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Background and Aims: Liver health professionals have difficulty
discussing liver cirrhosis and its prognosis with patients and families.
Question Prompt Lists (QPLs), which are evidence-based lists of
“recommended questions,” may improve communication but need to
be designed specifically for the target population. This study aimed to
develop and pilot a QPL for patients with cirrhosis.

Methods: A mixed-methods design in 3 phases. In phase 1 (item
generation), potential questions for inclusion in the QPL were identified
from 3 sources—a scoping literature review; an online survey; and
interviews with patients, family members, and health professionals. In
phase 2 (QPL construction), a multidisciplinary expert panel finalized the
selection of questions and the format of the QPL. In phase 3 (pilot study),
the QPL was assessed for acceptability and feasibility in a hepatology
outpatient clinic population.

Results: From 258 topics initially identified, 30 questions were included
in the first draft of the QPL. After review by a multidisciplinary expert
panel including patients, the QPL was reduced to 22 questions. In the
pilot study, 133/215 eligible patients consented to participate, although
only 67/133 used the QPL in their clinic appointment. Among those
who used the QPL, all questions were asked at least once. The most
commonly asked question related to life expectancy. Most participants
expressed support for the content of the QPL.

Conclusions: A QPL, suitable for use in patients with liver cirrhosis
attending hepatology outpatient clinics, has been developed and
piloted. The QPL seems to be feasible to use and acceptable to patients
and clinicians. Further work is needed to evaluate its effectiveness and
to determine optimum delivery in clinical practice.
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L iver health professionals (HPs) find it difficult to discuss the
liver disease and its prognosis with patients and families,1–3

often not having these discussions with family members until the
patient is in the last week of life. Simple approaches are needed
to support professionals. Question Prompt Lists (QPLs) are
evidence-based lists of “recommended questions” that are given
to patients and family members, ahead of an outpatient
consultation4 to improve communication.4 They are effective in
improving patient participation during the consultation and in
stimulating discussions about prognosis.5,6 Both patients and
HPs find QPLs useful as a communication tool7 that can help
patients to discuss difficult issues without interfering with the
flow of the medical consultation.8 They increase the number of
questions asked during consultations,5,9 which can lead staff to
provide more information to patients.5 QPLs increase the level
of patient recall of information and decrease anxiety at follow-
up.5 The most effective QPLs have been specifically designed for
their target population and are provided to patients before their
consultation.9 Implementation works best if there is a clinical
champion to support use within the team.4

The majority of studies investigating QPLs have involved
people with cancer.9 While a few have been developed in other
conditions,10,11 no QPL has yet been developed for people with
cirrhosis.

The aim of this study was to develop and pilot a QPL to
improve communication in outpatient consultations between
patients with liver cirrhosis, their close family members and HPs.
The objectives of the study were: (1) to develop a QPL for use in
this population and; (2) to explore its acceptability and feasibility
among patients, close family members, and HPs.
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METHODS
There is no standard methodology for developing QPLs.

We used amixed-methods design based on the approach adopted
by previous researchers.7,8,10,11 Development and refinement
of the QPL, together with testing acceptability and feasibility
was carried out in 3 phases (item generation; development and
refinement of QPL; evaluation in a pilot study).

Phase 1—Generation of Potential Question
Topics

Potential question topics for inclusion in the QPL were
generated from 3 sources.
(1) A scoping literature review of studies concerning the

needs of patients with liver cirrhosis.12

(2) An electronic survey of patients with the liver disease using
Opinio software.13 The survey was sent to: the British Liver
Trust, LiveRNORTH, PSC (Primary Sclerosing Cholangitis)
Support, and the Hepatitis C Trust, who circulated an
electronic link to their members’ mailing list. The survey
asked participants to list those questions that they had asked,
or had wanted to ask during medical consultations.

(3) Semistructured interviews (individual or group) were
conducted with patients with cirrhosis, close family
members and HPs, identified from hepatology outpatient
clinics of a liver transplant unit based in Southern England
(June to December 2017). During each interview (conducted
by S.D. or J.T.S.L.), participants were asked to list questions
that they considered were important to ask during medical
consultations, and about their perspectives about HP
communication (Appendix I—topic guide, Supplemental
Digital Content 1, http://links.lww.com/JCG/A555). All
interviews were recorded using a digital voice recorder.
Two researchers (J.T.S.L./S.D.) independently extracted a
list of potential topics for inclusion in the QPL from each
interview. All participants were given information about the
study and gave their informed consent to take part.

Phase 2—Construction of the QPL
The lead researcher (J.T.S.L.) grouped the question topics

identified in phase 1 into themes. Question topics covering the
same or similar issues were merged. The number of potential
question topics was reduced using a methodology similar to that
used for the development and refinement of the quality of life
measures.14,15 A multidisciplinary expert panel consisting of 4
liver specialists, 3 palliative care HPs, 3 academic palliative care
researchers and 2 patient representatives further reduced the ini-
tial list of question topics to a more manageable number. Inter-
views were then conducted with 8 people with cirrhosis, 3 family
members, and 3 liver clinicians. A focus group with 6 liver
clinicians was also conducted. Participants were shown the draft
QPL and were asked to comment on: its comprehensiveness;
clarity; relevance; practical issues regarding its implementation;
potential barriers to use; and additional resources that might be
required to facilitate its introduction. The draft QPL was also
sent to leads of voluntary organizations involved in phase 1 of the
study to obtain their opinions about its content and format. The
expert panel was then reconvened, the number of items was
reduced and the QPL was revised (Appendix II, Supplemental
Digital Content 1, http://links.lww.com/JCG/A555) ready for
piloting.

Phase 3: Pilot Study
Eligible patients for the pilot study were adults, with a

diagnosis of cirrhosis, attending selected clinics at a tertiary

liver unit in Southern England and identified by their liver
clinicians. Patients provided written informed consent and
were given a copy of the QPL before their scheduled con-
sultation. Participants were asked to identify up to 3 ques-
tions from the QPL that they wanted to ask during their
appointment. After the consultation, patients were asked
whether the QPL was used, and if so, which questions were
asked. Those who did not use the QPL were asked why this
was the case. Data were collected about participants’ age,
gender, ethnicity, and cause of liver disease.

Semistructured interviews were conducted with a con-
venience sample of 10 study participants (8 of whom had used the
QPL during their consultation and 2 of whom had not), 1 family
member (non-QPL user), and 6 HPs (4 consultants and 2 clinical
nurse specialists) working in clinics where the QPL was piloted.
Patient and family member participants were approached at least
24 hours after initial consent was provided and were interviewed
by telephone using a topic guide (Appendix III, Supplemental
Digital Content 1, http://links.lww.com/JCG/A555) once further
informed consent was obtained. Interviews were written-up by
researchers contemporaneously.

Analytic Methods
A mixture of qualitative and quantitative analytic

methods were used for analysis. Descriptive statistics were
used to describe demographic data for participants in the
pilot QPL study and in the qualitative studies. Interviews and
focus groups were subjected to thematic content analysis, and
a frequency count was conducted on themes identified.

Ethics
Approval for different aspects of the study were obtained

from UCL REC (3552/003) and Yorkshire & The Humber-
Sheffield Research Ethics Committee (17/YH/0042).

RESULTS

Phase 1—Generation of Potential Question
Topics

Detailed results from the systematic literature review have
been published elsewhere.12 In summary, 19 research studies were
identified, involving 1413 patients, 31 family carers, and 733 HPs.
From these papers, 18 potential question topics were identified
(Appendix iv, Supplemental Digital Content 1, http://links.lww.
com/JCG/A555).

The online survey was completed by 278 respondents.
However, only those responses (n= 78) from patients iden-
tified with liver cirrhosis or liver failure were used to gen-
erate potential questions for the QPL. Respondents were
predominately white UK females, aged 45 to 64 years,
diagnosed with autoimmune conditions (Table 1). From
these responses, 165 potential question topics were identified
(Appendix iv, Supplemental Digital Content 1, http://links.
lww.com/JCG/A555).

Semistructured interviews were conducted with 12 patients
with cirrhosis [mainly male, median age: 51 y with a diagnosis of
alcohol-related liver disease (ARLD)], 6 close family members
(mainly fathers or sons) and 14 HPs (7 doctors, 6 nurses, and 1
allied health professionals). These generated a further 78 question
topics (Appendix iv, Supplemental Digital Content 1, http://links.
lww.com/JCG/A555).

Thus, 258 potential question topics were identified. After
merging similar issues together and removing duplicates, a
reduced list of 82 question topics was constructed. Topics
with similar themes were grouped into the following
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categories: symptom issues; understanding my liver disease;
management of my liver disease test/scan results; medication;
the impact of liver disease on my life; progression of liver
disease, and life expectancy; transplant issues.

Phase 2—Construction of the QPL
At the initial expert panel meeting, 82 potential question

topics were converted into 30 questions for inclusion in a first
draft of the QPL. This number of questions is in line with the
size of previously developed QPLs.11 These questions initially
included 6 that were specifically relevant to transplant patients.
Patients, family members, and users/health professionals asso-
ciated with voluntary liver organizations considered the content
of the QPL to be reasonably comprehensive but suggested
further questions, in particular concerning diet. Clinicians were
supportive of the draft QPL, but thought it contained many
generic questions, which were impractical to answer in the time
allocated for an outpatient appointment. Clinicians advised
removing questions that they felt could more easily be addressed
using other resources (eg, factsheets) rather than requiring a
personal response (eg, what is cirrhosis?). Clinicians also advised
removal of transplant questions, as they were not considered to
be relevant to most patients and may cause upset for those
patients in whom a transplant was not indicated.

The expert panel was then reconvened and produced a
final version of the QPL, containing 22 questions and links/
advice about sources of information and points of contact
for support (Appendix I—finHPal version QPL, Supple-
mental Digital Content 1, http://links.lww.com/JCG/A555).

Phase 3—Pilot Study
Between December 2018 and March 2019, 808 patients at

64 liver outpatient clinics were screened for inclusion in the study.
A total of 215 patients were considered eligible (on screening of
notes) of whom 133 were approached by researchers and gave
consent to participate. Eighty-two patients from the list either did
not attend or were not interested in participating. Participants
were predominantly white UKmales with a mean age of 62 years
and mainly had a diagnosis of ARLD or nonalcoholic steato-
hepatitis (Table 2—demographic details). Patients who used or
did not use the QPL had similar features in terms of gender,
ethnicity, and age, but those who used the QPL were less likely to
have a diagnosis of ARLD.

Of 133 participants, 67 both read and used the QPL during
their medical consultation, 54 did not use it and 12 participants
left the hospital after their outpatient consultation before
researchers were able to interview them (Fig. 1). Among those
who used the QPL, all questions were asked at least once
(Table 1). The most frequently asked question was, “What is my

TABLE 1. Participant Demographic Details—Online Survey,
Semistructured Interviews (Phase 1)

Online Survey n (%)

Patient N= 78
Age range (y)

18-34 4 (5)
35-44 8 (10)
45-54 19 (25)
55-64 28 (36)
65-74 15 (19)
> 75 4 (5)

Ethnicity
White—UK 71 (91)
White—other 6 (7.5)
Mixed—white UK/African 1 (1.5)

Gender
Male 27 (35)
Female 51 (65)

Cause of cirrhosis
Autoimmune (PBC, AIH, PSC) 42 (54)
Nonalcohol fatty liver disease 14 (18)
Alcohol-related liver disease 10 (13)
Viral (HBV/HCV) 3 (4)
Other (hemochromatosis, Budd-Chiari,
SCS, cryptogenic)

5 (6)

Unknown 4 (5)

Semistructured Interviews n (%)

Patient N= 12
Age

Mean (SD) 51 (11)
Minimum-maximum 31-69

Gender
Male 8 (67)
Female 4 (33)

Ethnicity
White—UK 7 (58)
White—other 3 (25)
South Asian 1 (7.5)
Other 1 (7.5)

Cause of cirrhosis
Alcohol-related liver disease 6 (50)
NASH/NAFLD 2 (50)
Hepatitis C 1 (3)
Unknown 3

Close family member N= 6
Relationship status

Parent 3
Son 2
Spouse 1

Gender
Male 3 (50)
Female 3 (50)

Ethnicity
White—UK 6 (100)

Cause of patient cirrhosis
Alcohol-related liver disease 3 (50)
NASH 1 (17)
Unknown 2 (33)

Health professional
Profession

Consultant hepatologist 5
Registrar/clinical fellow 2
Transplant nurse coordinators 4
Clinical nurse specialist 1
Alcohol liaison nurse 1
Dietician 1

Gender
Male 6 (43)
Female 8 (57)

Ethnicity
White—UK 12 (86)
Black—UK 1 (12)
South Asian 1 (12)

AIH indicates autoimmune hepatitis; HBV, hepatitis B virus; HCV,
hepatitis C virus; NAFLD, nonalcoholic fatty liver disease; NASH, non-
alcoholic steatohepatitis; PBC, primary biliary cholangitis; PSC, primary
sclerosing cholangitis; SCS, secondary bilary cirrhosis.

TABLE 1. (continued )

Semistructured Interviews n (%)
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life expectancy?” Requests were made by at least 10 participants
to be referred to a local charity, which offers help with practical
and social issues (Table 3).

Patient Experience With the QPL
A thematic content analysis of the open comments

made in feedback by participants suggested that the QPL’s
main benefit was to act as a general prompt/reminder
(n= 20). In some cases, the QPL acted as a specific prompt
for issues such as life expectancy (n= 4), travel (n= 2), or
work (n= 1). Some participants felt that it helped in
organizing questions (n= 4) or in generating new questions

(n= 3). A few stated that it had helped legitimize asking
questions to their doctor.

Detailed interviews with a subsample of participants
showed that they were positive about the QPL. They found
it easy to use, well-structured and with questions clearly
presented. One participant felt that they had not had ade-
quate time to consider the QPL before their consultation.
All participants felt that they would have no problems in
asking many of the questions on the QPL, except for the
question on “life expectancy,” about which 3 participants
expressed some reluctance. Two participants indicated that
they would be fearful of asking this question, although 1 had
said that he would have asked this question sooner if he had
been given the QPL earlier. One felt that, since he had asked
his allotted 3 questions, and because the clinic was busy, his
additional questions could wait for another occasion.

Study participants who did not use the QPL during their
consultation felt that it only had limited usefulness for them (38/
55). Most (n=24) felt that the QPL had come too late for
themselves, having lived with the disease for several years.
During this time, attendance at repeated clinic appointments
had provided plenty of opportunities to ask doctors the ques-
tions that they wanted an answer, although they reflected that
they may have benefitted from the QPL if it had been given at
an earlier point in their illness. Some participants who did not
use the QPL (n=11) felt they were able to prepare their own
questions without needing a communication prompt. Three felt
that QPL items were not relevant to them or their specific liver
disease. Five participants had limited English language skills so
were unable to use the QPL, but wanted to take it home to be
translated by family members. Three had expressed a desire to
use the QPL in their appointment and had identified ques-
tions to ask, but had forgotten to ask these questions. Three
had said that the HP had answered the questions they had
wanted to ask and therefore they did not need to use the
QPL. Two participants had decided that they did not want to
use the QPL. Finally, 3 participants said that although they
were planning to use the QPL, their appointment was run-
ning late and they felt rushed, which in turn made them
uncomfortable asking their clinician any additional questions.

Clinician Experience With the QPL
The 6 clinicians interviewed (2 clinical nurse specialists, 4

consultant hepatologists) identified no problems with using the
QPL in their clinics, although 1 consultant suggested that it
would have more use in a nurse-led clinic as they have more time
in their appointments to answer questions. Clinicians highlighted
several potential benefits of the QPL, such as empowering pa-
tients to ask questions and making them more aware of existing
support services and sources of information. Some clinicians felt
that newly referred patients or those recently given a diagnosis of
cirrhosis were the ideal patient group in whom to use the QPL,
whereas another thought it should be given to all patients with
liver disease. Some clinicians felt that the QPL would be less
beneficial to patients on the transplant waiting list or those who
had been regularly attending the clinic for a long period.

Suggestions for Improving the Delivery of the
QPL in Clinical Practice

Findings from QPL users, QPL nonusers and HPs high-
lighted that careful consideration would be required about how
best to deliver the QPL were it to be implemented more widely.
Most participants appreciated receiving the QPL while waiting
for their appointment as this provided adequate time to decide
which questions to ask. Some patients suggested that it might be

TABLE 2. Participant Demographic Detail—Pilot Study (Phase 3)

n (%)

Total sample N= 133
Age

Mean (SD) 62 (12)
Minimum-maximum 27-85

Gender
Male 77 (62)
Female 47 (38)

Ethnicity
White—UK 71 (57)
White—other 19 (15)
South Asian 17 (14)
Other 8 (6)
Missing

Cause of cirrhosis where recorded N= 125
ARLD 63 (47)
NASH/NAFLD 21 (16)
Autoimmune (PSC/PBC/AIH) 18 (14)
Viral (HBV/HCV) 12 (9)
HCC 1 (1)
Cryptogenic 2 (2)
Portal hyper/HV+SV thrombosis 3 (2)
Mixed 5 (4)
Missing 8 (6)

QPL users N= 67
Age
Mean (SD) 63 (10)
Minimum-maximum 35-85

Gender
Male 43 (64)
Female 24 (36)

Ethnicity
White—UK 37 (55)
White—European 11 (17)
South Asian 12 (18)
Other 3 (4)
Missing 4 (6)

Cause of cirrhosis
ARLD 25 (37)
NASH/NAFLD 13 (19)
Viral (HBV/HCV) 9 (13)
Autoimmune (PSC/PBC/AIH) 11 (16)
HCC 1 (1)
Heme/ARLD 1 (1)
NASH/ARLD 2 (3)
HV thrombosis 1 (1)
Missing 4 (6)

AIH indicates autoimmune hepatitis; ARLD, alcohol-related liver dis-
ease; HBV, hepatitis B virus; HCC, hepatocellular carcinoma; HCV, hepatitis
C virus; HV, hepatic vein; NAFLD, nonalcoholic fatty liver disease; NASH,
nonalcoholic steatohepatitis; PBC, primary biliary cholangitis; PSC, primary
sclerosing cholangitis; QPL, Question Prompt List; SV, splenic vein.
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preferable to receive the QPL by post, before their appointment,
as it would have provided them with an opportunity to discuss
questions with significant others and to have more time to con-
sider their question selection. One clinician felt that it was
important to have access to information leaflets so that they
could provide patients with written material because there may
not be adequate time to answer the questions verbally during the
appointment.

DISCUSSION
This is the first study to develop and pilot a specific QPL for

patients with cirrhosis to address their informational needs. As
with previous studies, our findings demonstrate the feasibility and
acceptability of using this type of communication aid in secon-
dary care.10,11 Our results show the potential of the QPL to
improve communication between patients and liver HPs and to
increase patient participation in clinical consultations. Patients felt
that the QPL empowered them to ask questions and clinicians
recognized the need to respond to patients’ queries. As with
previous studies,4 we found that patients not using the QPL, said
that they may have done so if it had been given at an earlier stage
in their illness. Our study highlighted specific areas in the care of
cirrhosis patients where information was lacking particularly
concerning the progression of liver disease and life expectancy.

Although our study showed the acceptability and utility
of the QPL in increasing patients’ capacity to ask relevant
questions, our findings did not specifically explore how the
QPL should be implemented in clinical practice. In keeping
with previous research,9 we found that most patients and
clinicians felt that providing the QPL to patients on their
arrival to the clinic provided sufficient time for it to be

considered before the consultation. Nonetheless, some patients
forgot to use the QPL. Significant memory problems are a
particular problem for patients with cirrhosis, particularly
those with hepatic encephalopathy16 so clinicians may need to
prompt patients to use the QPL during their appointments.

Clinicians need to be aware that differences in ethnicity,
gender, or other cultural factors between themselves and their
patients may present barriers to asking difficult questions.
Clinicians also need to be aware that patients’ willingness to use
the QPL may be influenced by the cause or severity of their liver
disease. This is illustrated by our finding that patients with
ARLDwere less likely to use the QPL. The use of the QPLmay
also be affected by patients’ fluency in understanding written
English.

Current evidence suggest that the provision of information
increases if patients use a QPL during their consultations.
However, there is less evidence about whether QPLs improve
patient recall, reduce anxiety or improve satisfaction.9 Further
research will be required to evaluate the impact of the QPL on
other relevant patient outcomes such as patient empowerment17

or satisfaction with the quality of health communication.18

Future research would also need to consider the health-
economic impact of the QPL. Increased consultation times
have a financial cost in both publically and privately funded
health care systems. In the latter, it may be necessary to
develop time-dependent billing codes to take into account
any resulting additional consultation time.

Study Strengths
The QPL was developed using the perspectives of all

relevant stakeholders, including patients, their family members,

FIGURE 1. Patient recruitment and use of QPL. OP indicates outpatient; QPL, Question Prompt List.
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and HPs. Our expert panel consisted of a multidisciplinary team
of academic and clinical palliative care and hepatology
researchers and 2 “experts by experience,” who ensured that the
development of the QPL took into account patients’ per-
spectives. Development of the QPL used robust mixed
methodology, incorporating an iterative process with several
cycles of the patient, carer, and clinician feedback.

Study Limitations
This study took place in a large, tertiary referral, liver unit

and so its findings may not be transferable to other settings.
Another limitation of our study was that, because of resource and
practical constraints, we were only able to produce the QPL in an
English language version. Since the QPLwas evaluated as part of
a research study, participants were actively screened for suitability
for inclusion and were supported by the research team to use the
QPL before their consultation. This additional support is unlikely
to be available if the QPL were to be adopted for use in clinical
practice unless additional resources were to be made available.

Implications for Practice and Future Research
Subject to local modification and evaluation we believe

that the QPL would be appropriate for use with patients
with liver cirrhosis caused by any etiology in other liver
outpatient clinics. Our results suggest that the QPL may
be more useful for patients recently diagnosed with cirrhosis
and during their first few visits to the clinic. It would

be important for future studies to include a health-economic
analysis and validated patient-reported outcomes to assess
the overall costs and benefits of introducing the QPL into
routine practice. The QPL was developed in a predom-
inately white UK population, so further studies are needed
to validate the tool in populations from different ethnicities
and countries, to ensure that the QPL is culturally
appropriate.

CONCLUSIONS
We have developed a brief QPL, which is acceptable

and feasible to use in patients with liver cirrhosis attending
hepatology outpatient clinics in secondary care. Further
work is needed to define the best way of delivering and
evaluating this communication aid.
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