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Purpose: To identify and rank areas of treatment burden in chronic heart failure (CHF), including solutions, that should be discussed
during the clinical encounter from a patient, and doctors’ perspective.

Patients and Methods: Patients with CHF and clinicians managing heart failure were invited. Nominal group technique sessions
held either face to face or online in 2021-2022, with individual identification of priorities and voting on ranking.

Results: Four patient groups (N=22) and one doctor group (N=5) were held. For patients with heart failure, in descending order of
priority Doctor-patient communication, Inefficiencies of the healthcare system, Healthcare access issues, Cost implications of
treatment, Psychosocial impacts on patients and their families, and Impact of treatment work were the most important treatment
burdens. Priorities independently identified by the doctors aligned with the patients’ but ranking differed. Patient solutions ranged from
involvement of nurses or pharmacists to enhance understanding of discharge planning, through to linkage between health information
systems, and maintaining strong family or social support networks. Doctors’ solutions covered timing medicines with activities of
daily living, patient education on the importance of compliance, medication reviews to overcome clinical inertia, and routine clinical
audits.

Conclusion: The top treatment burden priorities for CHF patients were related to interaction with clinicians and health system
inefficiencies, whereas doctors were generally aware of patients’ treatment burden but tended to focus on the complexity of the direct
treatment work. Addressing the priority issues identified here can commence with clinicians becoming aware of the issues that matter
to patients and proactively discussing feasible immediate and longer-term solutions during clinical encounters.
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Introduction
The population-wide prevalence of chronic heart failure (CHF) has been reported at 1-2%' but the estimate increases
three-fold for older people aged >45 years.” The incidence of CHF is increasing in the developed and developing
world,>* leading to progressive disability,” as well as high costs for health care systems.®’ As a result, attention has
focused on its early detection, intensive treatment, patient education and self-management. Heart failure (HF) can be
asymptomatic® or present without alterations of ventricular ejection fraction (detectable on echocardiography),9 so a large
proportion of patients can experience delayed diagnosis and subsequent worsened prognosis. '

A challenge less evident than the burden of symptoms for patients with chronic disease'' and their families is the
burden of treatment. With the rapidly ageing population, the prevalence of comorbidities and the lack of readiness of

health systems to deal with the increasing workload of repeat hospital presentations and admissions, the delegation of
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some disease management tasks to patients has escalated. While giving patient autonomy and capacity to self-manage is
a worthy initiative, the physical, cognitive and emotional impact of these added responsibilities without matching health
education or social networks may be detrimental.'> These disruptions to patients’ lifestyle routine is known to affect
treatment compliance and quality of life'* as not all patients have the same level of literacy, financial resources or
competence to meet the expected duties or access informal support.'* Treatment burden encompasses the tasks given by
healthcare professionals to a patient and/or their informal caregiver for optimal management of a chronic disease, a
workload that also impacts on the quality of life of patients’ families.'>'® A systematic review of qualitative studies
reported that treatment burden includes a wide range of issues from patients receiving incomplete or conflicting
information on prognosis, discordant expectations between patients and healthcare providers, poor availability of support
services, to the need to self-monitoring treatment progress and disease milestones.'” In the case of heart failure, treatment
burden has been described as the combined workload imposed on patients by multiple appointment, lifestyle changes,
medications and the suboptimal communication and organisation of care.'® These pressures, including lack of relevant
information and reduced service access, affect social interactions, emotional health and ability to self-manage the
disease.'’

People living with heart failure may not be fully aware of their illness trajectory, their goals of care or the actions
required in a health crisis.”’ To compound matters, the sometimes extensive list of recommendations delivered by
doctors, while aligned with best practice guidelines, can negatively impact on patients’ social life,'* emotional wellbeing,
quality of life,'® motivation for treatment adherence, satisfaction with treatment, and subsequent health outcomes.?'
While measurement of this burden is subjective and patient-specific,”' treatment burden has a significant impact on
patients and reflects the quality of patient-centered care (or lack thereof) that needs attention and remedial action.

In an ideal world, treatment burden would routinely be discussed in the patient-clinician encounter. However, despite
this concept being acknowledged already a decade ago, it has not yet fully been incorporated in routine care or clinical
practice guidelines.”” In an effort to address this gap, we aimed to elucidate treatment burden topics that patients and
clinicians thought were important to discuss in the clinical encounter.”® It is also important to ascertain clinician’s
awareness and understanding of the implications that self-management activities can have for their patients. The results
may help to clarify barriers to treatment adherence, address patients’ treatment burden, including strategies that can be
implemented in the clinical relationship (eg, de-prescribing, tailoring information to patients’ needs), as well as planning
health service improvements, inform education programs and resource allocation.

The nominal group technique (NGT) was considered the method of choice as it is widely recommended to achieve
consensus on priorities,>* and it has previously been used in patients with multiple chronic health conditions.?

Material and Methods
Specific Objectives

To identify and rank areas of treatment burden in chronic heart failure, including solutions, that should be discussed
during the clinical encounter from a patient, and doctors’ perspective. This manuscript reports the findings from nominal
group technique sessions, including patients with heart failure and physicians treating patients with heart failure, and

follows the Standards for Reporting Qualitative Research guidelines.?

Eligibility

For the patient NGT sessions, adults (=18 years) with chronic heart failure with or without comorbidities who had
received in- and/or outpatient care at The Gold Coast Hospital and Health Service, Australia were invited to participate.
Those with inability to give informed consent or unable to communicate in English were excluded. For the doctor NGT
sessions, physicians in the Australian States of New South Wales and Queensland, who had managed patients with heart
failure for at least two years, were invited to contribute.
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Recruitment

We obtained ethics approval from our institutional human ethics board and our study complies with the Declaration of
Helsinki. Separate nominal groups were conducted for patients and doctors. Patients were identified from outpatient
clinic lists, the hospital’s electronic medical records, or through direct referrals from hospital doctors. Participants
received an information sheet, and a brief set of questions on demographics, number of comorbidities, number of
daily medications, and after considering the number of hours spent on self-care activities they were asked their self-
perceived treatment burden as a single question using a 4-point Likert scale (from not at all burdened to overwhelmingly
burdened). They signed a consent form prior to participation in the NG session. Participants in any of the groups were
allowed to withdraw consent at any time. Sampling was not determined by saturation but by availability of patients as
this project was conducted during the pandemic and experienced several interruptions. We had planned a minimum of 8
participants and three groups. Physician participants were directly identified and contacted by one of the investigators
(CCD) and contacted via email using a brief screening interview (gender, specialty and whether managed CHF patients).

Nominal Group Meetings

We conducted four face-to-face NGT sessions lasting approximately 2 hours each with patient participants at Gold Coast
Hospital, and one NGT session via a videoconference platform with physician participants. The NGT sessions had the
following structure: 1) idea generation; 2) round robin sharing of ideas and discussion of tentative themes, and 3)
ranking, as previously reported by others.”” All sessions were audio-recorded, and the discussion part was transcribed.

At least two facilitators were present at each NGT session, one facilitator was nominated as scribe and the other
facilitator focused on moderating the discussion. For the patient NGTs, three facilitators had health services research
background and two were physicians not managing any of the participating patients. After an initial introduction to the
project objectives, participants spent the first 10 minutes reflecting on the main treatment concerns and listing treatment
burden issues they would like to discuss during a patient-physician encounter. Subsequently, each participant took turns
in a round-robin process to list a single treatment burden priority, until all priorities were recorded. The scribe
documented the issues in an Excel spreadsheet, which was projected onto a wide screen for all participants to see.
Any misunderstandings were rectified during the session before priority voting was undertaken. The same process was
followed when conducting the virtual NGT sessions, except that the scribe shared their excel spreadsheet on screen.

The facilitators grouped similar issues into preliminary themes. The preliminary themes were reviewed by partici-
pants and after an opportunity to provide feedback, the agreed themes were finalised and approved by all members of the
NGT session. Each participant then individually selected and ranked the five most important burden of treatment topics
from the list. Voting and ranking was recorded on a customised anonymous form which was then provided to the scribe
to record and tally. The NGT session resumed with a summary of the collective top five priorities for confirmation, and
the facilitator encouraged patients to reflect on and discuss potential solutions to the priority concerns, which their doctor
could assist with at a clinical encounter.

The process undertaken for doctors included two prompts to consider -from their own perspective: a) What issues
related to patients’ burden of treatment do you think should be discussed between doctor and patient/carer? b) Please
think about the elements of treatment that are likely the most burdensome to your patients, and why you think it would be
good to discuss these during a consultation. The round robin proceeded in the same fashion as per patients’ NGTs, with
another medical specialist as facilitator, individual doctor reflections being shared, and the collective list of issues
prioritised.

Data Processing and Analysis

Electronic files were password protected and saved in the secure university server only designated researchers had access
to them. All data was anonymized at collection time, with only indication for the date of NGT. Two authors (MC, AS)
participated in the collation, interpretation and final decisions on the priorities identified in the NGT sessions using both
scores and numbers of votes as previously recommended by others.”® The process for collation and analysis of the
multiple patient NGs is described in Table 1.
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Table | Analysis Steps for Decisions on Priority Topics for the Patient NGT Sessions

Steps | Description of Analysis Process

| One author grouped all individual priorities raised during each of the individual patient NGT sessions under themes (coding).”' The initial
coding framework was developed independently by this author based on the content of each emerging theme, irrespective of sum of
scores. Priorities documented by the scribe were abstracted and similar concepts or experiences clustered into categories in a
spreadsheet and a brief descriptive label was assigned (coding).?' Interpretation of these clusters (themes) relied on the detailed situations

expressed by participants. Themes were analyses for all patient groups.

2 A second investigator reviewed the coding framework. In case of differences of opinion between the investigators, consensus was reached

through iterative discussions and refinement of the framework of themes.

3 The scores were added from all patient NGT sessions for each individual treatment burden priority.

4 All priorities were grouped in into themes, independently of the scores they received. The scores from all priorities grouped under the

same theme were combined to obtain an overall score for each theme.

5 Themes were ranked based on their combined score from all individual priorities. If different themes had the same score, frequency of
8

voting (how often the topic had been ranked in the top 5) was used to determine the final ranking of themes.”

Abbreviation: NGT, nominal group technique.

For the doctors’ NGT session conducted, we used the same procedure but only had priorities grouped under themes
from one session. The naming to themes from the doctors’ (D) NG that were similar to those emerging from patients (P)
NG were mapped, arriving at consensus on themes. The mapping is presented graphically in the results section, with
patients’ themes represented as 1P-6P and doctors’ themes represented as 1D-4D) and common themes cross-referenced.

Results
Five nominal groups were conducted over 12 months, four with 22 patients (10 female, 12 male), and one group with five
doctors. The mean number of participants across the four patient groups was 5 (range 4-8), all but 3 were retired, and the
overall mean age was 70.5 years. Of the 22 patients, five reported been significantly or overwhelmingly burdened by their
treatment. They were taking a median of 14 medications per day (mean 13), and four of them had comorbidities
including diabetes, kidney disease or cancer. Two thirds (13 patients) were somewhat burdened by their treatment. They
were taking a median of 8 medications per day (mean 10), and seven of them had comorbidities (chronic obstructive
pulmonary disease, asthma, diabetes, chronic kidney disease, cancer, sleep apnoea).

Of the 5 physicians, 3 were women, and all managed patients with heart failure in an in-and outpatient setting at
consultant level (no information on years’ experience with CHF); two were geriatricians, two were general medicine
physicians, and one was a general medicine physician and endocrinologist.

Patient’s Priorities
The priority issues raised are summarised in six themes and presented in descending ranking order in Figure 1. The most
important priority was Doctor-patient Communication (1P), covering patient perception of unempathetic doctor con-
versations on the phone, poor understanding of patient circumstances, including language barriers and lack of inclusion
of families in the discussions, ignoring patients’ suggestions based on their personal knowledge of their disease and their
preferences, and use of medical jargon. Additional examples of poor communication included lack of information on the
rationale for many medications, their potential risks, interactions, and side effects. Finally, the patients’ acknowledgment
of their low literacy on own condition emerged repeatedly, resulting from having insufficient information from healthcare
professionals on the disease progression/trajectory, the irreversible nature of the condition, and explanation for changes in
medication during hospital admissions and details of discharge planning. These, compounded by lack of communication
between different types of doctors, impacted on loss of faith in clinicians.

Inefficiencies of the healthcare system (2P) ranked as the second priority theme for patients. This recurrent theme
encompassed multiple testing requirements, poor communication across healthcare providers from different sectors of the
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N
Theme 1P. * Clinicians’ lack of empathy communicating with patients and family
Patient-doctor communication (theme 2D) * Loss of agency due to information gap on medications

* Poor awareness of illness trajectory, discharge planning and prognosis
/
* System communication failures between hospital and general practice
Th 2P * Poor communication amongst clinicians in the same service
L * Multiple lab i
- . ple lab tests and appointments
Inefficiencies of the healthcare system (theme 3D) > ¢ Inefficiencies in the ED with specialist waiting times
¢Inflexible outpatient appointment times led to long days or missed follow-up )
4 N\
Theme 3P * Low specialist numbers — long waiting lists
Healthcare access * Not k-nowing Pjow _to _choose and find. relevant sp_ecialists
* Hospital location limits ready access in emergencies
J
(e Implications on travel insurance h
;I:-hertn.e 47.' ti f treatment > * Lack of guidance on subsidies
ostimplications of treatmen * Non-rational scheduling of appointments impact on cost
\_*Cost of leftover medication when regimen changes Y,
/' Impact on personal activities
Theme 5P. * Impact on work
Psychosocial impact on patients & family (theme 4D) * Impact on family’s social life
* Restrictions on patient lifestyle impact on quality of life
\' Psychosocial symptoms requiring support )
o . N
* Burdensome medication regime
* Medication side effects discourage compliance
Theme 6P. * Medication related symptoms preclude implementation
Impact of Treatment Work (theme 1D) * Challenge of dietary/fluid monitoring in and out of hospital
*Prioritising appointments limits availability of time for exercise )

Figure | Treatment burden themes emerging from the patient (P).
Note: Numbers in brackets (#D) signal the themes common between doctor (D) and patient (P) groups (see Figure 2).

health system leading to conflicting advice and fragmented care. Additionally, medication changes by junior doctors
without consultation with managing specialists, waiting times for test results and action plans, and waiting in emergency
department to be seen by specialists was also discussed.

The arrows in dark shades in Figure 1 indicate concordance of priorities with the doctors’ (D) group, which will be
discussed in the next section. Table S1.1, Supplement 1 presents examples of quotes to illustrate the concepts as

expressed by participating patients.

The third most important priority, Healthcare Access (3P), was a concern in terms of challenges finding appropriate
specialists and being able to book timely appointments with them, and lack of hospitals close to patient’s home in case of
emergencies.

Cost Implications of Treatment (4P) was the fourth priority covering the lack of information on government subsidies
for medications and disability-related health service entitlements, as well as non-streamlining of appointments impacting
on travel and parking costs.

The Psychosocial impact on patients and family (5P) manifested as a series of disruptions to usual activities, work,
social interactions, and general quality of life stemming from the driving to multiple appointments, waiting times, and
hospitalisations. Patients felt frustrated and refused to accept their predicament, and guilty about their inability to plan
social life, and the imposition of time on their companions and needing support at home because of the associated
treatments and the anxiety of not being able to self-manage.

Finally, the theme Impact of Treatment Work (6P) reflected the burden of implementing medication regimen and non-
pharmacological aspects of management in and out of hospital. Concerns about the physical impact of treatment side

effects, such as disrupted sleep, falls from hypotension, difficulties performing activities of daily living, weight gain
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precluding physical activity and the fluid and salt intake demands, discouraged compliance with recommendations.
Although this theme was discussed at length, it emerged as the sixth priority.

Doctors’ Perception of Treatment Burden

All four doctors’ themes for perceived patient treatment burden (Figure 2) coincided with four of the six themes
identified by the patient groups (highlighted as darker arrows on the themes in both Figures 1 and 2. Impact of
Treatment Work (1D) was the treatment burden topic with the highest priority for doctors and included pill burden
(high number of different medications), having time-critical drugs, demands of repeat tests and appointments, and
difficulties following advice on diet, fluid and salt restriction, and adverse effects of polypharmacy affecting activities of
daily living.

Doctors recognised that there was poor Patient-doctor Communication (2D) affecting health system coordination and
leading to communication breakdowns between health sectors, absence of multidisciplinary approaches and lack of
clarity on what role the primary care provider plays. They also raised patients’ lack of knowledge about the disease
process and patients not seeing a connection between disease symptoms and prognosis or risk factors and outcomes.
However, doctors did not mention that this second treatment burden might be due to them not providing sufficient and
appropriate information to patients.

The theme inefficiencies of Healthcare System (3D) also emerged for doctors and referred to fragmented care across
different occupational groups, absence of medication monitoring by different colleagues managing patients, and repeat or
lengthy hospitalisations.

Psychosocial impact on patients and family (4D) of treatment burden ranked among the top priority themes for
both patient and doctor groups (5P, 4D). It covered the need for multiple appointments, long waiting times at
services, and repeat testing was also prioritised. Work absenteeism, and constantly needing family members stressed

/e Complexity of medication regime, time-critical medication
« Side effects affect compliance, sleep, usual activities, predispose to falls from
hypotension
Theme 1D. ¢ Burden of measuring fluid and salt
¢ Being thirsty and not being able to drink; Adherence to nutritional and dietary advice
* Ability to attend appointments face-to-face or virtually due to frailty, transport,
cognition affecting ability to attend appointments, technology hurdles to book them
* Frequency of and access to blood tests
\_ ¢ Need to undergo additional testing e.g.. echo

Impact of treatment work ( theme 6P)

[+ Absence of multidisciplinary approach on health education

Theme 2D. * Unclear role definition between GP/specialist on health education/promotion
Patient-doctor communication (theme 1P) | e Patient low understanding of disease trajectory, discharge planning, risk factors,
J/ progression, outcomes and prognosis

| * Lack of use of interpreter services especially in areas of multicultural populations

| eFragmented care of heart failure between GP, general physicians and cardiologist (other
Theme 3D. N\ hospital specialist)

Inefficiencies of the healthcare system (theme 2P) ¢ Multiple hospital admissions and long length of stay

| * Doctor inadequate knowledge and clinical inertia lead to inappropriate prescribing

Theme 4D * Acceptance/ coming to terms with chronic disease and having unrealistic expectations
around the end of disease and symptom management, lose faith in doctors
* Poor communication between patient and clinician canincrease anxiety

\ /

Psychosocial impact on patients (theme 5P)

Figure 2 Themes emerging from doctors’ (D) perceived treatment burden of their patients.
Note: Numbers in brackets signal the themes common between patients (P) and doctor (D) groups (See Figure 1).
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relatives and interfered with other caring responsibilities, such as child minding. These were mentioned as an
important point of discussion in a clinical encounter whereby anxiety, frustration, and irritability about the many
lifestyle limitations and how the uncertainty of coping alone led to poor quality of life and need for psychological
support in several cases. Doctors perceived the impact extending to patients struggling to accept the irreversible
nature of chronic heart failure and anxiety (4D) resulting from communication breakdowns with clinicians in
relation to medication changes and conflicting advice about fluid restrictions. Table S1.2, Supplement 1 provides

exemplar priorities raised to support the above themes.

Issues such as the lack of clinician’s knowledge or CHF management leading to inappropriate prescribing (clinical
inertia, lack of titrating, no tailoring) and lack of use of interpreter services posing a burden on multicultural populations
were raised in the NG but attained zero points during voting. However, they fitted within the inefficiencies of healthcare
system and patient-doctor communication themes respectively.

The ranking of individual priorities for both participant groups based on sum of scores and frequency of votes is
shown in Table 2.

Table 2 Comparative Priorities of Patients and Doctors

Sum of Scores for Group | Group | Group | Group | Overall Score for Frequency of Voting Ranked Priority
Each Theme I 2 3 4 all Themes Across | for All Themes (Based on Scores
(Groups 1-4) >>> All Groups Across All Groups and Frequency)

Umbrella Theme
on patients
priorities

Patient-doctor 24 49 20 18 11 37 Ist

communication

Inefficiency of 49 21 27 9 106 34 2nd
healthcare system

Healthcare access 32 2 34 13 3rd
Cost implications of 15 3 4 Il 33 12 4th
treatment

Psychosocial impacts 35 35 9 5th

on patient and families

Treatment Work 9 13 22 9 6th
Priorities identified | Group Overall score Frequency of voting® | Ranked priority
by doctor 1 (scores and
participants frequency)
Impact of treatment 49 49 11 Ist
work

Patient-doctor 19 19 8 2nd

communication

Inefficiencies of 13 13 5 3rd

healthcare system

Psychosocial impacts 3 3 3 4th
on patient
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Solutions Proposed by All Groups to Highest Ranked Treatment Burden Priorities
The solutions proposed by patients and doctors were summarised from the respective spreadsheets used during the NGT
sessions.

To overcome poor Patient-doctor Communication (theme 1P) on discharge planning and prognosis, patients proposed
the involvement of nurses prior to hospital discharge or CHF educators after specialist appointments to inform patients
about diet and medications (equivalent to diabetes educators). Doctors were also supportive of the concept of nurses or
pharmacists directly providing information to patients, thus freeing up doctors for other tasks. In addressing this theme
doctors also proposed (theme 2D) monitoring indicators of deterioration, such as functional decline and hospital
readmissions and involving the patient as part of the coordination process including referrals back to GP and discussions
on advance care planning.

The perceived inefficiencies of the Healthcare System (theme 2P), such as poor communication between clinicians in
different services, could be potentially addressed through email communication between hospital and general practice, or
linkage between information systems to prevent delays in transmission of test results and discharge summaries. These are
expectations from patients who have signed up to consent to hold all healthcare related information in the mobile
electronic health records in the Australian health system. Some but not all GP services have already implemented this
strategy to streamline communication. Doctors’ suggestions to alleviate fragmented care (theme 3D) included improved
communication across different specialists for a holistic approach to care and medication update across body systems.

Patients did not perceive consultations with trainee doctors or telehealth as valid alternatives to face-to-face
appointments to address challenges of Healthcare Access (theme 3P). Patients acknowledged that there are already
mechanisms in place in the Australian universal health insurance scheme to mitigate the Cost implications of treatment
(theme 4P), such as partial government subsidies and coverage of some medications and tests. However, patients
suggested that clinicians would provide them with information on how to access subsidised services and reduce cost.

To mitigate the Psychosocial Impacts (theme 5P) of treatment burden, patients acknowledged the importance of a
strong family/ social support network. To prevent the prescription of unnecessary or inappropriate medications by junior
doctors or doctors usually not involved in the patients’ care, and to be better informed about the reasons for having to
take specific drugs (theme 6P, Impact of Treatment Work) patients suggested that pharmacists directly communicate with
clinicians to improve prescribing practices. In addition, brochures or printouts, double-sided cards with medication list
and allergies, and a personalised letter with reasons for medications prescribed and its benefits, and explanations on the
rationale for repeat testing, were proposed.

For the challenges of dietary restrictions (theme 6P) patients proposed specific recommendations from dietitians on
food preparation or resources, such as a take-home book of easy recipes, which could be used by the relatives supporting
them. This was preferable to vague recommendations on reducing salt and fluid intake. Patients recognised that the need
to cook following specific dietary requirements could potentially negatively impact on the family’s social life (6P), as
could having to accompany patients to multiple appointments. Many practical suggestions emerged from the doctors’ NG
to address the Impact of Treatment Work (theme 1D) including: Timing with other activities of daily living to ensure
adherence, patients setting a timer, compliance checks (eg pill score) at the community pharmacy; blister packs;
education of patients on the importance of adherence and self-management of titration; having realistic dietary goals
in the context of patient preference and religious needs. More broadly, critical medication review (doctors’ role),
rationalising and tailoring of medications to the individual balancing optimal treatment effect vs quality of life; and
Clinical audit (system level solution).

Discussion

Summary of Results

This study based on NGT sessions with patients with CHF and physicians treating physicians with CHF, found that the
burdens of heart failure treatment are numerous and complex. From a patient’s perspective, Patient-doctor communica-
tion, Inefficiency of healthcare system, Healthcare access limitations, Cost implications of treatment, Psychosocial
impacts and Impact of Treatment Work were the most important burdens they wanted discussed in a clinical encounter.
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Over half of the burdens prioritized by patients were also identified by doctors, suggesting aligned awareness. However,
the priority rankings differed, indicating that doctors’ awareness of their patients’ treatment burden tends to focus on the
complexity of medication and testing demands and health system coordination issues. The perception that health
professionals’ focus during the clinical encounter is the pharmacological and laboratory component of treatment rather
than patient education for optimal self-care has been identified by CHF patients before.? Patient-doctor communication
was an emerging theme in both our groups, but the contents of the themes differed: patients focused on low empathy and
loss of autonomy due to information gaps, while doctors emphasized underuse of interpreter services and blurred role
definition across healthcare providers on whose duty was to provide patient health education about illness trajectories.
Likewise, the common theme of inefficiencies of the healthcare system was built from disconnection between different
healthcare providers, multiple service encounters or testing numbers and long waiting times. In turn, doctors interpreted
this theme as fragmented care across specialties, deficiencies of medication reviews, and overuse of hospitals. Overall,
doctors were largely aware of the treatment burdens affecting their patients with heart failure and what they wanted to
discuss with them, they rarely considered the broader impact this care has on the patients care givers and family. We
believe the discrepancies in the content of themes by patients and doctors was due to differing roles, perceptions and
priorities rather than any methodological issues.

Results in Context with Other Literature

It is reassuring that all the identified priorities in our NGs align with the components of the treatment burden
questionnaire applicable across chronic conditions, which summarises burden items into domains of medication adher-
ence, dietary and physical activity advice, self-monitoring with laboratory tests, healthcare provider visits, and social
impact.*® Our study broadened this scope of understanding by not only investigating the component of treatment burden
for people with CHF, but also focusing on which of these components should be discussed as a priority in the clinical
encounter. Several of these treatment burdens have been highlighted in other health systems such as in the UK.'®
Likewise in the US, patients with deteriorating heart failure were more likely to be non-adherent and attain high
treatment burden scores using a questionnaire that included the domains of side effects, disruption of daily living
activities, convenience, and global satisfaction.!

The lack of older patients’ awareness about the nature of their chronic illness due to Patient-clinician Communication
problems (1P, 2D) was also reported in heart failure in a European survey of nurses. They perceived that conversations on
illness trajectory was more appropriate if left for relevant moments, such as during exacerbations or towards the end of
life, and acknowledged that patient education on this was not commonplace in routine care.’* Patients in a UK qualitative
study complained about the medicalized models of care and consistent with our NGs also mentioned time-limited
consultations diminishing understanding of their disease prognosis and precluding discussions on concerns when they
would prefer an inclusive partnership approach and better communication.”® Contrary to our patients’ suggestion of

coordinated discharge planning in the hospital setting itself, others have promoted transitional healthcare®*>°

post-
discharge as a beneficial interface with community providers to ensure optimal treatment adherence and support to
manage the burden. Patient-centered care in chronic disease management may be delivered at either or both time points.

Inefficiency of healthcare system, was also described as “fragmented care” in a UK consultation that reported
multiple clinicians not communicating with one another; this led to restricted patient relationships with the management
team and lower patient confidence in health professionals.'® Poor care coordination leading to loss care continuity was
also raised by by CHF patients in a qualitative survey in Norway.?’ Overall, our findings align with this body literature
and given that people who experience chronic disease are more likely to be older from disadvantaged backgrounds, there
needs to be more coordinated care and focus during the clinical encounter on communication that caters for physical
disability and social disparity.

Healthcare access limitations mentioned by patients appear to occur across countries as acknowledged in a UK
retrospective analysis of qualitative data from 47 patients with CHF where waiting times for specialist advice and
challenges of transport arrangements were highlighted,'® and in an Iranian qualitative consultation of 14 CHF patients
where lack of continuity and access to health professionals hindered adherence to self-management.>” What is interesting
in our study and worth considering is that patients did not perceive consultations via telehealth as a valid alternative to
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face-to-face appointments as a means of addressing Healthcare Access. Although telehealth been promoted as an
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alternative to face-to-face consultation and may even overcome challenges of access for some people,
suggest that possibility that it may not be suitable for all patients, all ages, or all topics to be discussed.

Within the Cost implications of Treatment theme (4P), a review within the US healthcare system found that advanced
age and other underlying comorbidities predisposed patients with heart failure to higher costs of treatment, with
hospitalization being one of the major financial burdens.*® While this does not necessarily translate to all health systems,
it is important to consider as our NG patients may not have identified or emphasized this association with concurrent
illnesses. On the other hand, the absence of information on subsidised services that may benefit disadvantaged patients
has been previously reported,*' although the link with access to care found by others did not emerge in our NGs.

Our findings ratify the psychosocial impacts (5P, 4D) of both symptoms and CHF management on patients and
families daily life reported in a recent ethnographic study.*? This predicament -termed “biographical disruption”- was
described for chronic conditions in general some two decades ago.*® A recent literature review on chronic heart failure
also referred to the impacts of treatment burden on work, life and social relationships.”® Likewise a US survey of 125
older patients with heart failure reported psychological distress and mental exhaustion resulting from the social
restrictions of treatment and self—management.19 Despite the psychosocial impact of CHF being acknowledged some
two decades ago, it is concerning that recent literature, including our findings, suggest that this burden is still an ongoing
issue for patients. Recently, studies reported in a systematic review indicate that symptom burden can also lessen patient
ability and opportunity for adherence to treatment recommendations.** However, the impact of symptoms mentioned by
our participants was mostly referred to as side effects of treatment, and did not emerge as a strong hurdle for participants’
confidence in self-management or capacity for health service seeking behaviour.

As the detrimental consequences of treatment non-adherence on heart failure trajectories has been previously
identified,* the Impact of Treatment Work (6P, 1D) needs to be addressed. A narrative review described its scope in
line with our findings as the demands of medication management and coordination of information, resources and health
service interaction for testing and follow-up. Additionally, treatment work encompassed coping with multiple side effects
of medication and dietary restrictions, particularly onerous for those with multimorbidity and in end stages.*® Another
review highlighted the difficulties achieving assistance from clinicians and families to deal with the challenges of
monitoring and adjusting HF treatment regimens.*’

Several solutions to treatment burden emerging from our participants have been investigated by others in the literature
to ensure patients’ adherence to medication. A narrative review on patient education to reduce re-hospitalisation also
recommends educational interventions tailored to older patient’s education, motivation and cognitive levels.*® Further, a
randomised trial of patient education for general practitioners via a 2-day workshop, however, did not achieve enhanced
quality of care for CHF patients compared to usual management, despite 3-monthly personalised instructions to patients
on identifying risk factors, alarm signs, self-care and patient goals.*’

Patients’ and their family’s reluctance to accept heart failure prognosis and adapt to changing lifestyle (4D) has also
been reported before.’® The authors of that qualitative consultation recommended monitoring of the barriers and enablers
for successful management processes.

Our study ratified and prioritised perceptions of the unanticipated practical, financial, and psychosocial demands heart

. . . . . 1 1
failure patients’ and their families experience'®”

and the aspects they want to discuss in a clinical encounter. These
burdens have also been reported for other chronic conditions®* and might be amenable to a holistic approach. Treatment
burden has been shown to affect patients’ compliance with treatment and their satisfaction with care, hence it is important
to address it. Recent calls for inclusion of the implications of this burden in clinical practice guidelines set a direction
where patients and caregivers’ values and preferences are considered in a shared decision-making process.”* We support
others in this area to suggest that patients’ families and caregivers should not be excluded from treatment and decision-
making.>**

Traditionally, the strategies of motivation and education have been used to attempt to improve patients’ adherence
with prescribed treatments. Given the numerous additional responsibilities self-management and self-monitoring of heart

failure brings on patients, we agree that there is a role for enhancing clinician awareness of the concept of patients’
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treatment burden as an important source of non-adherence™ and address some of the treatment burden challenges

outlined in this study during the clinical encounter.

Strengths and Limitations

Our research aimed to highlight, prioritise and change patient-doctor discussions about treatments and to provide a
framework for patients’ non-adherence issues based on a patient-centred perspective. The use of the NGT process based
on a published approach,® minimised the impact of any dominant participants (which can be a challenge with other
focus group formats). Two reviewers independently analysed the content of the discussions and agreed on the final
themes and sub-themes. While our target number of participant patients was 8—10 for each NG session in accordance
with previous recommendations in the expert literature,’® the actual group sizes were smaller (range: 4-8). This was due
to unforeseen acute patient illness, COVID-19 related social distancing restrictions, or participants changing their mind
about attending the session at the last minute. COVID-19 regulations also meant that patient sessions had to be
rescheduled or postponed several times to comply with distancing and this lengthened our study duration. Our doctors’
NGT session had to be conducted online instead of face to face, but the session dynamics or contributions were not
affected by this modality.

Conclusion

The burden of heart failure treatment in and out of hospital is multidimensional and extends beyond the direct impact of
treatment work. This study compared and contrasted perceived patient burden from two perspectives. For patients, the
impact of poor communication with clinician is the most burdensome as it impairs their autonomy and understanding of
disease trajectory. Inefficiencies of the healthcare system, for example, the lack of care coordination that impacts on their
time spent on appointments and tests, follow closely. Doctors were generally aware of patients’ treatment burden but
tended to focus on the complexity of the direct treatment work. They need to better understand the financial and
psychosocial impacts of the recommendations they give in routine care. While participating patient numbers were fewer
than planned due to COVID-19 restrictions, their insights were collectively prioritized to inform future discussions at
clinical encounters. In addressing the burdens identified by patients, future guidelines could accommodate patient
concerns, preferences and financial capacity and should ideally incorporate a section on treatment burden and recom-
mendations for evidence-based interventions. Meanwhile, strategies to address the priority issues identified here can
commence with clinicians becoming aware of the issues that matter to patients and their families/caregivers and
proactively discussing feasible immediate and longer-term solutions during clinical encounters.
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