH “attitude of health personnel”) OR (MH “attitude to death”) OR (MH
“attitude to health”) OR (MH “health knowledge, attitudes, practice”)

PsycINFO
Narrow by method: Qualitative study

(DE “Ovaries”) AND (DE “Neoplasms” OR DE “Metastasis” OR DE “Terminal Cancer”) 60 15

Web of

Science Refined by: TOPIC: (qualitative)

(TS =(ovar* AND cancer)) AND LANGUAGE: (English) AND DOCUMENT TYPES: (Article) 549 78
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Quality appraisal

We appraised the quality of the synthesized articles using the
Consolidated Criteria for Reporting Qualitative Research
(COREQ) checklist (Tong et al., 2007). Author RAP completed
the initial appraisal and author DLB reviewed and verified
RAP’s assessments. When items on the COREQ checklist were
not explicitly stated, we considered these items to be present if
they could be readily inferred (e.g., a researcher’s occupation
may be apparent from their credentials or affiliation). We summa-
rized the overall quality of the synthesized articles by calculating
the mean percent of applicable items reported in the three
COREQ checklist domains (i.e., research team and reflexivity,
study design, and analysis and findings). When a COREQ check-
list item was not applicable to the research described in the pub-
lished report, we assigned a score of “not applicable.” Scores of
“not applicable” were not included in calculations of the percent
of items reported. We did not weight or exclude articles from the
review or synthesis based on article quality because there is insuf-
ficient evidence to support this practice in qualitative syntheses
(Thomas and Harden, 2008). Consistent with the recommenda-
tion of the Enhancing Transparency in Reporting the Synthesis
of Qualitative Research (ENTREQ) statement (Tong et al,
2012), we assessed the relative utility of each article to the purpose
of the review and synthesis by calculating the percent of all coded
data derived from each article.

Data extraction and analysis

We began our analysis by reading each full-text article and taking
notes on the context of each study. Next, we imported each article
into NVivo Pro (QSR International, March 2020). Author RAP
coded all direct participant quotes as primary data and the
remainder of the results sections as secondary data. We then per-
formed inductive, line-by-line coding on all primary and second-
ary data that pertained to patient-clinician communication.
Author RAP coded pertinent data from every article, while author
DLB coded pertinent data from a randomly selected set of articles
comprising 15% of the data. We met weekly during the coding
process to discuss, compare, and refine our codes and code defi-
nitions. Our initial codes described the key communication expe-
riences that we identified in the data. We reviewed our application
of these codes across studies to ensure consistency, in turn com-
pleting the process of translating findings across studies (Thomas
and Harden, 2008). Next, we grouped similar codes together
under several descriptive themes. To synthesize our findings, we
first considered the abstract concepts represented by the descrip-
tive themes. We then generated a set of analytical themes by
returning to the data and identifying the antecedents and conse-
quents of each identified concept. With this approach, we aimed
to ensure that our findings would expand upon (rather than sim-
ply summarize) the findings of the original studies (Thomas and
Harden, 2008). Our final set of analytical themes represents the
relationships between concepts that were consistent across studies.

Results

The search strategy yielded 1,390 unique records. A PRISMA flow
diagram is provided in Figure 1. After screening titles and
abstracts, we assessed 135 full-text articles, 65 of which met inclu-
sion criteria. From these articles, we extracted approximately
26,000 words of relevant primary data and 21,000 words of
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relevant secondary data. Each individual article contributed
between 0.04% and 5.93% of all coded data. The characteristics
of the studies described in each article are provided in Table 2.

The COREQ checKlist for the synthesized articles is provided
in Supplementary File 1. On average, articles reported 69.58%
of applicable items in the research team and reflexivity domain,
68.91% of applicable items in the study design domain, and
79.66% of applicable items in the analysis and findings domain.
The least-often reported items included the presence of non-
participants at focus groups and interviews (4/57 articles,
7.02%); the use of member checking to confirm researchers’ inter-
pretations of findings (10/65 articles, 15.38%); and the existence
of a pre-existing relationship between the researcher and the par-
ticipants (12/59 articles, 20.34%).

Descriptive themes

Across studies, participants described their communication
encounters with clinicians in terms of the extent to which they
felt supported, respected, and seen. When participants’ communi-
cation encounters with clinicians did not meet their expectations,
participants engaged in self-advocacy to preserve their physical or
psychological well-being. Exemplary quotes for each descriptive
theme are provided in Table 3.

Supporting me

Participants in several studies explicitly described clinicians as
part of their support system (Jefferies, 2002; Lydon et al., 2009;
Seibaek et al., 2012; Cox and Faithfull, 2015; Alimujiang et al.,
2019; Chou and Lu, 2019; Jelicic et al., 2019; Staneva et al,,
2019). Clinicians provided practical and emotional support by
sharing information, helping patients make decisions, being
accessible, and acknowledging patients’ emotions.

Sharing information. Participants appreciated when clinicians
provided anticipatory guidance related to their disease course
and the potential effects of treatment (Dennison, 1995; Ekwall
et al,, 2011; Seibaek et al., 2018; Jelicic et al., 2019; Pozzar and
Berry, 2019; Galica et al.,, 2020). Participants especially valued
personally relevant information (Ekwall et al., 2011; Jelicic et al.,
2019) that was tailored to their information preferences
(Schaefer et al., 1999; Bowes et al., 2002; Jefferies, 2002; Howell
et al., 2003; Ferrell et al., 2003b; Reb, 2007; Power et al., 2008;
Elit et al., 2010; Schulman-Green et al., 2012; Seibaek et al.,
2013; DellaRipa et al.,, 2015; Alimujiang et al., 2019; Finlayson
et al,, 2019; Han et al., 2021). Information preferences were char-
acterized as fluid over time (Bowes et al., 2002) and ranged from
wanting detailed information about potential treatment outcomes
(Jelicic et al., 2019) to preferring not to know one’s tumor stage
(Han et al., 2021). Regardless of a participant’s information pref-
erences, unmet needs for information were common (Elit et al.,
2003; Fitch et al., 2003; Thompson, 2007; Power et al.,, 2008;
Long Roche et al,, 2016; Jelicic et al.,, 2019; Galica et al., 2020;
Dumas et al,, 2021; Mallen et al., 2021) and fostered heightened
uncertainty (Jelicic et al., 2019; Pozzar and Berry, 2019).
Participants especially desired more information about available
resources (Power et al., 2008; Lydon et al, 2009; Long Roche
et al, 2016; Hagan et al, 2017; Boban et al, 2021; Polen-De
et al, 2021), intimacy (Fitch et al., 2002; Stead et al., 2003;
Ekwall et al, 2011; Wilmoth et al, 2011; Fischer et al, 2019;
Jelicic et al,, 2019), and prognosis (Elit et al., 2003; Thomas
et al, 2018). Participants wanted clinicians to communicate


https://doi.org/10.1017/S1478951522000621

Fig. 1. PRISMA flow diagram. Source: Moher et al. (2009).

information clearly; avoid jargon; and provide written materials to
reinforce their explanations (Fitch et al.,, 2002, 2003; Elit et al,,
2003; Reb, 2007; Ekwall et al., 2011, 2014; Chou and Lu, 2019;
Finlayson et al., 2019; Tsai et al., 2020).

Helping me make decisions. Participants in many studies valued
the opportunity to engage in treatment decision-making (Elit
et al, 2003, 2010; Fitch et al, 2003; Howell et al, 2003;
Ziebland et al, 2006; Ekwall et al, 2011, 2014; Alimujiang
et al., 2019; Arida et al., 2019; Pozzar and Berry, 2019). Some par-
ticipants perceived engagement in treatment decision-making as a
way to maintain autonomy (Howell et al., 2003; Jelicic et al,
2019). Participants who did not engage in treatment decisions
often cited their lack of medical training or knowledge about
treatment options as a barrier to engagement (Fitch et al., 2003;
Ziebland et al., 2006; Power et al., 2008; Elit et al., 2010; Ekwall
et al, 2011; Finlayson et al, 2019; Pozzar and Berry, 2019).
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While participants appreciated treatment recommendations
from trusted clinicians (Elit et al., 2003; Fitch et al, 2003;
Asiedu et al,, 2018; Finlayson et al., 2019; Pozzar and Berry,
2019), the need to urgently begin treatment precluded some par-
ticipants from engaging in treatment decisions to the extent that
they preferred (Elit et al., 2003; Fitch et al., 2003; DellaRipa et al.,
2015; Asiedu et al., 2018; Dumas et al., 2021). Participants in sev-
eral studies perceived that there were no treatment decisions to
make (Elit et al., 2003, 2010; Fitch et al., 2003; Meiser et al,,
2012; Finlayson et al., 2019; Han et al., 2021). In one study, par-
ticipants described challenges communicating their treatment
goals and preferences to clinicians (Frey et al., 2014).

Being accessible. Participants felt reassured and supported when
clinicians were accessible outside of clinic visits or regular busi-
ness hours (Power et al., 2008; Lydon et al., 2009; Ekwall et al.,
2011; Cox and Faithfull, 2015; Long Roche et al, 2016;
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Table 3. Exemplary quotes of descriptive themes and subthemes

Theme Exemplary quote Source First Author, Year, Page

Supporting me

Sharing information

In high-quality relationships, individuals reported Authors Tan, 2021, p. 214
that important information was provided and that
there was adequate responsiveness to their fears and
questions.

| would come with a little list of questions and Participant Fitch, 2003, p. 10
she’d [physician] roll her eyeballs. And | got tired of
that. You know having to apologize for asking
questions.

Helping me make decisions

I don’t want to feel like I'm in the driver’s seat Participant Finlayson, 2019, p. 381
because | just don’t have the knowledge to earn that
position on the bus, you know — but | do feel like it’s a
partnership.

Being accessible

The types of dissatisfaction participants expressed Authors Long Roche, 2016, p. €976
about providers were related to provider turnover,
incomplete transmission of information to patients,
difficulty with contacting physicians directly when in
need of assistance, and confusion about which
provider to contact. These issues increased the
participants’ beliefs that they were left on their own to
access the care and resources they needed.

Acknowledging my emotions

[The nurses] will always ask, “How you doing?” Participant Schulman-Green, 2012, p. 358
and of course I’'m saying, “I'm doing pretty good,” so
they don’t have a clue that | really need to talk to
somebody. A lot of it, probably, is my needing to
initiate things more, but it’s hard to do.

Respecting me

Being trustworthy

Trusting medical expertise provided a Authors Staneva, 2019, p. E35
much-needed structure for women to rely on and
follow at a time of general distress and confusion that
the diagnosis brought.

Listening to me

| just wasn’t getting answers from my current Participant Guenther, 2012, p. 598
doctor and was getting increasingly more frustrated
with that process because | knew there was something
wrong and she was approaching me — almost accusing
me of being a hypochondriac which was really
frustrating because | knew something was wrong.

Having time for me

My oncologist will spend as much time with me Participant Ziebland, 2006, p. 364
every time as | feel | need and he never, ever, tries to
rush off and he will always wait until I've finished
speaking for me in case | think of anything else. And
treatments are all presented, he gives me all the
options and then leaves it up to me and | appreciate
that very deeply.

Seeing me

Knowing me beyond my disease

It was, it was consistency, it was um ... the feeling Participant Cox, 2015, p. 2360
that | was being looked after, that somebody was
looking out for me, because it is scary, you do go to a
scary place then and you, you, and ... the feeling that it
could, you know it could happen again or you know,

(Continued)
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Theme Exemplary quote

Source First Author, Year, Page

something like that, it takes a while to go away and it’s
knowing somebody that you feel you trust um ...and
who understands you, | feel that’s very important.

Treating me with compassion

Almost all participants expressed a preference for
health professionals to communicate diagnosis with an
understanding of its emotional impact. Empathic and
respectful communication during diagnosis disclosure
also facilitated trust in doctors, at a time when loss of
autonomy and dependence on doctors’ advice were
commonly experienced.

Authors Jelicic, 2018, p. 382

Advocating for myself

Going for a second, third, or multiple opinions;
joining clinical trials; and researching on the Internet
was an effort made by participants to find the right
physician and the right treatment. One chose to seek a
second opinion when she felt the physician “had given
up on me.”

Authors DellaRipa, 2015, p. 295

Alimujiang et al., 2019; Jelicic et al., 2019; Pozzar and Berry, 2019;
Cusimano et al., 2020; Galica et al., 2020). However, some partic-
ipants were uncertain who to call with questions or concerns
(Schulman-Green et al, 2012; Cox and Faithfull, 2015; Long
Roche et al,, 2016; Cusimano et al., 2020). Other participants
did not want to inconvenience clinicians by contacting them
between clinic visits (Lydon et al., 2009; Schulman-Green et al.,
2012; Seibaek et al., 2012). Participants who experienced chal-
lenges navigating the healthcare system (Bowes et al, 2002;
Schulman-Green et al, 2012; Cox and Faithfull, 2015; Long
Roche et al., 2016; Cowan et al., 2019; Dumas et al., 2021) felt bur-
dened by the amount of effort it required to schedule appoint-
ments or access resources. When clinicians reached out to
participants without prompting, participants felt cared for and
cared about (Cusimano et al., 2020).

Acknowledging my emotions. Participants felt confident express-
ing their needs and concerns to clinicians who acknowledged
and validated their emotions (Dennison, 1995; Schaefer et al.,
1999; Jefferies, 2002; Howell et al., 2003; Schulman-Green et al.,
2012; Seibaek et al.,, 2012; Cox and Faithfull, 2015; Chou and
Lu, 2019; Jelicic et al, 2019; Staneva et al., 2019; Cusimano
et al,, 2020; Tan et al.,, 2021; Pozzar et al., 2021a). Throughout
the cancer care trajectory, participants described feeling anxious
(Dennison, 1995; Fitch et al., 2002, 2003; Elit et al., 2003; Reb,
2007; Power et al, 2008; Finlayson et al., 2019; Galica et al,
2020; Pozzar et al, 2021a), angry (Bowes et al., 2002; Ferrell
et al., 2003a, 2003¢; Thompson, 2007; Chou and Lu, 2019), iso-
lated (Lydon et al., 2009), fearful (Dennison, 1995; Mangone
et al,, 2014; Cox and Faithfull, 2015; Long Roche et al., 2016;
Cusimano et al., 2020; Galica et al., 2020; Tan et al., 2021), and
sad (Seibaek et al., 2012). Clinicians supported participants to
manage these emotions by providing information (Lydon et al.,
2009; Jelicic et al., 2019; Tan et al., 2021), expressing their com-
mitment to caring for them (Cox and Faithfull, 2015; Galica
et al., 2020; Han et al,, 2021), encouraging them (Alimujiang
et al,, 2019), and offering hope (Elit et al., 2003; Ferrell et al,
2003c; Reb, 2007; Power et al, 2008; Gleeson et al., 2013;
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Seibaek et al., 2013; DellaRipa et al, 2015; Long Roche et al.,
2016; Breistig and Huser, 2019; Jelicic et al., 2019; Han et al,,
2021). When participants’ emotions were not acknowledged by
clinicians,  participants ~ described feeling  “written  off”
(Thompson, 2007) and experiencing greater distress (Reb, 2007;
Tan et al., 2021).

Respecting me

Participants felt respected by clinicians they perceived as trust-
worthy, willing to listen, and willing to take the time to meet
their needs (Fitch et al., 2002; Frey et al., 2014; Jelicic et al.,, 2019).

Being trustworthy. When clinicians were not perceived as genuine
or forthright, participants felt patronized and experienced
increased uncertainty (Fitch et al., 2002; Breistig and Huser,
2019; Jelicic et al., 2019). Clinicians’ verbal and nonverbal cues
could convey respect and care; conversely, they could convey dis-
interest or evoke patients’ concerns (Fitch et al., 2002; Reb, 2007;
Ekwall et al, 2011; Rose et al, 2013; DellaRipa et al., 2015).
Participants described trusting clinicians to use their knowledge
to identify potential problems and make clinical judgments in
the participant’s best interest (Ziebland et al., 2006; Power et al.,
2008; Elit et al, 2010; Pozzar et al, 2018; Alimujiang et al.,
2019; Finlayson et al., 2019). In turn, this alleviated some of the
distress associated with diagnosis (Cox and Faithfull, 2015;
Long Roche et al.,, 2016; Pozzar and Berry, 2019; Staneva et al.,
2019; Tan et al., 2021).

Listening to me. Participants described the importance of having
a clinician who listens to them and takes their concerns seriously
(Ferrell et al., 2003a; Smith, 2008; Ekwall et al., 2011; Alimujiang
et al,, 2019; Arida et al, 2019; Pozzar and Berry, 2019; Staneva
et al, 2019). Participants especially valued clinicians who
responded to their stated treatment preferences (Pozzar and
Berry, 2019) and symptom-related concerns (Ferrell et al.,
2003a; Staneva et al., 2019). Many participants perceived that
their ovarian cancer diagnosis had been delayed by clinicians
who did not take their concerns seriously (Schaefer et al., 1999;
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Bowes et al., 2002; Fitch et al., 2002; Howell et al., 2003; Ferrell
et al., 2003a; Evans et al., 2007; Reb, 2007; Smith, 2008; Jordens
et al, 2010; Walker et al, 2010; Guenther et al, 2012;
Seibaek et al., 2013; Mangone et al., 2014; DellaRipa et al,
2015; Jelicic et al., 2019; Pozzar and Berry, 2019; Boban et al.,
2021; Dumas et al, 2021). Some participants who received a
delayed diagnosis described a period during which they wondered
if they were imagining their symptoms (Schaefer et al., 1999;
Evans et al,, 2007). Following diagnosis, participants who feared
that clinicians would doubt the legitimacy of their concerns
delayed seeking care and avoided asking questions (Schaefer
et al, 1999; Guenther et al, 2012; Frey et al,, 2014; Cox and
Faithfull, 2015; Brandner et al., 2017).

Having time for me. Participants appreciated interactions with
clinicians who did not appear rushed during appointments and
who had time to address participants’ questions and concerns
(Ziebland et al., 2006; Elit et al., 2010; Ekwall et al., 2011; Cox
and Faithfull, 2015). When clinicians did not devote sufficient
time to responding to participants’ questions, participants strug-
gled to make sense of information discussed during the visit
(Schulman-Green et al., 2012).

Seeing me

Knowing me beyond my disease. Many participants valued clini-
cians who acknowledged them as unique individuals (Lydon
et al., 2009; Ekwall et al., 2011; Seibaek et al., 2013; Cox and
Faithfull, 2015; DellaRipa et al., 2015; Long Roche et al., 2016;
Arida et al.,, 2019; Breistig and Huser, 2019; Staneva et al., 2019;
Tan et al., 2021). When participants felt known by their clinicians,
they were able to move beyond their identity as a patient (Cox and
Faithfull, 2015) and trust that their clinicians were invested in
their care (Seibaek et al., 2013; Arida et al., 2019; Breistig and
Huser, 2019). Participants who had a consistent team of clinicians
described the benefits of this continuity (Howell et al., 2003;
Lydon et al,, 2009; Elit et al., 2010; Ekwall et al.,, 2011; Cox and
Faithfull, 2015; Long Roche et al., 2016; Alimujiang et al., 2019;
Arida et al., 2019; Breistig and Huser, 2019). According to partic-
ipants, these benefits include personalized care and greater ease
discussing sensitive topics or emotions. Receiving care from mul-
tiple clinicians was perceived as disruptive to the process of being
known beyond one’s disease (Elit et al., 2003, 2010; Ekwall et al.,
2011; Frey et al., 2014; Cox and Faithfull, 2015; Long Roche et al.,
2016; Shipman et al., 2017). Participants described challenges
related to building rapport, having to repeat their medical history,
and miscommunication between members of the treatment team.
Some participants explicitly stated that they did not want to be
treated as a “statistic” or “number” (Alimujiang et al., 2019;
Breistig and Huser, 2019; Pozzar and Berry, 2019; Cusimano
et al,, 2020). Rather, these participants desired personalized care.

Treating me with compassion. Participants who interacted with
compassionate clinicians described feeling comforted and sup-
ported (Schaefer et al., 1999; Ferrell et al., 2003a; Power et al.,
2008; Frey et al., 2014; Alimujiang et al, 2019; Breistig and
Huser, 2019; Pozzar and Berry, 2019; Staneva et al., 2019
Cusimano et al, 2020). Compassion engendered participants’
trust in clinicians (Jelicic et al., 2019). Conversely, some partici-
pants described conversations in which their clinicians made
insensitive or dismissive comments (Schaefer et al., 1999; Fitch
et al., 2002, 2003; Elit et al., 2003; Howell et al., 2003; Ferrell
et al,, 2003¢; Alimujiang et al., 2019; Jelicic et al.,, 2019; Pozzar
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and Berry, 2019). Participants described feeling shocked, sad, or
angry in the wake of these interactions, and some sought care
from another clinician (Pozzar et al., 2018; Pozzar and Berry,
2019).

Advocating for myself

Participants advocated for themselves when the healthcare system
was difficult to navigate (Cowan et al., 2019); when clinicians did
not adequately respond to their questions or concerns (Fitch et al.,
2003; Smith, 2008; Guenther et al., 2012; Kyriacou et al., 2017;
Alimujiang et al, 2019; Finlayson et al., 2019; Jelicic et al,
2019; Cusimano et al, 2020); and when they perceived that
their clinicians had “given up” on them (Howell et al., 2003;
DellaRipa et al., 2015). Participants engaged in self-advocacy by
seeking appointments, second opinions, and information;
requesting diagnostic testing and treatments; and “staying on
top of their care (Schaefer et al., 1999; Howell et al., 2003;
Thompson, 2007; Smith, 2008; Ekwall et al, 2011; Guenther
et al, 2012; Long Roche et al., 2016; Kyriacou et al., 2017;
Arida et al, 2019; Cowan et al, 2019; Jelicic et al., 2019;
Cusimano et al., 2020; Galica et al., 2020).

Analytical themes

Communicating is analogous to caring

Communication is the lens through which individuals with ovar-
ian cancer appraise clinicians’ commitment to their well-being.
Clinicians communicate their care for and compassion toward
patients verbally as direct expressions of empathy and concern;
nonverbally as an attentive and patient demeanor; and through
actions such as following up with patients or making themselves
available to address patients’ concerns. Conversely, patients who
perceive a deficit in the extent to which clinicians engage in
these communication behaviors may question whether they can
count on clinicians to act in their best interests.

Communication is essential to personalized care

A diagnosis of ovarian cancer entails a threat to one’s identity,
particularly in the context of an impersonal healthcare system.
When clinicians elicit and respond to patients’ preferences,
remember details about patients’ personal or medical histories,
or tailor explanations to the patients’ level of understanding,
they tacitly recognize patients as unique individuals. Patients
who do not perceive that clinicians engage in these communica-
tion behaviors may perceive that they are being treated “like a
number.” In turn, patients may question whether their care has
been optimized to meet their unique needs.

Communication may mitigate or exacerbate the burden of
illness

Being diagnosed with and receiving care for ovarian cancer entails
navigating a complex healthcare system. When clinicians provide
patients with anticipatory guidance, respond to their questions,
and refer them to available resources, patients feel supported in
their pursuit of well-being. Conversely, when patients perceive
that they have been left to pursue information and resources on
their own, they may feel the need to devote more time and energy
to advocating for their needs.
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Discussion

The findings of this systematic review and thematic synthesis sug-
gest that patient—clinician communication is a priority concern
for individuals with ovarian cancer. Although few studies have
explicitly aimed to describe patient-clinician communication in
the ovarian cancer care setting, this review illustrates that refer-
ences to patient—clinician communication in studies of other phe-
nomena are plentiful. While references to communication did not
predominate any of the articles we reviewed, this finding is unsur-
prising given that few articles described studies in which commu-
nication was the chief phenomenon of interest.

Regardless of the study context, participants described their
patient—clinician communication experiences in terms of whether
these experiences left them feeling supported, respected, and seen.
These descriptive themes closely parallel the characteristics of
patient-centered communication, which has been described as
that which offers patients transparency, individualization, recog-
nition, respect, dignity, and choice (Berwick, 2009). According
to the National Cancer Institute Framework for
Patient-Centered Communication in Cancer Care, patient-
centered communication entails responding to emotions,
exchanging information, making decisions, fostering healing rela-
tionships, enabling patient self-management, and managing
uncertainty (Epstein and Street, 2007). In turn, the analytical
theme communicating is analogous to caring expands upon this
framework by suggesting individuals with ovarian cancer may
gauge clinicians’ care and commitment to their well-being by
the extent to which clinicians’ communication behaviors are
patient-centered. Sinclair and colleagues (2016) similarly pro-
posed that “relational communicating” is a core element of com-
passionate caregiving. Compassion is distinct from sympathy and
empathy in that it entails proactively knowing, relating to, and
actively engaging with the suffering of another person (Sinclair
et al, 2017). In our findings, communication that performed
these functions was perceived as an act of caring.

Compared to individuals without cancer, individuals with can-
cer have higher odds of receiving fragmented healthcare (Pinheiro
et al., 2020). The analytical theme communication is essential to
personalized care suggests patient-centered communication may
serve to mitigate some of the challenges associated with receiving
care in what is often a fragmented and impersonal healthcare sys-
tem. Widespread adoption of integrated medical record systems is
one promising system-level approach. On an interpersonal level,
prior research suggests individuals with cancer perceive a need
for clinicians to consider the patient’s perspective and to tailor
their communication strategy accordingly (Street et al., 2019). A
limited number of strategies exist to elicit the preferences and
concerns of individuals with ovarian cancer (Frey et al.,, 2020).
Nevertheless, an abundance of tools have been developed to elicit
patients’ values, beliefs, and preferences (Stacey et al, 2017).
Coupled with interventions that aim to facilitate patient-centered
communication, routine assessment and documentation of
patient preferences has the potential to personalize ovarian cancer
care.

Participants across studies described engaging in self-advocacy
when they perceived that their health-related needs were not
being met. The phenomenon of self-advocacy among individuals
with ovarian cancer has been previously described (Hagan and
Donovan, 2013). This review and synthesis adds that self-
advocacy may be performed in response to suboptimal patient—
clinician communication. While participants largely perceived
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that unmet communication needs increased the cognitive and
emotional burden of illness, higher levels of patient activation
are generally associated with better health-related quality of life
(Kanu et al., 2021). Interventions that aim to improve health out-
comes by modifying patient—clinician communication should
therefore incorporate strategies to facilitate patient self-advocacy
and increase clinician responsiveness to patients’ needs, prefer-
ences, and concerns (Epstein and Street, 2007).

Effective patient-clinician communication is associated with
better physical and psychological well-being (Stewart, 1995;
Epstein and Street, 2007; Pozzar et al,, 2021b). The analytical
themes identified as part of this thematic synthesis provide insight
into possible mediators of these associations. For example, indi-
viduals with ovarian cancer who perceive that clinicians are acces-
sible and compassionate may perceive higher levels of emotional
and informational social support. Similarly, those with greater
self-efficacy may perceive fewer communication-related needs.
Among individuals with cancer, greater social support and greater
self-efficacy are associated with better health-related quality of life
(Leung et al., 2014; Papadopoulou et al., 2017). Future studies
should aim to describe and identify associations between
patient—clinician communication, social support, self-efficacy,
and health-related quality of life.

To our knowledge, this is the first systematic review and the-
matic synthesis of patent-clinician communication in the ovarian
cancer care setting. A strength of this study is its inclusion of find-
ings from across healthcare contexts. Findings from individual
qualitative studies become more broadly applicable when they
are synthesized with those from studies completed in heteroge-
neous contexts (Finfgeld-Connett, 2010). The principal limitation
of this study is that few of the included articles explicitly aimed to
describe patient-clinician communication. Accordingly, the
communication-related findings included in this review and syn-
thesis may lack the thick description necessary to produce a com-
prehensive and nuanced understanding of participants’
experiences. Research that aims to provide a rich description of
the patient-clinician communication experiences of individuals
with ovarian cancer is warranted. In addition, research that
explores clinicians’ experiences of patient-clinician communica-
tion and informal caregivers’ experiences of caregiver—clinician
communication is needed to fully characterize this dyadic phe-
nomenon. Another limitation of this study is that most of the arti-
cles we reviewed described studies conducted in Western nations.
As such, our findings may not accurately reflect the patient—clini-
cian communication experiences of individuals with ovarian can-
cer who identify with non-Western cultures. Finally, despite our
efforts to ensure trustworthiness during data extraction and anal-
ysis, our interpretation of the data is likely to have been influenced
by our experiences as oncology nurse scientists who engage in
patient-reported outcomes research.

Conclusion

Patient—clinician communication is a process by which individu-
als with ovarian cancer may engage in self-advocacy and appraise
the extent to which they are seen, respected, and supported by cli-
nicians. In turn, patient-centered communication conveys care
and commitment, recognizes the patient as a unique individual,
and has the potential to mitigate the cognitive and emotional bur-
den of illness.

Individuals with ovarian cancer wish to feel supported,
respected, and seen during patient-clinician communication
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encounters. Patient-centered communication is one means by
which clinicians may convey their commitment to and support
of patients as unique individuals. Administrators can facilitate
effective patient—clinician communication by offering evidence-
based communication skills training in the workplace, ensuring
patients have easy access to a trusted clinician, and ensuring clini-
cians are given enough time to address patients’ needs and con-
cerns during clinic visits.

Supplementary material. The supplementary material for this article can
be found at https://doi.org/10.1017/51478951522000621.
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