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Abstract

Objectives—To describe a family caregiver communication typology and demonstrate
identifiable communication challenges among four caregiver types: Manager, Carrier, Partner, and
Lone.

Data Sources—Case studies based on interviews with oncology family caregivers.

Conclusion—Each caregiver type demonstrates unique communication challenges that can be
identified. Recognition of a specific caregiver type will help nurses to adapt their own
communication to provide tailored support.

Implications for Nursing Practice—Family-centered cancer care requires attention to the
communication challenges faced by family caregivers. Understanding the challenges among four
family caregiver communication types will enable nurses to better address caregiver burden and
family conflict.
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Communication with families can be challenging for oncology nurses because family
members may avoid communication about the illness, certain family members can be
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excluded from decision-making, and there is a propensity for the patient and family to hide
their feelings from one another.1:2 Different communication styles among family members
contribute to communication difficulties and a family member’s illness can trigger the re-
emergence of previous family conflicts.3 Low-quality relationships among family members,
the patient’s inability or unwillingness to express emotion, and greater family conflict all
contribute to caregiver depression, suggesting that communication constraints potentially
influence caregiver distress.*>

When a family member is diagnosed and treated for cancer, family communication patterns
are highlighted by the illness crisis. Family communication patterns develop from implicit
and explicit rules for communicating within the family system. Family rules govern
appropriate topics and frequency of discussion (family conversation) and a hierarchy among
family members (family conformity). Patterns of family conversation and family conformity
range from high to low to form-specific communication behaviors among family members.
Previously, we have written about four family caregiver communication types: Manager,
Carrier, Partner, and Lone caregivers.3 Figure 1 illustrates each caregiver type based on a
family communication pattern.

Patients and caregivers share a unique relational history and thus not all family members are
the same family caregiver type.28 The emergent caregiver type is dependent upon the
relationship between the patient and the family caregiver based on communication patterns
established over time within the family system. For example, a woman providing care to her
mother would likely exhibit a different communication type if providing care to her sister.
Among married couples, each spouse can be a different caregiver type when caring for each
other.? When asked to identify the caregiver’s communication type, our research has found
that cancer patients are likely to identify the same type self-identified by the caregiver.10

Understanding family communication patterns can give insight into caregiver
communication challenges related to family roles and responsibilities. This article will
present a family caregiver communication typology based on family communication
patterns. Each caregiver type will be illustrated through a case study analysis of an oncology
family caregiver who participated in a communication coaching telephone call with an
intervention nurse. Case studies are presented to depict each caregiver type and demonstrate
identifiable challenges for caregivers.

Family Caregiving and Communication

The reciprocal nature of the cancer experience between patient and family caregiver has
been well documented. As the patient’s cancer and treatment-specific symptoms increase,
patients’ and caregivers’ distress levels also increase,!! caregiver physical and psychological
health are negatively impacted,12-1° and caregivers' depression and burden increases.18
Caregiving-related health problems cause further distress within the patient-caregiver dyadl’
and caregiver depression is likely to have a direct influence on patient outcomes.18-24 For
instance, a patient's fear of recurrence at 3 months post-diagnosis is predictive of a
caregiver’s increased distressed over time.25
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Communication between caregiver and patient, family, and health care providers has a
strong influence on the caregiving experience.® Caregiver quality of life and well-being are
correlated with cancer patients' perception of their care, including communication with
clinical staff and care coordination.1® Family caregivers have a key communicative role in
helping physicians learn about the patient and in facilitating information exchange between
the doctor and the patient.2” Conflict occurs between family caregivers and staff when there
is a lack of communication about advance care planning, when words are interpreted
negatively and caregivers feel staff have been dismissive, and when there are different
understandings regarding the disease process.28 Family environment has also been shown to
influence the emotional well-being of both the cancer patient and caregiver.> Family
avoidance of cancer contributes to patient depression and anxiety,2® and low levels of
communication about dying within the family and little communication during caregiving is
associated with pre-loss grief symptoms.30

There is a need to further understand how caregiver distress and quality of life is impacted
by the relationship between the caregiver and cancer patient.3! Caregiver burden can cause
caregivers to have a decreased capacity to coordinate care, understand or recall treatment
instructions, or provide emotional support to the patient.18 It is crucial to examine certain
caregiving factors, such as communication and patient-caregiver expectations, which might
influence patients’ and caregivers’ overall quality of life.32

Working with family caregivers presents an opportunity for oncology nurses to engage in
family-centered care by tailoring and adapting their communication. Knowledge of the four
different types of caregivers will aid oncology nurses in addressing caregiver burden and
family communication challenges. Case studies of each caregiver type are presented to
understand the unique caregiver communication challenges and distinguish appropriate
nursing interventions.

The case studies presented here were selected from data collected as part of a pilot study
aimed at assessing the feasibility and utility of a nurse-delivered communication coaching
telephone intervention for lung cancer caregivers. Family caregivers were identified by lung
cancer patients as the primary caregiver and recruited in an outpatient clinic setting in the
Western United States. The Institutional Review Board approved the study.

Family caregivers were approached in the clinic and written consent was obtained.
Caregivers participated in a communication coaching telephone call scheduled 1 week from
study consent. Communication coaching calls were audio-recorded and transcribed. The
Family Caregiver Communication Tool (FCCT) was used to determine the caregiver type
upon study enrollment. The FCCT is a 10-item clinical assessment tool that measures family
conversation and conformity.® A Likert scale from 0 (never) to 4 (frequently) is used for
each item and score interpretation is based on high (12-20) and low (0-11) cutoff points on
each subscale to produce a specific caregiver type (manager, carrier, partner, lone). As part
of the communication coaching call protocol, caregivers were provided a summary of all
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four caregiver types, informed about their type based on the FCCT, and asked to confirm the
type or identify a more appropriate type.

At baseline and 1 month post coaching telephone call, caregivers completed the Caregiver
Confidence in Communication survey developed by the research team to measure caregiver-
reported confidence with patient, family members, and health care providers. The Caregiver
Confidence in Communication survey measures the caregiver’s confidence in
communicating across four specific topic areas (cancer diagnosis, cancer treatment and goal
of treatment, symptom management including managing pain and side effects, and broader
life topics such as spirituality and stress from caregiving). Caregivers rated their
communication confidence using a Likert scale rating from 0 (not confident) to 10 (very
confident).

To select case studies, we reviewed family caregivers from each type. From 20 caregivers
who participated in the pilot, we selected one case for each type from those who had
congruent FCCT scores and self-identified caregiver types. However, there was only one
lone caregiver in the sample and that case is summarized here. In all cases caregiver names
have been changed to protect confidentiality.

Manager Caregiver

Mona is a white female, 70 years old, college-educated, and is retired. She is the primary
family caregiver to her husband, Saul, who recently started treatment for lung cancer. Mona
and Saul have been married 28 years and they each have two children from prior marriages.
Saul’s diagnosis was sudden and Mona describes the journey: “It’s been very, very stressful
for everybody because his ex-wife just died of cancer 2 years ago... and his kids are still
kind of reeling from that.” She describes getting along with all the children, both his and
hers, and identifies Saul’s son as the key family member she turns to for help. In her role as
manager caregiver, she diligently and thoroughly follows directions set forth by the health
care providers. When Saul was asked to complete an advance directive, Mona informed the
research nurse, “I filed that with them downstairs last time we were there.” When reviewing
suggestions for ways to talk with health care providers, Mona admitted that she had already
tried all of the suggestions, including keeping a little notebook of questions and asking for
copies of Saul’s medical tests to keep in her own binder. Typical of the Manager caregiver,
she commonly asks for explanations for any questions she has and reports complete
confidence communicating with Saul, family members, and health care providers.

As Manager caregiver, Mona is centrally concerned with prognosis: “One question | would
have, and | don’t want to ask it in front of Saul, is what does she (oncologist) think the
outcome is... | would like to know what, what are we looking at in reality as far as what’s
happening ... is it going to be 6 months or is it going to be a year?”

She describes wanting the information for herself as important, but she cautions how the
information will impact Saul: “I don’t want him to be less optimistic ... but reality would be
good for us [she and the children] without pulling him down.” When asked if she
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understands what the outcomes of the treatment are supposed to be, Mona explains that she
doesn’t understand but intends to discuss this with Saul: “I will, when he’s in a good mood, I
will see if | can talk about that.” Mona’s desire to keep harmony and pleasantness restricts
discussions about prognosis between she and Saul.

Implications for practice—While Mona reports high family conversation about the
illness (“we do talk™) and a large support network (eg, friends, family), there is no real
evidence of actual caregiving support. She reports communication confidence with health
care providers and family members, yet conversations about treatment side effects (ie,
chemo brain) and broader life topics (ie, prognosis) are difficult with Saul. The
communication challenge for the Manager caregiver is the need for medical information to
serve as caregiver and how to share this information, which may be upsetting, with the
patient. A communication dilemma is created because sharing medical information such as
treatment side effects and prognosis (high family conversation) threatens the family’s
structure and roles (high family conformity). Thus, initiating a conversation about treatment
side effects and prognosis with Saul is a difficult communication task for Mona.

Summary of key points—

. The Manager caregiver prioritizes obtaining medical information but does not
necessarily have the skills for sharing subsequent information with the patient.

. A focus on the social support network, described as large and comprehensive,
masquerades the caregiver’s supportive resources and inability to engage in self-
care.

. Manager caregivers can adapt to the information systems and requirements of the

health care system with ease, such as completing advance directive paperwork
and following directions from health care providers.

. There is a need to teach Manager caregivers how to initiate conversations with
the patient in a manner that preserves and bolsters the family structure that is so
valued.

Case 2: The Carrier Caregiver

Sherman is a self-employed 71-year-old white man who has been married to his wife Lena
for 48 years. They have one daughter who lives about 30 miles away and three
grandchildren. Last month Lena was undergoing pre-op tests for an upcoming surgery when
a lesion was identified on her lung. She was later diagnosed with stage |11 lung cancer and
started initial treatment within the last 30 days. Throughout their marriage, Sherman has
relied on Lena “to take care of my business, my personal life, and everything.” Congruent
with the Carrier Caregiver, Sherman is committed to serving as her caregiver: “She’s always
done everything for me, and now I should step up and do a little bit more.” While he shares
that they are “a close family,” Sherman reports never talking with Lena or his daughter about
his wife’s illness. Sherman explains: “I gave up everything to devote to her [Lena], and it’s
hard for me to ask my daughter to do anything.” As a Carrier Caregiver, Sherman relies on
his wife to make all care decisions.
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Since the diagnosis, he describes that Lena has become *‘short tempered’ and explains:
“before she was able to cope with a lot of things, but now she’s just a little bit more
frustrated.” Communication between the two of them has become difficult because Lena
gives a “one word answer” and Sherman confesses that he is “afraid to ask her different
questions.” He emphasizes that he can absorb his wife’s stress and is empathetic to her
situation: “I say to myself, well, | know she’s stressed. | know she’s feeling that she has no
control... she’s not comfortable in her body right now.” He recognizes that Lena “feels that
she’s the one to carry everybody” and surmises that she is worried about who will take care
of the three grandchildren when she is gone. Avoiding talk about cancer is emphasized as a
way of protecting his wife from being uncomfortable with her illness: “It’s only because |
don’t want to make it harder on her with what she’s going through right now...I shrug my

shoulders and put my arm around her and | say ‘we’ll get through this’.

Implications for practice—Similar to the Manager caregiver, Sherman is concerned that
talk about the cancer would upset Lena. While both the Manager and Carrier caregiver have
high conformity patterns, they vary in conversation patterns. Thus, Sherman and Mona have
different reasons for feeling less confident about discussing broader life topics and goals of
treatment with the patient. For Sherman, the Carrier caregiver, these topics would upset his
wife and that would be disrespectful given all that she has done for him. On the other hand,
Mona (Manager caregiver) enjoys high conversation about the disease but doesn’t discuss
broader life topics that reveal changes to family structure as a result of her husband’s illness.
In both instances, family harmony is prioritized — the Carrier caregiver absorbs patient stress
and the enormity of caregiving tasks (“I can take it”) as part of quality caregiving, while the
Manager caregiver considers high conversation to be central to caregiving tasks aimed at
reducing patient stress. While both the Manager and Carrier caregivers both decline offers of
supportive care services, their rationale is very different. Manager caregivers would
emphasize large, open family structure and social support networks, while Carrier caregivers
would emphasize their deep obligation to do it alone.

Summary of key points—

. Emphasis is placed on the vital role of the patient in the caregiver’s life, giving a
rationale for why the caregiver will not talk about caregiving stress.

. Carrier caregivers underscore their strength and ability to handle caregiving,
repeatedly pointing out that they are capable of handling the patient’s
psychological stress.

. Explanations for the patient’s feelings (eg, anger, frustration, sadness) and
empathy for the patient’s illness are frequent topics for the Carrier caregiver and
used to prioritize quality patient care over caregiver self-care.

Partner Caregiver

Saeed is a 75 year-old Indian man and is the primary caregiver to his wife, Tala, who he has
been married to for 45 years. They are both educated from an Ivy League university. Saeed

is a retired engineer. They have two children and one grandchild who are regularly involved
in their lives. Their daughter and their son, a physician, live several hundred miles away.
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Tala was diagnosed with lung cancer over 9 months ago and was given roughly 6 months or
less to live. Saeed reported that ever since her diagnosis, “instead of traveling we are always
home now...But, she helps me. | help her. And we talk about everything.” Both children fly
in roughly every 2 weeks to attend their mother’s appointments and to assist Saeed with her
care. Saeed shared that he experiences low levels of stress as Tala’s primary caregiver
because they are so open about her cancer. He explains: “I think she’s the one who carries
me rather than me being the caretaker....she’s the one who’s helping me... keeps my morale
and enthusiasm up. She does all that for me.”

Indicative of a Partner caregiver, Saeed discusses all aspects of Tala’s health with her and
their children, including the use of pain medication, tumor progression, and quality of life.
With Tala’s prognosis of 6 months or less, Saeed reports that he has had no difficulty having
end-oflife conversations with Tala and his two children. Family members’ opinions and
concerns are taken into consideration and he explains that they “all have [their] input” into
what course of action is taken for Tala’s care. While the family emphasizes quality of life as
important, ultimately they respect the wishes of Tala: “My wife makes the decision of [how]
she wants to proceed... [It’s] her decision, not mine... she’s aware of [the options]. All of
them.” Saeed shares that he and his wife, along with their son, feel comfortable asking
questions and believe they often receive straightforward answers and explanations from
health care providers. He explained that having his son present at family meetings helps him
to understand the options and prognosis better: “The [health care providers] communicate
well, but if we miss something, my son turns around and explains to us.”

Implications for practice—Although Saeed and Tala have no family close by, their adult
children remain actively involved and visit regularly. Saeed’s son, a physician, plays an
integral part in supporting Saeed’s role, monitoring Tala’s medications and interpreting
information from the health care team. In contrast to the Manager caregiver, who also
describes open communication within the family, Saeed’s son has a specific role wherein
Manager caregivers are reluctant to allow other family members to assist with unique
caregiving tasks. As Tala’s tumor progresses, Saeed experiences decreased confidence in
communication over time. For Saeed, communication difficulties are not about a lack of
understanding about the disease or seeking prognosis information, rather, communication
challenges are inherent as he embraces the final stages of Tala’s life.

Summary of key points—

. The patient willingly and actively serves as a major part of the caregiver’s social
support network, minimizing caregiver burden by openly discussing caregiver
stress with the caregiver.

. Distance between family members is easily overcome by the Partner caregiver,
who shares resources available through the health care system with others.

. While quality-of-life issues are discussed among family members, there is an
emphasis on patient dignity and respecting the patient’s decisions.
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Case 4: The Lone Caregiver

Keith is Asian, 51 years old, college educated, and works full-time. He is married and has
three children. Keith speaks English as a second language and is the primary caregiver, with
assistance from his wife, to his father-in-law, Kai, who recently was diagnosed with lung
cancer and has not yet begun treatment. Kai’s diagnosis came by surprise to his family and
Keith describes the experience so far as both stressful and burdensome. Despite Kai coming
from a large family, Keith repeatedly shared how he has, “no support from the family...
nobody cares...it’s like [the family] tries to stay away from [Kai’s] problem.” None of his
sibling-in-laws are willing to provide regular care for Kai. Keith surmised that his father-in-
law “chose” him to serve as the caregiver. He explained: “I have been helping him for
years.” Communication between Keith and Kai is limited: “if it is related to medical or his
treatment, | tell him everything. But everything else, | just keep to myself.”

Conversations about Kai are essentially non-existent with his in-laws. Family members
rarely talk about death and dying with his father-in-law or with one another and Keith has
difficulty initiating such conversations with the family. He describes high caregiving burden,
sharing that family members “still all rely on me... I try to bring the family together to
help,” but he feels guilty doing so because “they’d never ask me for help.” Keith shared that
every time he reaches out to Kai’s family to provide an update on their father: “They don’t
care ... They never care about anything. [My brother-in-law] said, ‘No,” with no reason when
asked if he wanted to know how his father is doing.”

Reminiscent of a Lone Caregiver, Keith shared that he had difficulty communicating about
cancer. He reported low confidence in communicating symptoms, cancer pain management,
and treatment side effects with his father-in-law and with his family members. He also
reported having low confidence in communicating with health care providers overall and
indicated he felt the least confident discussing his father-in-law’s diagnosis with them: “I
feel that they are too busy or something, and even then sometimes | don’t get enough
information.” Explanations regarding Kai’s treatments and prognosis are often difficult for
Keith to comprehend.

Implications for practice—Across all caregiver types, the Lone caregiver reports the
least confidence in communication with health care providers. Keith reports difficulty
understanding and is not able to receive enough information from the health care team. The
inability to understand medical information and prognosis limits Keith’s opportunities for
discussions with Kai about his wishes. Communication is further obfuscated by family
members who do not wish to know information about Kai’s disease. While Partner and Lone
caregivers both have low family conformity, it is low family conversation that presents
increased challenges for the Lone caregiver. Keith feels that he should inform his in-laws
about Kai’s disease and is dismayed when they do not want to discuss it. Altogether, low
conversation between Keith and health care providers, and a lack of pressure from family for
information, results in limited communication about cancer overall.

Summary of key points—
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. Despite low family conversation with other family members, the Lone caregiver
and patient share communication about disease and treatment decisions.

. In addition to caregiving tasks, the Lone caregiver experiences increased burden
as he or she struggles to understand why other family members do not want to be
involved in the care of the patient.

. Lone caregivers have difficulty understanding health care providers, lowering
their communication confidence and restricting the topics that they are
comfortable talking about with the patient.

Discussion

Oncology nurses can support family caregivers by fostering patient—caregiver teamwork,
family communication, self-care, providing information, and referring to appropriate
resources.33 There is a need for caregiver assessment, education, and resources.34 Given the
variance in communication patterns among family members and families in general, family
members talk to each other differently. Understanding the family caregiver’s unique needs
and preferences can help determine appropriate interventions.

The case studies presented here illustrate the variance in communication challenges among
family caregivers. Manager and Carrier caregivers both report difficulty communicating with
the patient. As a result of high family conformity, these caregiver types have a tendency to
protect the patient by avoiding communication about disease and prognosis. In the case
studies presented here, both caregiver types indirectly asked the research nurse about
prognosis yet conveyed that they did not wish to share the information with the patient. In
contrast, Partner and Lone caregivers reported no communication difficulties with the
patient. In our prior work, Partner and Lone caregivers reported the lowest psychological
distress, which may be a result of quality patient—caregiver communication.3® Of note, the
Lone caregiver was the only caregiver type to report difficulty with health care providers.

The case studies presented here show the need for caregiver assessment, the importance of
educating nurses about family caregiver types, and the unique communication challenges
faced by family caregivers. The FCCT is a caregiver assessment tool that can be used to
learn more about potential caregiver needs. Findings from these case studies illustrate the
need to incorporate tailored communication approaches as part of family-centered care.
Overall, primary communication tasks among all family caregiver types include initiating
conversations about prognosis and end-of-life wishes, asking for and receiving help from
others, and sharing with others the caregiver burden and need for self-care.

Our findings indicate that oncology nurses must be able to address questions posed by
family caregivers and support family communication challenges. There is a need to routinely
include family caregivers in cancer care. These case studies illustrate the need to provide
communication training on how to identify caregiver types and provide tailored
communication strategies that are in line with these specific needs. Table 1 provides a simple
description of each type that can be provided to a family caregiver and Table 2 provides
questions that can be asked to learn more about a caregiver’s family communication
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patterns. Table 3 offers suggestions for ways to support each family caregiver
communication type.

Nurses can support family caregivers by teaching ways to facilitate communication in the
family about cancer.30 Information about the patient’s prognosis and plan of care should be
individualized to family caregiver preferences and caregivers also need support for sharing
this information with other family members and, if applicable, with the patient.30 There is a
need to cultivate communication skills for caregivers to empower them to advocate for the
patient.36
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CARRIER

(High conformity/Low conversation)

¢ Avoids discussing caregiving with family, but
may discuss with others

¢ Relies on patient to make care decisions

o Assumes all caregiving tasks for the family

L
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MANAGER

(High conformity/High conversation)

o Demonstrates credibility with use of medical
words

o Makes decisions swiftly and independently

o Minimizes illness trajectory by focusing on
treatment

o Acts as family decision-maker

>HIGH

LONE

(Low conformity/Low conversation)

¢ Focuses on one aspect of care, typically
physical

¢ Cannot consider all aspects of holistic care

e Focuses only on discussions about treatment
and avoids quality of life topics

o Performs caregiving with no family support in
terms of tangible care or conversation v

LOW

FIGURE 1.
Family caregiver communication typology.

PARTNER Conversation

(Low conformity/High conversation)

o Initiates discussions about death and dying,
spirituality, quality of life

e Shares and discusses caregiving burden with
patient and family

o Addresses conflict related to decision-making
and care with patient/family
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TABLE 1

Descriptions of Each Type for Family Caregivers

Family Caregiver Type

Description Provided to Family Caregiver

Carrier

You are probably focused on doing a lot and making sure that you get everything you need from the health care
providers. You likely don’t talk with others about the stress of caregiving, and you may feel very uncomfortable
talking about the possibility of not finding a cure. You may have a hard time asking for or receiving help from
others.

Partner

You are probably very comfortable accepting help from other family members. You likely are comfortable talking
about how the disease has affected your family and the patient, including spiritual topics and the possibility of not
finding a cure. You may have already had these conversations with your family and the patient.

Manager

You are probably very familiar with medical words and terminology. You are likely comfortable making decisions
and acting on recommendations from health care providers. Often, you serve as the family decision-maker for the
rest of the family and for the patient.

Lone

You are probably very focused on helping the patient and getting treatment and you worry about getting the best
care possible for the patient. You may be uncomfortable talking about topics other than treatment. It may be hard
for you to think about things like spirituality or how you feel about caring for the patient. You may have a hard time
asking for or receiving help from others.
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TABLE 2
Learn about Family Communication Patterns

Questions to learn about family conversation patterns
. Do you talk with other family members about the patient’s illness?
. Do family members ask you about the his/her illness?
. Have you talked about what might happen if treatment doesn’t work?

Questions to learn about family conformity patterns
. Do you feel like your family/the patient expects you to take care of him/her?
. Do you talk to other family members about the stress of caregiving?
. Do other family members tell you how they feel about the quality of care you are providing?
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TABLE 3

Recommended Support by Caregiver Type

Page 16

Family Caregiver Type

Recommended Support for the Caregiver

Carrier

Challenge yourself to ask for help today
Tell the patient what you have to do today

Take 20 minutes for yourself today, even just to sit by yourself or listen to your favorite music

Partner

Invite a family member to fill in for you for a day
Share with the patient how you are grateful for him/her

Eat three healthy meals today

Manager

Share your worries about the patient with another family member
Ask the patient how he/she thinks things are going

Put down your ‘to do” list and do something relaxing

Lone

Spend 10 minutes writing about one thing that would help you during the next week and how to do it
Say ‘yes’ to one offer of help and see how it works out

Call a friend and ask how he/she is
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