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services in the United States annually.[G] The prev-
alence, morbidity, and mortality of cirrhosis are ris-
ing,[7‘1°] increasing the present and future burden
placed on caregivers of patients with cirrhosis. It is
known that caregivers of patients with cirrhosis ex-
perience a substantial burden.®' Data are limited,
however, regarding the emotional dimensions of the
caregiver experience as well as the specific drivers of
their burden.

Caregiver responsibilities create physical and psy-
chological strain, which affect both the health of the
caregiver and, reciprocally, the patient.“z'm Caregiver-
assisted management of cirrhosis complications causes
caregiver suffering, deterioration in quality of life, loss of
employment, and inability to care for one's own medical
problems.[5'14] The broad downstream impacts of these
detriments on both caregiver and patient outcomes are
likely severe, and yet not well-documented.

Herein we present a qualitative study nested within a
randomized trial of coping strategies for cirrhosis care-
givers (CAREGIVER NCT04205396). Our aim is to
summarize the nature and sources of caregiver burden
and develop targets for interventions that can provide
caregiver relief.

METHODS
Subject recruitment

This was a prospective qualitative study that recruited
informal caregivers of persons with decompensated
cirrhosis between December 2019 and May 2021 to
analyze the magnitude of and factors associated with
caregiver burden. Caregivers were identified by the pa-
tients. It was nested as a part of a larger trial, whose
aim was to evaluate the effectiveness of (1) emotional
disclosure and (2) resilience training on caregiver bur-
den and burnout. The interviews and written prompts
completed therein were used to complete this analy-
sis. Decompensated cirrhosis was defined as an adult
>18years of age with any of the following criteria: (1)
cirrhosis with an all-cause hospitalization within the
previous 30days; (2) one of the following within the
prior 6 months from the date of consent: ascites (requir-
ing paracentesis or diuretics), overt hepatic encepha-
lopathy (requiring lactulose or rifaximin, metronidazole,
or neomycin), spontaneous bacterial peritonitis, he-
patic hydrothorax (requiring diuretics or thoracentesis),
or variceal bleed; or (3) hepatocellular carcinoma with
Barcelona Clinic Liver Cancer Stage C or D. Caregivers
were identified by screening outpatient and inpatient
patient schedules, by clinician referral, and directly
emailing patients. Caregivers were defined by the pa-
tient as the primary relative, spouse, partner, friend, or
neighbor who has a significant personal relationship
with and provides a broad range of assistance for a

person with decompensated cirrhosis, including con-
sistent involvement in their medical care. Exclusion
criteria were non-English speaking, unable/unwilling to
provide consent, severe cognitive impairment, concur-
rent participation in another interventional study, or use
of a personal diary in the last 12months (due to simi-
larity to the written response intervention). Caregivers
allowed their interviews and written responses to be
published anonymously. This study was approved by
the University of Michigan Medical School Institutional
Review Board (identifier HUM00167479).

Baseline data

Baseline data collected about the patients with cirrhosis
for whom the caregivers provide care included cirrho-
sis etiology, complications, medications, recent proce-
dures, transplant status, and daily needs. Baseline data
collected about the caregivers included age, sex, race,
education level, marital status, employment, duration
and duties as a caregiver, and recent hospitalizations.
Structured baseline questionnaires obtained were
Zarit Burden Interview-12 (ZBI) Score,l'>'®! Distress
Thermometer Score (score 0—10, highest possible dis-
tress),'”! Visual Analogue Scale Score (VAS) for global
health-related quality of life (scored 0—100, best possi-
ble health), and Caregiver Captivity Index (CCI).l'"®! The
ZBl score is based on a set of 12 questions that pertain
to the frequency of burdensome aspects of caregiving.
Each question is scored from 0 (rarely) to 4 (nearly al-
ways). Cumulative scores <10 indicate no-to-mild bur-
den, 10 to 20 indicate mild-to-moderate burden, while
scores >20 indicate high burden. The CCI is based
on three questions that pertain to feelings of captivity,
each scored from 1 (not at all) to 4 (very much), with an
average score.

Qualitative interview analysis

In addition to these baseline survey data, there are
two other sources of data from the study: (1) caregiver
interviews and (2) caregiver written exercises. After
the study intervention concluded, caregivers were
invited to partake in a semistructured interview. The
guidebook was developed by three members of the
investigative team (ET, SN, and NS) based on prior
experience with caregiver-focused interventions and
preliminary assessment of the caregiver written exer-
cises. The interview guide was refined with input from
patients and tailored to the arm of the trial to which
the caregiver was allocated. The interviewees were
asked open-ended questions by a single interviewer.
The results were professionally transcribed verbatim,
de-identified, and redacted in accordance with estab-
lished qualitative methodologies.“g‘zzl The interviews
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were completed by two investigators with qualitative
research experience. The codebook was developed
by conducting a thorough review of transcripts to
identify recurrent concepts and generate preliminary
codes. The codebook was refined and expanded in an
iterative process to reflect emerging themes through-
out the data collection and analysis phases. The cod-
ing team developed open codes using four interviews
separately, meeting frequently to establish the con-
sistency of the codebook via grounded theory.[zo] We
reached thematic saturation wherein no novel codes
were generated after 20 transcripts and confirmed
with five additional analyses. Recurrent themes and
impactful quotes were analyzed and complied into
tables. These were examined for how the relate to
patient, caregiver, or health system factors.

Written report analysis

Caregivers were drawn from a randomized trial of cop-
ing strategies: no intervention, emotional disclosure, or
resilience training prompts. The emotional disclosure
group asked caregivers to recollect their experiences as
a caregiver via written stories. In the resilience group,
caregivers were asked to identify and detail “three good
things” each day and any emotions that surrounded
them. These transcripts were reviewed and coded as
previously.

RESULTS
Quantitative data

Of the 25 caregivers enrolled in this study, the median
age was 62, 20% were male, half were college gradu-
ates, and one quarter were working full time (Table 1).
Most caregivers were a spouse or partner of the patient,
and the median number of years of caregiving was 3.2.
Caregivers, on average, had mild-to-moderate burden
according to the ZBI and Distress Thermometer but re-
ported good health-related quality of life on a VAS (80
of 100). The patients predominantly had alcohol-related
cirrhosis (52%), complicated by hepatic encephalopa-
thy (HE) and ascites. Many (44%) needed help with
more than one activity of daily living. Half of the patients
required emergency room evaluation and hospitaliza-
tion within the 90 days before study enroliment.

Semistructured interviews

“It's so easy for caregivers to not take care
of themselves. Then there's physical health,
there's mental health, emotional health and
all that stuff gets set aside.”

TABLE 1

Caregiver characteristics

Age (median, IQR)

Male

College graduate

Married

Employment full-time, part-time
Years as caregiver (median, IQR)

Relationship to patient

Caregiver and patient characteristics

25

62years (57-65)
20%

48.0%

88.0%

24.0%, 8.0%
3.2years (1.0-5.0)

Spouse 56.0%
Ex-spouse 4.0%
Partner 12.0%
Parent 8.0%
Child 20.0%
Zarit Burden Interview-12 Score 14 (10-19)
(median, IQR)
Distress Thermometer Score (median, 5 (2-7)
IQR)
Visual Analogue Scale Score of health- 80 (70-85)
related quality of life (median, IQR)
Caregiver Captivity Index Score 2 (1-4)
(median, IQR)
Patient characteristics
Etiology of cirrhosis
Alcohol 52.0%
NAFLD 28.0%
Primary biliary cholangitis 12.0%
Hepatitis C 8.0%
Hepatic encephalopathy 68.0%
Ascites 72.0%
Paracentesis in prior 90days 36.0%
History of hepatocellular carcinoma 4.0%
Listed for transplant 20.0%
Unable to operate a vehicle® 48.0%
Requiring help with 21 ADL 44.0%
Hospitalized, prior 90 daysb'C 52.0%
Visit to ER, prior 90days®®° 48.0%

Abbreviations: ER, emergency room; IQR, interquartile range (listed as
quartile 1—quartile 3); NAFLD, nonalcoholic fatty liver disease.

@Newly unable to operate a motor vehicle within the 6 months before
enrollment.

®In the specified number of days before enroliment.

°Median number of hospitalizations and emergency room visits among those
who were hospitalized or visited the emergency room, respectively.

Table 2 highlights the responses from the caregiver inter-
views. Participants experience various emotional strains
that affect their ability to care for themselves and their
loved ones—commonly anxiety, fear, guilt, sadness, and
frustration. Caregivers tend to feel “alone” and “guilty for
making time for [themselves].” They are unable to “get
out and clear [their] thoughts.” They feel overwhelmed,
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TABLE 2 Dominantthemes identified in semistructured interviews

Emotions

Anxiety
Captivity/isolation

Guilt

Fear

Fulfillment

Frustration

Sadness

Resentment

Unpredictability/
Variability

Notable quotations

“I try not to worry about it too much when I'm gone. | can't help it. | still do.”

“| feel alone in this.”
“l don't have that ability to just get out and clear my thoughts and clear my mind, and get a cup of coffee and
just let her have some space too.”

“You can feel almost guilty for making time for yourself, or thinking of something that you would like to do
because ... if you're a good person, you'll think of someone else all the time.”

“She went into mild rejection. We were all freaked out and just scared to death, all them feelings started
coming back again.”

“You love them, you care for them, and maybe they don't always know how to say thank you, but you see
the results. You see the improvement. It's a remarkable thing.”

“It's a beautiful thing. I'm glad every morning | wake up. I've learned that this process has made me
appreciate life a whole lot more.”

“| get frustrated ‘cause she can do more for herself than what she does sometimes.”
“I just could no longer help her ... it was affecting my health. | had issues. | went to the doctor. Bit one of the
nurse's heads off because anger—that was the only emotion | had left.”

“We used to go out dancing, and stuff like that. Now, we don't do anything like that anymore ‘cause we can't.
That makes me sad, frustrated, and that's it.”

“Maybe it is just—it's super depressing when you think about it, when you think about the timeline and the
shortened time you have left with them.”

“It's hard to emotionally, physically, mentally, keep up on just your everyday daily things because you have
that extra weight of emotional stress from your person ... because they're suffering or because they're
suffering then now you have to suffer because you've got this added weight on your shoulders ... it's
hard to be a caregiver.”

“l just didn't understand 'cause | thought it was me doing something wrong. In actuality, it was just part of
this disease, or symptoms of the liver.”

Dynamics

Perceived caregiver role

Power/hierarchy of
caregiver

Support from medical

professionals

Frustration with medical
professionals

Lack of time for self-care

Social support

Religion/spirituality

Clinical resources

Material resources

Patient restrictions due to
disease

Notable quotations

“I have to know what's on the horizon, have everything prepared so nobody even has to ask for anything.”
“Pretty much everything. Making sure she's up ... gets her meds ... doesn't fall ... eats ... doesn't hurt
herself... tries to be active ... It's overwhelming.”

“You have to stand back and go, okay, am | babying too much? Am | tending too much? ... Is this something
that she could do for herself?”
“| [feel like] a dad teaching a 14-year-old adolescent the facts of life”

“Gosh, they're actually helping. He's talking to us. He has answers. That was priceless.”

“I know she's been to multiple doctors, and some doctors are a lot more—I don't want to say bedside
manner, but it's like, it was a machine ... they're giving you all this horrible information, and then they
send you a survey question.”

“They'll say, well, if this happens, get to the hospital, go to the ER, so then something will happen. We'll go
to the ER, and they'll—they look at you like, oh, well, why are you here? | can't see anything wrong, go
home.”

“| felt | was being shunned, looked down upon. You are just a caregiver. Do what we say.”

“There's enjoyment in helping to care for somebody, but there has to be a time whenever your life is not—
you aren't losing your life in order to help someone else save theirs.”

“It's so easy for a caregiver to not take care of themselves. Then there's physical health, there's mental
health, emotional health, and all that stuff gets set aside.”

“Even if you do nothing with that information, that human contact of somebody reaching out and saying,
‘Hey, what do you think, and how is this affecting you,” getting them involved ... it pulls them into a
community and gives them a sense of, I'm not alone.”

“| pray a lot for patience and understanding.”

“What if somebody called once a week and said, ‘Hey, what's going on this week?’ ... maybe having
somebody that would basically check up on you, | think would help?”

“It's hard to find practical solutions for the things that are happening to him, for instance, because of liver
cirrhosis, he's unable to take certain pain drugs, they all affect the liver in a bad way, so now he has
double hernia, which involves a lot of pain at times.”

“I've noticed in the last couple years she has slowed down quite a bit ... We were going out to different
places before. Now, we're ... stuck at home. She's not even able to go do any estate sales, really like we
used to go. Antique hunting, or anything like that.”

“| guess the ammonia that was building up in her system ... Reasoning was out the door.”
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expressing that they “just could no longer help [the pa-
tient]” because it “was affecting [their own] health.” They
often feel that when the patient is suffering, they also
suffer. These emotions intensify and have numerous
downstream effects. Caregivers often sacrifice the time
allotted for themselves to tend to their patients. They de-
velop hypervigilance, always having “to know what's on
the horizon [and] have everything prepared.” They ques-
tion whether they are enabling certain behaviors and “ba-
bying too much,” or even causing more harm than good
(“l thought it was me doing something wrong”). There is
a significant element of frustration and sadness due to
disease-related restrictions, whether it is being “stuck at
home,” “confusion ... and not [being] able to reason,” or
inability to partake in historically enjoyable activities such
as “dancing” and “estate sales.” Surprisingly, there is not
much mention of struggles with ongoing alcohol use,
but there is a significant amount of shame in disclosing
liver disease to friends and family due to the perceived
stigma—even if the etiology is not alcohol.

There is also a variety of emotions derived—both
positive and negative—pertaining to health care expe-
riences. Caregivers frequently recount frustration with
clinician competence, contrasting their experiences from
institution to institution. One caregiver reflects on their
experience at one hospital, where they felt the medical
team had labeled their loved one as “comfort care” and
initiated palliative opioids, only to be surprised when an-
other institution subsequently provided aggressive care
that kept the patient alive and home for years to come.
One patient suffered for years with HE until switching
health systems and being prescribed lactulose and rifax-
imin. On the other hand, positive experiences with health
care providers instill a strong sense of confidence and
hope into caregivers. One caregiver recounts the eas-
ily digestible explanations about cirrhosis and treatment
options from a “rock star” physician. One reports “imme-
diately, this calm came over [them]” when they felt heard
and understood by a physician. Caregivers also grasp for
social support, affirming it “pulls them into a community
and gives them a sense of ‘I'm not alone’.” Although care-
giving comes with considerable stress, there is prevailing
sense of fulfillment: “You love them, you care for them,
and maybe they don't always know how to say thank you,
but you see the results. You see the improvement. It's a
remarkable thing.”

Written responses

“l get angry when | think about him being
sick. It is not fair. It took me 30years to find
someone to love me and it's not fair.”

In Table 3, samples of the written responses from
the trial are presented. Central themes elicited were
similar to the in-person interview responses. Even

though caregivers were asked to detail things they
were grateful for, the strain of their role was apparent.
Instead, they frequently discussed the downsides to
caregiving. Resentment was a dominant theme. For
instance, “his iliness derailed all of our plans. There
are times that he makes requests for his food that |
have to get up many times. Meanwhile, my food gets
cold and sits there.” The toll caregiving takes is clear,
as participants recollect: “I'm not a happy person any
longer” and “I'm tired of having to care 24/7 and wish
he'd just go away and let me live my own life.” Even
positive experiences were couched in the experience
of loss: “Today, we made burgers! We haven't really
been able to enjoy them because of all the sodium and
fat and grease.”

On the other hand, a few responses demonstrated
the positive effects that gratitude has on their sense
of self. One caregiver stated, “I helped my mom for 3
months straight last summer after she was hospital-
ized. | am also helping my mom now since she broke
her foot. Everyone is recognizing my kindness and
caring towards the ones | love. I'll continue to help
whenever and whoever | can, when | can.” Lastly,
religion often minimized burden, allowing “comfort,”
“peace,” “love,” and “guidance.” Religion was felt to
provide a coping framework. As one caregiver ex-
plained: “Suffering is a normal part of life, and suffer-
ing can be learned from.”

DISCUSSION

In this study, we describe the multidimensional car-
egiver burden and specific drivers that contribute to it
(Figure 1), as organized into recurring themes through-
out our qualitative data. The patient factors that drive
burden are HE—above all else—along with frailty, falls,
malnutrition, and dietary restrictions. The emotional di-
mensions of caregiver burden are diverse, but resent-
ment, frustration, and sadness are dominant themes.
Financial burden is also prominent—both associated
with the increased cost of caring for someone with cir-
rhosis and the opportunity cost of the patient not being
able to earn income. Some caregivers use seemingly
successful coping strategies, namely spiritual, reli-
gious, and psychological reframing.

Disease factors associated with
caregiver burden

Cirrhosis confers inherent challenges for the patient
and the caregiver. HE and nutrition are two factors
frequently described a source of burden by these car-
egivers. HE causes significant frustration and sad-
ness, not only in its severest form, but also due to its
unpredictable nature. In 2011, Bajaj et al. found that
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TABLE 3 Dominantthemes from caregiver writings

Emotions

Anxiety
Captivity/isolation

Guilt

Fear

Fulfillment

Frustration

Despair

Resentment

Unpredictability/variability

Notable quotations

“I'm also worried/afraid of when he becomes sicker. Will | be able to care for him?”

“| used to love the freedom of Sundays, but since | have turned into a caregiver Sundays are more difficult
and | find myself comparing what | used to have.”

“I'm not a happy person any longer. His illness came the year | retired so I'm stuck in the house.”

“I struggle with wanting to go out with friends ... | feel guilty for experiencing a moment of pleasure.”

“The biggest reason for guilt is | am healthy and have quality of life and his is so limited. The guilt is draining
and helpless feeling. You try to help to maintain their quality of life by preserving and making their old life
as close as possible.”

“l am also afraid of what it will be like for [him] as this disease gets worse.”
“Strangely, my biggest fear isn't her dying. It's being needed for a decision and being unable to make it.”

“I helped my mom for 3 months straight last summer after she was hospitalized. | am also helping my mom
now since she broke her foot. Everyone is recognizing my kindness and caring towards the ones | love. I'll
continue to help whenever and whoever | can, when | can.”

“The hepatic encephalopathy makes me angry, because he's in a brain fog, confused and acidic and he
doesn't even know when it's happening.”

“I hate that | get upset over the little things and then feel guilty | got upset! It is unfair that this man who |
chose to be my man is sometimes not the man | married.”

“My best is not going to cure him.”

“His illness derailed all of our plans. There are times that he makes requests for his food that | have to get up
many times. Meanwhile, my food gets cold and sits there.”

“| get angry when | think about him being sick. It is not fair. It took me 30years to find someone to love me
and it's not fair.”

“I'm tired of having to care 24/7 and wish he'd just go away and let me live my own life.”

“As [our hepatologist] once told us, we can do everything right and things will still go wrong. The fear of the
unknown can be worse than knowing what to expect.”

Dynamics

Perceived caregiver role
Hierarchy

Frustration with medical
professionals

Lack of time for self-care

Sexual dysfunction

Social support

Religion/spirituality

Finances

Clinical resources

Material resources

Patient restrictions due to
disease

Notable quotations

“I'm there for support no matter what happens.”
“I am his memory!”

“| talk to him like he is my child, not my husband at times.”

“When you have to wait 72hours for a response to a portal message or a callback it's very stressful.”

“My son's illness takes time away from my personal time. This exercise become a dread at the end of day. It
was another ‘chore’ | had to complete.”
“My life revolves around doctors’ appointments and taking care of [him].”

“It has robbed us of our sexual intimacy as a couple.”

“My neighbor heard about our son and invited me for coffee. | had some apprehensions. Once we started
sharing it felt wonderful ... | opened up to her and | was given a gift.”

“When we were told that he would not be a candidate for a transplant, | was angry at God for not giving us
many more years.”

“I had to learn the Catholic concept of “redemptive suffering.” It means suffering is not an end in itself.
Suffering is a normal part of life, and suffering can be learned from.”

“I'm so thankful for God's loving arms to bring comfort back to me and the peace that no matter what the
future holds, He understands and loves me and will continue to guide me.”

“Since my spouse's iliness has taken him out of work, finances have been super tight and everything is past
due. It's been paycheck to paycheck and even that hasn't been enough.”

“I hate having to use the emergency room as a means to deal with problems, but was advised it's better to
error on the side of caution.”

“As a caregiver, there are times | get angry about there not being more education provided to me so | would
feel better equipped to help him.”

“We've been in the house for 3%z years. He can't go far. The lactulose keeps him in the bathroom.”

“Her balance is off. She has ... muscle cramping and she's very weak. All this caused her to fall.”

“Was happy as day before she did not have bowel movement and was showing in her ability to make sense of what
was going on ... Forgetful ... Stops in mid-sentence.”

“Today, we made burgers! We haven't really been able to enjoy them because of all the sodium and fat and grease.”

“With this disease and the fatigue, exhaustion and pain, it is so miserable.”

“He's slow and has a hard time getting around. We used to be so active and do things together; | still can and he
can't. | have to keep reminding myself how blessed | am.”
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Disease Complications

Ascites / Anasarca
Hepatic Encephalopathy

Frality
Malnutrition

Patient/Disease
Factors

FACTORS
INFLUENCING
CAREGIVER
BURDEN

Resentment
Feeling Overwhelmed
Anxiety
Denial

Frustration
Sadness
Shame
Dominant Emotions

FIGURE 1

HE and cognitive complications of cirrhosis are as-
sociated with worse financial standing and increased
caregiver burden®—themes that remain evident a
decade later in our study, along with a number of other
factors. Medication optimization to minimize cognitive
fluctuations is critical. Lapses in medication access
and refills are common.?! Ensuring continuous ac-
cess to and use of evidence-based therapies through
proactive monitoring and outreach is recommended.
Caregivers would benefit from extended outpatient
support to guide them when HE is worsening. Nutrition
is another factor associated with caregiver burden—
balancing addressing frailty while adhering to dietary
restrictions. Education, especially in this domain, is
desired by caregivers,[24] and its ongoing improvement
would be beneficial. Although increasingly common,
cirrhosis is rare enough and beset by stigma such that
sustainable support groups (online and in person) are
lacking. Efforts to connect caregiver electronically are
needed. Further studies are needed to evaluate the
impact of dietary restrictions and recommendations,
including the potential to lift or relax certain restric-
tions, particularly regarding sodium intake.!?! Finally,
given the variability in age of onset of cirrhosis, car-
egivers were from a variety of ages and stages in their
lives. Twenty percent of the caregivers included in this
study were the patient's child, which is likely accom-
panied by personal sacrifices at an earlier age (such
as careers and relationships) as a result of these un-
expected responsibilities.

Multidimensional factors affecting caregiver burden and burnout. ADLs, activities of daily living; iADLs, instrumental ADLs.

Health care provider/system factors
associated with caregiver burden

Interactions with health care providers were a signifi-
cant source of frustration among caregivers, frequently
pertaining to doubts regarding the providers' compe-
tence, time limits for patient interactions, poor access
to care, and variable medical opinions from provider
to provider. Clinician communication was a prominent
source of dissatisfaction, which is potentially modifiable
with improved training. Positive impressions frequently
stemmed from confidence in a physician's expertise,
sound explanations of medical concepts, and the
sense that the physician cared about the patient and
caregiver on a personal level. Interactions can be im-
proved with a focus on anticipatory guidance, nutrition,
pain management, and communication. Ufere et al.
described notable gaps in care after an index hospi-
talization for decompensated cirrhosis, with a major
contributor being delay in timely receipt of supportive
care services."" Even after a longstanding diagnosis of
cirrhosis, our study suggests that this remains a barrier.
The health care system itself can alleviate caregiver
burden by expanding homecare, broadening outpatient
support with an emphasis on avoiding emergency room
care when possible, and offering support programs di-
rected at caregiver mental wellbeing. From a policy per-
spective, interventions to provide caregiver training and
paid benefits for informal caregiving could be enacted
to lessen their burden.
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Psychological interventions to improve
caregiver burden

Unless caregivers are very proactive in seeking out
clinical or social support for themselves (which is dif-
ficult to do with the full-time responsibilities of being a
caregiver), they can often go years without support. Itis
crucial to address these deficits to promote the health
and well-being of both parties. It is possible that pallia-
tive care consultation may be helpful, but the impact
on burden is unknown, and it is essential to develop
interventions targeted to the caregiver's needs. In other
disease conditions, caregivers have been shown to
have unmet social and religious needs??: and spiritu-
ality and religiosity have been shown to correlate with
improved caregiver burden, 228 coping ability,[29] and
even situational adjustment.[sol

Interventions geared toward the well-being of caregiv-
ers for persons with advanced cirrhosis are limited. Bajaj
et al. showed that mindful meditation improved caregiver
burden and depression.m Elsewhere, it has been shown
that translating personal experiences into a written or spo-
ken story is associated with both physical and mental ben-
efits®? and a reduction in health care use.*® Furthermore,
writing has been associated with lower reported pain lev-
els, medication use, and depression levels.® Caregivers
may also benefit from reframing via positive psychology
and resilience training. Seligman et al. demonstrated a
simple intervention: Writing things that went well (and an
explanation why) daily for 1 week can yield a 5-fold reduc-
tion in depressive symptoms.[35] Randomized controlled
trials should be performed to assess the impact of resil-
ience training, psychological support, and education mate-
rials on the health and well-being of caregivers for patients
with cirrhosis. If these interventions were to prove benefi-
cial, their impact on patient outcomes could be analyzed
to support their broader integration. While we await the re-
sults of our ongoing CAREGIVER ftrial, our qualitative data
highlight the specific emotional responses triggered by
caregiving. Being a caregiver undoubtedly elicits multiple
stressors, but psychological interventions may increase
the likelihood of success by addressing the ways in which
caregivers respond to them.

Additional sources of caregiver support deserve con-
sideration. Peer support groups have been effective, less
so for caregiver burden, but for the management of de-
pression.[36] Providers can be taught communication skills
to avoid exacerbating caregiver burden. Finally, policy can
be implemented to allow for paid informal caregiving.

Contextual factors

This study was conducted at a large, single-center
academic institution, which may limit its applicability
to broader populations. Additionally, caregivers who
volunteered for these interventions may have been the

most distressed or in need of help, biasing the results of
the interviews and written prompts. Only a small portion
of patients included in the study had a history of hepa-
tocellular carcinoma and/or were listed for transplant,
both of which would contribute to different caregiver
experiences. Finally, the ongoing COVID-19 pandemic
may have affected the ways in which patients, caregiv-
ers, and clinicians interact.

CONCLUSIONS

We identified many negative factors and several posi-
tive caregiving factors in decompensated advanced
liver disease. Key modifiable themes emerged.
Disease-specific factors can be targeted by educa-
tional interventions, medication optimization, and di-
etary improvements. The most intervenable clinician
factor is communication. Health care factors can chiefly
be improved by offering additional support in between
clinic visits and improving access to care. Health care
policies to provide training and financial support will
minimize caregiver burden. Finally, addressing psycho-
logical well-being and coping strategies for caregivers
has marked potential to improve their quality of life and
minimize their burden.
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