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ARTICLE INFO ABSTRACT
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Objective: Caregivers often accompany patients to cancer-related medical appointments. Limited research exists
on healthcare providers’ (HCPs) evaluation of how caregiver communication influences interactions between
healthcare providers and patients, particularly during gynecologic treatment visits. HCPs may perceive caregiver

I?IE::el:glsts communication as helpful or challenging, and these triadic interactions may influence patient outcomes.
Caregivers Methods: Interviews with ten cancer specialist HCPs (medical assistants/technicians, nurse practitioners/regis-
Communication tered nurses, oncologists) addressed experiences interacting with patients and caregivers.

Results: Analyses revealed two themes concerning helpful communication: caregivers managing information and
managing patient emotions. Three challenging themes include caregiver communication unsettling healthcare
interactions, caregiver presence limiting patient communication, and caregiver engagement challenges.
Conclusion: HCPs evaluate caregiver communication as helpful and challenging. Findings suggest benefits of
communication training for gynecologic cancer patients such as requesting privacy when interacting with HCPs,
for caregivers to promote awareness of effects of their behavior, and for HCPs to help manage triadic interactions
while supporting patient needs.

Innovation: HCP assessment of caregiver communication during gynecologic treatment visits offers unique in-
sights regarding helpful and challenging behaviors contributing to implications for patient care and well-being.
Applications may extend to other triadic interactions and cancer settings.

1. Introduction

It is common and recommended for family, including spouses, sib-
lings, and adult children, and close friends to accompany cancer patients
to healthcare consultations [1,2]. Medical interactions often include
healthcare providers (HCP), patients, and caregiving others (henceforth,
caregivers), creating minimally triadic rather than dyadic interactions.
Caregivers may perform multiple roles in cancer care including trans-
portation, information seeking, managing information sharing in med-
ical interactions, decision-making, and providing emotional support [3-
7]. Ample data exist on patient and caregiver perceptions of provider
behavior during treatment visits [8] including recommendations for
changes in provider communication, especially within geriatric care
[9,10]; limited data categorizes patient and partner evaluation of

caregiving behavior in the cancer context [5,11]. Less is known about
HCPs’ evaluation of how the presence of caregivers influences interac-
tion dynamics during cancer visits. Exceptions include oncologists’
perceptions of caregiver behavior [12,13]. This manuscript addresses
this gap by examining HCPs’ assessments of caregiving communication
within gynecologic cancer treatment appointments.

1.1. Caregiver participation in cancer healthcare appointments

Individuals undergoing treatment for serious illness like cancer
experience increased uncertainty about their health and health de-
cisions, ambiguity about what information or experiences mean,
increased emotional strain, and reduced physical capabilities [14,15].
Many individuals managing cancer (henceforth, patients) are
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accompanied by caregivers that attend to their needs in informal care-
giving capacities. Caregivers participate to various degrees, ranging
from passive companions, such as a driver and quiet company, to ad-
vocates who take notes, ask questions, and actively communicate with
HCPs [10,16-18]. A systematic review of triadic provider-patient-
caregiver interactions with patients experiencing chronic pain re-
ported that caregivers often influence triadic interactions by asking
questions and providing supplemental information [2]. They also sup-
port patients with memory aid, participate in decision-making, and
serve as interpreters [10,19].

1.1.1. Patient and caregiver positive evaluations of caregiving behavior

Patients, and particularly those with higher anxiety, report greater
preference for caregiver presence during medical interactions [20].
Patients’ most appreciated and requested caregiver behaviors include
being present, providing emotional support, and helping with informa-
tion and appointment logistics [20]. Some patients reported increased
efficacy and comfort in sharing information with HCPs when caregivers
are present [21].

1.1.2. Patient and caregiver negative evaluations of caregiving behavior
Caregiver participation can also be viewed negatively by patients.
Caregivers may inhibit information exchange, particularly in regard to
challenging topics [2]. Caregivers may also speak for patients when
patients are able or may exceed patients’ expectations for caregiver
participation [22,23]. Other times caregivers dominate and control
medical interactions [24]. Thus, certain caregiver behaviors reduce
patient engagement. In fact, breast cancer patients asked more questions
and interacted more with oncologists when unaccompanied [25].
Similarly, cancer patients disclose less when caregivers are present [17].

1.1.3. HCP evaluations of caregiving behavior

Although research has cataloged how patients and caregivers
perceive caregiver behavior, less is known about how HCPs evaluate
how caregiving behaviors impact triadic interaction. Physicians view
caregivers as supportive and useful when clarifying patient history [1].
Alternatively, oncologists report that family presence during medical
interactions can also complicate consultations particularly if caregivers
dominate interactions or introduce difficult family dynamics [6,12].

This paper is part of a larger project examining gynecologic cancer
patient-caregiver-provider triadic communication during outpatient
oncology treatment visits. Specifically, we examine HCP evaluations of
how caregiver behaviors benefit or complicate gynecologic treatment
appointments, and we ask: what are caregiver behaviors that HCPs
evaluate as positive and negative during gynecologic cancer triadic
interactions?

2. Methods
2.1. Participants and procedure

Participants (N = 10 HCPs) were recruited from an NCI cancer center
of excellence in a semi-urban area of the northeastern United States.
Inclusion criteria were aged 18 or older, English speaking, regularly in
contact with gynecologic cancer patients and their caregivers, and
consent to participate and audio-record the interview. Procedures were
approved by both the university institutional review board and the
hospital’s scientific review board. Participants included 10 HCPs who
completed audio-recorded telephone interviews. Participants were 9
females and 1 male who described themselves as medical doctors (n = 4,
40%), medical assistant/technicians (n = 3, 30%), and nurse practi-
tioner/registered nurses (n = 3, 30%). See Table 1. Research staff
identified and approached 14 HCPs who met target criteria and
explained study goals. Five physicians/GYN oncologists, four nurse
practitioners and registered nurses, and five medical technicians and
medical assistants worked regularly in the clinic/division. Of those who
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Table 1
Healthcare providers’ demographic characteristics (N = 10).
Characteristic n %
Sex
Female 9 90
Male 1 10
Professional role
Oncologist (MD) 4 40
Medical assistant/technician 3 30
Nurse practitioner/registered nurse 3 30
Ethnicity
Caucasian 4 40
Hispanic/Latinx 2 20
Asian 2 20
African American 1 10
Mixed race 1 10
Years in practice
< 2 years 3 30
3-5 years 1 10
6-10 years 2 20
11-19 years 2 20
> 20 years 2 20
Age (range 27-62) M = 40.10 SD =10.05

initially agreed (n =11), 10 (91%) completed the interview. Participants
who declined cited lack of time or starting a new position.

2.2. Measures and analyses

Interviewers included three researchers who were trained to conduct
interviews following a semi-structured interview guide. Each inter-
viewer completed practice pilot interviews with healthcare providers.
After providing consent and completing interviews, participants
received a $100 VISA gift card.

Interviews averaged ranged from 36 to 76 min (M = 56 min; SD = 12
min). Research team members transcribed, verified, and deindentified
interview data, producing single-spaced transcripts that ranged from 12
to 27 pages (M = 17.60, SD = 5.06). Verbal fillers such “you know” were
removed. Theme saturation began at approximately HCP 7 and
concluded after 10 participant interviews [see [26]].

Interviewers followed a semi-structured guide consisting of 23
questions and collected information about participant demographics
and views on gynecologic cancer triadic interactions. Germane to this
study, we asked about HCP perceptions of caregiver behaviors (e.g., “In
what ways are caregivers helpful/unhelpful during oncology
appointments?”

For the present study, following phases of reflexive thematic analysis
[27,28], two research team members independently immersed them-
selves in the transcribed text to achieve data familiarization. Coders
inductively coded three transcripts independently and generated initial
codes that identified caregiver behaviors and HCP evaluations of those
behaviors. The coders discussed how these codes contribute to broader
themes and subthemes, using examples of data to demonstrate themes.
Coders generated a thematic map and then again coded the first three
transcripts as well as the other seven. Coders met again to review codes,
resolve any discrepancies, and define and name themes.

3. Results

HCPs described multiple caregiver communication behaviors as
helpful or challenging to oncology interactions, overall visit, and patient
well-being. Helpful behaviors include two themes including caregivers
managing patient information and managing patient emotions (see
Table 2 for descriptions and additional quotations). HCPs discussed
three challenging communication behavior themes: caregiver commu-
nication unsettling the healthcare interaction, caregiver presence
limiting patient communication, and caregiver engagement challenges
(see Table 3 for descriptions and additional quotations).
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Table 2

Caregiver communication behaviors evaluated by HCPs as helpful.

Table 3
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Caregiver communication behaviors evaluated by HCPs as challenging.

Theme (2) Operational definition Example quotes Theme (3) Operational definition Example quotes
Managing How HCPs perceive that Caregiver How HCPs perceive
information caregivers manage communication caregivers express and enact
information during treatment unsettling the their own needs regarding
visit healthcare the patient’s treatment, end-
Subthemes interaction of-life decisions, and
Keeping track of Caregivers take notes and They’ll [caregivers] try to symptoms (either against
information serve an administrative fill in gaps ... that the HCP recommendations or The support person ...
function for patients patient may not have told Subthemes patient wishes). being assertive and

Advocating for

Caregivers ask follow-up

me or forgot to tell me”
(HCP 3).

They [patients] look to their
support person for
assistance with questions
such as “What did I want to
ask?” (HCP 4)

Sometimes the patient is

patient questions and request scared to ask ... [the] family
clarification from HCPs want to have more
knowledge about it.” (HCP
7)
They’re [adult children]
like, ‘This is my mom. So,
can you tell me what’s
going on or can you tell me
... what medications she’ll
be getting?’ (HCP 10)
Accurately Caregivers describe patient Sometimes they [patients]
presenting disease-related symptoms withhold information from
patient and behaviors to HCPs me because they’re trying to
symptoms be brave ... but then the
[patient’s] daughter’s with
her ... She’s like, ‘No, she’s
not eating well, and she has
anxiety attacks.” (HCP 3)
‘Listen, I know she [patient]
is not going to say it, but she
was nauseous, she not
eating.” (HCP 6)
Managing How HCPs perceive
emotions caregivers provide emotional
support and manage
emotions during the
treatment visit
Subthemes
Providing Caregivers’ presence in the Just their [caregivers’]
emotional visit provides comfort physical presence helps the
support patients open up a little bit
or feel safe. (HCP 2)
Just feeling that you’re not
alone in this. (HCP 10)
Protecting Caregivers subdue their own They [caregivers] definitely
patient from anxieties in the presence of hold back their fears... if
worrying the patient, at times they seek  they’re worried themselves.

out HCPs separately for
prognosis-related
information

(HCP 8)

‘Well, what do you really
think? ... How much time
do you think she has? Is this
really going to work?” (HCP
3)

3.1. Caregiver communication behaviors evaluated by HCPs as helpful

3.1.1. Managing information

HCPs commonly stated that caregivers assisted patients in managing
information during visits. “Managing information” includes actions
related to information being passed between healthcare providers, pa-
tients, and caregivers and what kind of information is being shared with

Interfering with
HCP’s agenda

Caregiver expressed
anxieties increasing
patient anxiety

Caregiver presence
limiting patient
communication

Subthemes
Caregiver presence
limiting patient
expression regarding
prognosis

Caregiver presence
limiting patient
discussion of sexuality
with HCP

Caregiver engagement
challenges

Subthemes
Disengaged
caregiver

Caregivers impose their own
agenda regarding the
patient’s treatment, end-of-
life decisions, and
symptoms.

Caregivers’ anxious behavior
creates stress for the patient.

How HCPs perceive
caregivers have an inhibitory
effect on the patient sharing
of some topics

Patients avoid asking HCPs
about prognosis if the
caregiver is present

Patients avoid discussing
disease-related sexual issues
with HCP if the caregiver is
present

How HCPs perceive
caregivers either
emotionally disengaged in
the patient’s treatment
process or timing of
telecommunication not
optimal

Caregivers do not participate

aggressive, and trying
to push for things that
the patient doesn’t
necessarily want. (HCP
3)

Sometimes I feel like
they [caregivers] can
get in the way a little bit
of the message that 'm
trying to give. (HCP 4)

[Caregiver], ‘What am I
going to do? What am I
going to do?’... It gets
the patient riled up and
... stressed. (HCP 10)

The patient was
nervous. The friend too.
She [caregiver] was
panic. She would make
the patient more panic.
(HCP 6)

When they’re [patients]
scared ...then they
want to ask privately
‘What’s my prognosis?’
(HCP 8)

... It was so hard, they
[caregivers] would not
leave her alone. Finally
[caregivers were gone],
... she said, ‘I want to
die.” (HCP 9)

They [patients] want to
know if that’s [vaginal
dryness] going to be an
outcome of their
treatment. They don’t
want to talk about it in
front of their adult
children or their
husband. (HCP 8)

If they’re [patients]
having pain during
intercourse, definitely,
they don’t want their
husbands to hear that.
(HCP 9)

It’s not helpful when
they [caregivers] go
outside. When they go
outside, they don’t

(continued on next page)
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Table 3 (continued)

Theme (3) Operational definition Example quotes

in the patient’s treatment
visit and do not fulfill
support needs

want to be there,
because it’s a lot of
information that the
patient has to get ...
And some family
members being there to
help to get information
and digest information,
they go outside. That’s
not helpful. (HCP 7)

Connecting with
distanced caregiver When it gets really bad
then they [caregivers]
stop coming because
it’s just too much for
them. (HCP 3)

Patients request caregivers’
tele-involvement at the end
of the visit creating
communication challenges
for HCPs There at the end [of the
visit], [the patient is]
like ‘Oh, let me call my
son. He wants to hear it
from you.” So suddenly
I have these two people
that are calm, they’'re
happy with me, and I
have this questioning
son that I haven’t had
any rapport with ... that
[interaction], I don’t do
well. (HCP 9)

HCPs. Managing information subthemes include caregivers keeping
track of information shared during visits, advocating for patients, and
accurately presenting patient symptoms.

3.1.1.1. Keeping track of information. Several HCPs noted that care-
givers actively keep track of information during visits. One oncologist
(HCP 10) described caregivers as “really just being their [patients’]
second brain” which is echoed by another oncologist (HCP 9) who re-
ported that “they [caregivers] take notes, they remind the patient, when
the patient gets confused with statements such as ‘Oh, you didn’t tell me
that,” they usually step in.” An RN (HCP 8) described caregivers as
someone patients can “bounce ideas off of ... maybe what their prefer-
ences are as far as life choices.” One oncologist (HCP 4) explained that
the conversations during visits “can be overwhelming for the patients
and may confuse them, so they look to their caregiver for assistance with
questions such as ‘What did I want to ask?’; [caregivers] have their mind
clearer than the patient.” Examples underscore the important role
caregivers have in supportively managing information.

3.1.1.2. Advocating for the patient. HCPs also perceive caregivers to be
helpful when asking questions and advocating for patients. A medical
technician (HCP 6) noted, “[A]ll the family comes with a lot of questions
about the treatments.” One oncologist (HCP 4) stated, “I think they’re
[caregiving friends] there to protect the patient” (HCP 4, oncologist).
HCP 8 (RN) shared that a spouse might be more of an advocate “because
they're likely living with the person ... seeing all their symptoms and
side effects.” An oncologist (HCP 10) shared “They’re [adult children
caregivers] very strong advocates” seeking information about diagnosis
and treatment, adding an overall statement about caregivers: “They’re
[caregivers] really a voice for the patient.” HCPs uniformly viewed
caregivers taking an active role in information gathering and patient
advocacy (e.g., ensuring that all questions are being addressed) as
helpful.

3.1.1.3. Accurately presenting patient symptoms. HCPs describe how
caregivers provide information about patient symptoms, referring to
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them as “a very good reporter” (HCP 10, oncologist). One medical as-
sistant (HCP 1) shared:

The son said everything that she was going through: ‘Listen ... she’s
had some memory loss. She’s not really eating right; she’s not getting
around like she used to. She spends more time in the bed.” So those
are things that she [the patient] was not saying.

HCPs rely on caregivers to give them “an accurate report of what’s
going on at home, as far as symptoms and side effects” (HCP 8, RN). A
nurse practitioner (HCP 5) stated, “I can ask the patient a question, and
they’ll say, ‘Oh, so-and-so,” and whomever is with the patient will be
like, ‘No, that’s not true. No, that’s not accurate.” Then they’ll tell me
what the real story is,” thus providing oncology teams with information
that patients might not have volunteered but might be of medical
importance. Caregivers sharing patient symptoms might cause dis-
agreements between patients and caregivers, but HCPs view this
behavior positively, “... it’s good, because then I’ll be like to the
daughter or husband, ‘What’s really going on?’ ... And trying to help
them [caregivers] be better support” (HCP 3, oncologist).

Some of this “accurate” information is not always shared in the pa-
tients’ presence. Caregivers may seek out HCPs separately from patients,
often in the hallway. At times, this occurs to avoid conflicts with pa-
tients. A medical assistant (HCP 7) related:

The family support said, ‘My mom is not eating, but don’t tell her
[doctor] in front of her [patient] because I don’t want to argue with
my mother, so just tell the doctor that she’s not eating.” So, I tell the
doctor, and the doctor says, ‘Oh, I see you lost a lot of weight. I
wonder why you lost a lot of weight?’

Caregivers want HCPs to receive accurate information about patient
disease-related behavior at home.

3.1.2. Managing emotions

HCPs perceive caregivers managing patients’ emotions as helpful.
Subthemes included providing emotional support and protecting pa-
tients from worrying.

3.1.2.1. Providing emotional support. HCPs commented how caregiver
presence is calming and helpful. Often, having caregivers in the room
has a calming effect on patients and provides “emotional support for
sure” (HCP 8, RN). A medical assistant (HCP 7) stated, “I think they
[caregivers] are helpful ... Sometimes they [caregivers] don’t even say
nothing. They stay quiet. But it’s just knowing that you have somebody
there.” One oncologist (HCP 9) shared, “I find them [caregivers] useful
with patients when they [patients] get a little belligerent because
they’re scared, they calm them down. So, I don’t have to. Usually, they
[caregivers] come to my rescue.” Another oncologist (HCP 10)
mentioned the difficult situation when patients receive troubling di-
agnoses and “having family nearby ... I think is a really huge role. Even
if you’re not doing anything, just being there physically just helps.”

3.1.2.2. Protecting the patient from worrying. HCPs described another
helpful behavior of how caregivers conceal their own anxiety to protect
patients from worrying. HCPs reported that caregivers “hold[ing] back
in front of the patient” (HCP 3, oncologist). An RN (HCP 8) shared that
caregivers say, ‘“Is there any way I could talk to you and the doctor
alone?’ ... They want to talk to somebody about their fear but they’re
not verbalizing it in front of the patient.” Caregivers may want to receive
an honest assessment of the patient’s prognosis without burdening the
patient with this information: “Is she going to die, soon?” You know,
that’s very common. They [caregivers] don’t want them [patients] to
know that they’re asking” (HCP 9, oncologist). Another oncologist (HCP
10) related, “the support team [family] was like ‘She can’t handle the
information right now. Can we talk about it separately? Do I take them
[patient] home for home hospice?’” These examples illustrate the
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caregivers’ concern for the patient’s wellbeing and the protective role
they have during these visits.

3.2. Caregiver communication behaviors evaluated by HCPs as
challenging

3.2.1. Caregiver communication unsettling the healthcare interaction

HCPs described two scenarios in which caregiver communication
was challenging when it contradicted the HCP agenda or, at times, pa-
tient wishes, and when caregivers’ sharing of their own anxieties upset
patients.

3.2.1.1. Interfering with HCP’s agenda. HCPs described how some
caregivers attempt to exert influence over treatments or push for the
continuation of treatment against the patient’s preference and-at
times-against medical recommendations. A medical assistant (HCP 1)
shared how patients are “taking their doctor’s advice,” yet caregivers
repeatedly ask patients, “Don’t you think you should get a second
opinion?” Caregivers may inhibit care by imposing ideas about treat-
ment and actively going against treatment recommendations. One
oncologist (HCP 3) described:

There’s certain people with certain personalities that are like ‘No,
you need to talk to me.” Or ‘This is ... my wife or my mom, and this is
what I want done.” ... I have this patient ... I told her ‘You need
immunotherapy’, and her son was like, ‘No, you need chemo-
therapy.” He was swaying here. ... He was a roadblock in her care. ...
She was like, ‘No, I just want to do what the doctor says,” and he was
like, ‘No.’

These types of conflictual discussions also include whether to have
any treatment: “Sometimes there is disagreement when the patient ...
doesn’t like interventions, doesn’t like medication... And the family ...
especially the children ... are a little more feisty about it, verbal and
upset about it” (HCP 9, oncologist). End-of-life discussions are particu-
larly challenging as one oncologist (HCP 10) described, “patients usually
know when they’re about to be done,” continuing:

A patient is very sick, and she was on treatment after treatment. As a
provider ... what they’re going through ... it was unwise to continue
treatment.... But the spouse was very against ... stopping treatment
because it would mean that she was going to die soon, and he could
not handle that. ... You could tell the patient was OK with it.

These types of interactions can be difficult to manage and may
require HCP engagement. One oncologist (HCP 3) described the role of
HCPs as that of a “referee” and explained that it is about “getting
everyone on the same page ... refocusing people’s focus.”

Conversations that involve symptoms can create tensions. One
oncologist (HCP 4) described discussing patients’ eating, a common
“topic of stress” between caregiver and patient:

[Caregiver:] ‘She needs to eat more. She’s losing weight.” The pa-
tients usually are quiet during that time. ... When I tell them [care-
givers], ‘Your mom ... either doesn’t have an appetite or when she
eats, she gets full very quickly.” And the patient wakes up from her
silence and goes ‘You see? Listen to the doctor.’

Caregiver interference with HCPs’ agendas can be more subtle such
as mis/reinterpreting or downplaying oncologists’ messages in unhelp-
ful ways:

A lot of the time we say things, and the caregiver just changes what
we’re saying to make it softer and sometimes different than what we
just said. ... Sometimes ... the caregiver jumps in and says things like,
‘Yes, but everything is going to be OK,” when I just told them ...
‘Maybe you have one month to live.” (HCP 4, oncologist).

Caregivers interfering with HCPs’ treatment recommendations,
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symptom management, and at times reinterpreting medical statements
creates challenging situations for HCPs, requiring skillful communica-
tion while navigating such interactions.

3.2.1.2. Caregiver expressed anxieties increasing patient anxiety. HCPs
reported that caregivers can cause anxiety and stress in patients by
expressing their own anxieties. An oncologist (HCP 9) observed “These
two sisters [patient and sister], one feeds the other’s anxiety.” Another
oncologist (HCP 10) noted:

They’re [caregivers] like, “What are we going to do?” ... And it fuels
a patient, too ... The family member keeps on being, “This is not fair,
what’s going on?” ... It’s not really helping the whole situation when
it’s out of everybody’s control.

This is echoed by a medical technician who observed that when
patients arrive with anxious caregivers, “That doesn’t help at all,”
describing a particular incident where “she [caregiver] was really
anxious with a lot of questions, ‘I read this. I read that.” And then she
would make the patient panic” (HCP 6). A registered nurse (HCP 8)
added to this observation by noting that “giving their [caregivers] own
personal opinion of a medication, treatment or oftentimes a story of a
bad experience they had in a hospital or a surgery or with a medication,
that might be causing more fear than support.” Sharing of negative ex-
periences by caregivers heightens patients’ stress levels and increases
their anxiety.

3.2.2. Caregiver presence limiting patient communication

Caregivers can have an inhibitory effect on patients’ self-expression,
especially with sensitive topics such as subthemes described for prog-
nosis and sexuality.

3.2.2.1. Caregiver presence limiting patient expression regarding
prognosis. When discussing prognosis and end of life, patients some-
times want to be alone with HCPs. An RN (HCP 8) reported, “Fear of an
unsuccessful outcome is a thing ... that they [patients] don’t share if
there’s another close family member [present] ... I get that information
more if I'm alone with them or the doctor’s alone with them.” An
oncologist (HCP 9) emphasized this point:

She [patient] would become very submissive when the sons and
husband were there that wanted us to do everything for her. But
there was really nothing to do. ... It was so hard, they [caregivers]
would not leave her alone. Finally, they [caregivers] were gone, and
... she said, ‘I want to die.’

Despite these challenges, one oncologist (HCP 3) stated, “not tell
[ing] family members, ... I think it’s just wrong ... and can be very
isolating and make your treatments ... so much harder.” These examples
highlight the need for HCPs to consider patient preferences when dis-
cussing prognosis and end-of-life in the presence of caregivers.

3.2.2.2. Caregiver presence limiting patient discussion of sexuality with
HCP. Sexuality and changes to patients’ bodies due to treatment may be
another topic that patients prefer to express when alone with HCPs. A
medical assistant (HCP 1) described:

For this visit, she came in by herself, and she was saying that she’s
not feeling the same way sexually ... She just doesn’t enjoy it. They’ll
[patients] tell us that their marriage hasn’t been the same since
surgery. They lack ... desire to be sexually active. ... It does cause a
strain on the relationship sometimes.

An oncologist (HCP 4) observed that patients have difficulty
expressing concerns related to their sexual life in front of caregivers, “...
because of the treatments and surgeries ... they might have some scar-
ring, pain; and when those symptoms are affecting their sexual drive or
intercourse ... that might be a little more difficult for them to share.”
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This is echoed by a nurse practitioner (HCP 2) who stated: “After sur-
gery, ... they [patients] have side effects with dryness or decreased li-
bido, and a lot of times they don’t want to talk about it in front of their
significant other because of being embarrassed.” Another oncologist
(HCP 9) related:

Now, if the husband is there and they want to know about having sex
or not. ... Some of them [patients] ask with the husband there, but
then the husband gets embarrassed, and the majority ask when the
husband is not present ... Or if they’re having pain during inter-
course, definitely, they don’t want their husbands to hear that. ... If
they’re married and it’s the kids who are there, they usually don’t
want to have the kids there when they talk about it.

HCPs expressed the importance of recognizing that patients may
provide inaccurate or incomplete information because caregivers are
present: “I had one patient ... Her husband was there, and I was asking
some GYN questions ... and she was like, ‘Oh, I don’t remember.” You
know, she look[ed] at me, and I knew [she did not want to discuss it in
front of her husband]” (HCP 6, medical technician). An oncologist (HCP
3) shared how patients wait until husbands leave the [examination]
room, “and then they say, ‘You know, I'm really worried about this’ or
‘This is really affecting my quality of life.”” These exemplars demon-
strate how patients may prefer to discuss sexuality-related topics
without caregivers present.

3.2.3. Caregiver engagement challenges

HCPs described two scenarios centered on degrees of caregiver
engagement as challenging. These include when caregivers are present
but non-participative and when caregivers are absent, but patients
request HCP communication with caregivers at the end of the
interaction.

3.2.3.1. Disengaged caregiver. HCPs perceived healthcare interactions
as challenging and unhelpful when caregivers leave during the visit or
do not join the patient, viewing this behavior as disengaged. A medical
assistant (HCP 7) provided an example:

I feel like they [caregivers] don’t even want to be there sometimes.
... I see some daughters with mothers; they bring the mother, and
they want to stay outside. And the mother says, “No, you can come
and stay with me in the room,” and the daughter says, “No, I'd rather
be outside because I feel better being outside.” That’s not helpful.

An oncologist (HCP 9) also expressed that disengaged caregivers are
“unnerving ... because I need to establish rapport with the support
system. ... I'm trying to figure where the problems are, what’s getting
her anxious, what’s worrying her, or what did she understand or not.”
When caregivers are not present or are disengaged, they cannot provide
additional information that might be useful. Being disengaged can also
be a sign of caregiver burden. One oncologist (HCP 3) alluded to the
stress that can affect engagement, “when it gets really bad then they
[caregivers] stop coming because it’s just too much for them ... They
can’t take it anymore and they don’t want to hear any more bad news.”
Overall, HCPs accentuate uninvolved behavior of caregivers as un-
helpful support behavior.

3.2.3.2. Connecting with distanced caregiver. HCPs described challenges
when engaging with distanced caregivers that include use of technology
as well as timing of inclusion. One oncologist (HCP 9) described that
telecommunication with invested family and friends can be “tricky
because we’re not used to it. ... So, it’s something new ... but is
happening more.” HCPs also described challenging moments when pa-
tient’s children want to engage in support but are not present, perhaps
due to geographic distance. The same oncologist (HCP 9) explained:

They were not in the process of this visit where I calm everybody
down. There at the end [of the visit], [the patient is] like ‘Oh, let me
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call my son. He wants to hear it from you.” So suddenly I have these
two people that are calm, they’re happy with me, and I have this
questioning son or daughter that I haven’t had any rapport with ...
that [interaction], I don’t do well.

These exemplars demonstrate how requesting tele-health connec-
tions with caregivers during medical interactions can disrupt the med-
ical interaction and can be viewed as challenging.

4. Discussion and conclusion
4.1. Discussion

Caregivers often accompany patients to oncology treatment visits,
indirectly or directly influencing the HCP-patient interaction. Research
exploring these triadic consultations with patients, their caregivers, and
different types of gynecologic HCPs is limited. This study sought to
understand how oncologists, nurses, and medical technicians experience
these interactions, specifically exploring HCPs’ perceptions of caregiver
behaviors as helpful and/or challenging.

Literature emphasizes helpful functions of caregivers [29], which
were also raised by HCPs in this study. Aligned with research, HCPs
perceived caregivers as helpful when managing information [30] and
managing emotions [31]. Yet, much of this prior literature is not from
the HCP perspective; for exceptions see Laidsaar-Powell and colleagues
[13,29].

HCPs also consistently raised challenging caregiver behaviors.
Findings support prior research and identify that caregiver behaviors
present interaction challenges for HCPs when caregivers interfere with
the HCP’s agenda and when their presence inhibits patient disclosure
regarding prognosis or sexuality [32,33]. Additionally supporting prior
work, unhelpful behavior HCPs discussed most is interference with
treatment decisions, including what treatment to pursue or when to stop
treatment [34,35]. Findings also extend prior research: specifically,
HCPs evaluated caregiver behaviors as challenging when caregivers
express their own anxieties, when caregivers are disengaged, and when
patients request caregiver inclusion via telehealth.

Some caregiver behaviors might not be viewed uniformly. For
example, accurately presenting patient symptoms, categorized as help-
ful support behavior because it allows HCPs to have a more accurate
picture of symptoms, behavior, and quality of life (QOL), may contrast
with the patient’s expectation of caregiver behavior and cause tension
[23]. If patients feel spoken over and not validated by caregivers, they
may feel they have lost their voice. Oncologists should be cognizant of
this potential for tension, a finding that echoes caregiver perspectives of
tensions in managing accompanying patients [36,37].

Consistent with research in gynecologic settings, findings indicate
that HCPs notice how patients avoid discussing certain topics when
caregivers are present [38]. Topics such as prognosis and sexual func-
tioning can inhibit patient expression, making it more difficult for HCPs
to discuss when caregivers are present. For gynecologic cancer patients,
discussing sexual activity or lack thereof after cancer treatment and/or
associated concerns or issues in this realm, such as dryness, pain, etc.
with their HCP in the presence of a caregiver is especially challenging.
Being sensitive to patients’ potential need for privacy or desire to speak
to HCPs alone in this matter, is critical for HCPs. Similarly, spouses
might want to speak with HCPs about their sexual concerns without
patients present. At times, both caregivers and patients prefer to speak
with HCPs alone about sensitive issues related to gynecologic cancer and
its aftereffects. This might also vary culturally and requires further
exploration. These data suggest that HCPs should offer patients the
option to speak alone; similarly, HCPs should be cognizant of caregiver
concerns.
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4.2. Innovation

Previous studies have examined triadic patient-caregiver-provider
communication in the cancer context predominantly evaluating HCP
communication. This study highlights HCPs’ perceptions of caregiver
behavior during gynecologic cancer treatment visits which can be both
helpful and challenging in achieving HCP interaction goals, healthcare
decisions, and patient well-being. Findings also offer unique insights to
HCP evaluations of how caregiver presence may inhibit patient
disclosure.

Managing triadic interactions including navigating conflicting in-
terests among patients and caregivers is challenging for HCPs.
Communication training for HCPs, patients, and caregivers delineating
what is helpful and creates tensions and teaching specific communica-
tion strategies could mitigate some of these challenges [36]. Training
recommendations for oncologists include involving caregivers, empha-
sizing helpful behaviors, and discussing patients’ and caregivers’ roles to
avoid conflict [36]. Educational modules specifically for caregivers may
better meet their informational needs and increase the likelihood of
patient satisfaction and positive clinical outcomes [37].

Existing communication trainings for HCPs, such as Communication
Skills Training Program and Research Laboratory [39] include modules
specific to managing caregiver presence. Studies highlight the need to
positively influence patient-spouse communication to reduce conflict
and enhance dyadic congruence, especially germane to intimacy
[30,40]. Other programs address caregiver needs. For example, the
VOICE study facilitates communication about prognosis and healthcare
decision making among oncologists, caregivers, and patients with
advanced cancer [41,42] and demonstrates that HCPs can enhance pa-
tient and caregiver engagement during oncology visits via “partnership-
building and supportive talk” [43]. Additionally, HCPs discussing
emotional consequences of treatment options with patients and care-
givers is important [44]. Research recommends regularly including
nurses and health educators in triadic treatment visits to “continue
discussions as needed” [45], as most training to date is limited to
physicians.

Limitations of this study include that this study examined support at
a particular time in treatment and may not inform how caregiver be-
haviors might change over time [46]. Also, the study sample was small,
limiting the ability to compare if differences exist across different types
of providers. Future research should replicate across illness conditions to
determine if caregiver behaviors are similarly evaluated in other health
contexts.

4.3. Conclusion

HCPs evaluate caregiver communication as both helpful and chal-
lenging. Helpful behaviors outlined in these data elucidate the vital role
of caregivers accompanying patients to oncology visits. Simultaneously,
there are opportunities to improve these triadic interactions and address
some behaviors and their influence during treatment interactions.
Additionally, oncologists might also want to utilize the caregiver’s role
when indicated as a “therapeutic lever” to improve patients’ QOL versus
solely focusing on the patient’s survival [38] and acknowledge care-
givers’ unique role [47]. Future research may assess relational quality
between patients and caregivers and how relational quality impacts
caregiver behaviors.

Future research is needed to delineate challenges due to communi-
cation modes (e.g., phone or videoconference). Telemedicine is
increasing in oncology [48], and HCPs may be supported with training
tailored to guide caregivers who are unable to attend visits in person
[36]. Several HCPs (oncologists specifically) raised this as a common
challenge. HCPs are encouraged to communicate in supportive and
caring ways particularly while interacting digitally [35]. Future
research should also evaluate efficacy of communication training for
patients, caregivers, and HCPs. Patients may benefit from training that
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educates them on requesting time alone with HCPs. Caregivers may
benefit from learning helpful communication strategies during medical
interactions including asking for time alone with HCPs should they
desire privacy and how to manage potential sources of caregiver burden.
HCP training can center on navigating conflict between patients and
caregivers, facilitating caregiver engagement during triadic interactions,
managing caregiver telecommunication during healthcare interactions,
and sensitivity to caregiver concerns.
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