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Supportive cardiology:
Bridging the gaps in care
for late-stage heart failure

patients

Interactive tools were created for patients with advanced heart failure

and their clinicians to improve information sharing regarding living with

the disease, managing symptoms, and making end-of-life decisions.

ABSTRACT

Background: Embedding a palliative approach
into management of advanced heart failure
remains an important yet challenging aspect
of the current care model.

Methods: Late-stage heart failure patients were
interviewed about their health care journey,
and themes were extracted by multidisci-
plinary partners. The project team created
two original interactive tools for patient and
provider perspectives.

Results: The tool for patients and their car-
ers supplements discussions with clinicians
regarding prognosis. It focuses on recognizing
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signs and symptoms of heart failure progres-
sion and exacerbation and outlines skills for
adapting to this transition. The aim of the
clinician tool is to support clinicians’ skills in
caring for advanced heart failure patients. It
includes guidance through the stages of care
and interactive links to further information
and support.

Conclusions: Two novel tools were created to
address gaps in existing heart failure guidelines
and patient education regarding advanced
heart failure trajectory that were identified by
patients and their providers.

Background

More than one in five Canadians are expect-
ed to experience heart failure during their
lifetime, and an estimated 600000 Canadi-
ans are currently living with the condition.?
Through improvements in diagnostics and
treatment of cardiac events, heart failure has
become a common endpoint for patients
with advanced stages of cardiac decline."
Heart failure mortality has long exceeded
deaths from lung, breast, and prostate cancer
combined and has a 1-year mortality rate of
23.4%. Further, up to 80% of heart failure
patients will be hospitalized during the last
6 months of life and are more likely than
cancer patients to die in the inpatient set-
ting.** Prognosis aside, the disease course
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also brings with it a multitude of symptoms
that limit quality of life, including fatigue,
dyspnea, angina, anxiety, and depression.”

The progressive nature and terminality
of heart failure remain poorly appreciated by
patients and their caregivers. Ambardekar
and colleagues demonstrated discordance
between physician and patient percep-
tions of prognosis and candidacy for in-
vasive measures in advanced heart failure.?
The Social Worker—Aided Palliative Care
Intervention in High-risk Patients With
Heart Failure trial further supported this
misperception by showing a frequent over-
estimation of life expectancy in patients at
high risk of heart failure mortality.’ The
deficit in both end-of-life communication
during heart failure and specialist palliative
care access has been increasingly recognized
over the last decade and beyond. In a 2009
position statement, the European Society
of Cardiology addressed the discrepancy in
palliative care involvement between heart
failure and oncological conditions, despite
heart failure being considered equivalent
to malignant disease with respect to symp-
tom burden and mortality. Jaarsma and
colleagues provided recommendations re-
garding the timing of a palliative approach,
specifically that discussions about goals of
care and prognostication should occur early
and be revisited frequently.”®
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The integration of a palliative ap-
proach into the active management of
evidence-based heart failure care remains
challenging. As the population ages and
the number of patients requiring palliative
care increases, specialized palliative care
physicians must focus on patients with the
most complex biopsychosocial needs due
to limited capacity.!! These providers rely
on a palliative approach being applied by
clinicians of all disciplines to their full scope
of practice; for patients with heart failure,
that includes the cardiologist and primary
care provider. Primary care providers are
not always aware of whether their patient
is eligible for further disease-modifying
cardiac care and, therefore, may expect the
cardiologist to convey prognostic informa-
tion to the patient if this is not possible.
However, cardiologists receive little formal
training in palliative care, despite frequently
encountering such scenarios, and may feel
ill-equipped to host discussions about pal-
liation with patients.'*" As a result, the sub-
jects of disease progression and prognosis
are often absent in their clinical encounters
until a very late stage.’® In terms of feasi-
bility, Gandesbery and colleagues incorpo-
rated a palliative medicine service into their
heart failure outpatient clinic to achieve
an embedded model of care.!” O’Donnell
and colleagues similarly used a palliative
approach that involved early conversations
on quality of life, prognostic understanding,
and end-of-life preferences, which were led
by a social worker trained in palliative care;
this intervention resulted in both improved
documentation of advanced care preferences
and patient readjustment of initial baseline
prognostic estimates.’

Recognizing the challenges for advanced
heart failure patients in accessing a pallia-
tive approach to care before the final days
of life, we explore the gaps in the patient
care journey and identify opportunities for
improvement. The objective was to create
mirrored tools for patients and clinicians
that address the same issues but from dif-
ferent perspectives and thereby support
improved care and communication for the
patient and enhance clinicians’ skills. We

outline the needs assessment used and de-
scribe the creation and implementation of
two interactive tools that were informed by
patient experience.

Methods

Patient population

The project was conducted in Victoria,
British Columbia. Adults with advanced
heart disease (n = 10) were invited by their
primary care provider to participate in an
hour-long interview about their illness ex-
perience. Criteria for recruitment included

Education is paramount in
setting expectations of the
patient and their carers.

a diagnosis of advanced heart failure with
symptoms refractory to maximal medical
management and one or more heart failure
hospitalizations in the last year. Following
national policy and the use of the ARECCI
Ethics Screening Tool, this initiative was
deemed to be a quality improvement study
and was exempt from formal ethical review
per Article 2.5 of the Tri-Council Policy
Statement: Ethical Conduct for Research
Involving Humans — TCPS 2 (2018).

Initiative

'This project was spearheaded by two physi-
cian leads: a cardiologist and a family phy-
sician with a focused practice in palliative
medicine. The objectives were to improve
the quality of life and prognostic awareness
of late-stage heart failure patients and their
carers and increase the comfort and skill
of primary care providers in caring for this
patient population.

Two novel partnered tools on advanced
heart failure were created for clinicians and
patients; each is embedded with palliative
approaches. The tools were created as origi-
nal material by the project working group,
composed of the physician leads, a heart
function clinic nurse clinician, and a car-
diology social worker, as well as primary
care providers and specialists in cardiology,
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palliative care, and internal medicine. The
iterative process of tool creation began with
a multidisciplinary team meeting in April
2019 to identify a standard clinical path-
way for late-stage heart failure patients.
Interviews with advanced heart failure pa-
tients and their carers were conducted by
a cardiology social worker, which provided
the group with vital information to iden-
tify gaps in the care pathway and deter-
mine the most appropriate and relevant
content for the tools. Common positive
themes included access to and support by
primary care providers; challenges identified
included inadequate symptom and medica-
tion management, system navigation, infor-
mation sharing, and timing of prognostic
conversations. A subgroup was created to
include patient partners with lived cardiac
experience, who played an integral role in
ensuring the patient tool was written in a
manner that was applicable to the target
audience.

Two plan-do-study-act cycles were
completed in January and February 2021
with a focus group of clinicians who re-
viewed tool content, advised on revisions,
and provided recommendations to ensure
that the two tools remained complemen-
tary.’® One of the overarching goals of the
tool creation was to ensure ease of user ex-
perience. To facilitate this, the tools were
created through a low-tech platform as in-
teractive PDFs to maximize their use by
patients and providers. The content aligns
with current recommendations from the
most recent practice guidelines from the
Canadian Cardiovascular Society, Cardiac
Services BC, and BC Centre for Pallia-

tive Care.

Results

The tools

The clinician tool, which focuses on delivery
of care from the primary care perspective, is
divided into three stages of advanced heart
failure: (1) transition to late-stage heart
failure, (2) periodic assessments and/or ex-
acerbations, and (3) actively dying. Each
stage provides guidance on communica-
tion, symptom assessment and treatment,
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disease modification, and optimization of
daily functioning. The platform provides
hyperlinked content to respective sections
and chapters within the tools and external
links to evidence-based resources to sup-
plement the information within the tool.
Therefore, the tool provides guidance on
issues that arise during the three stages of
advanced heart failure and addresses the in-
formation needs of multiple clinician groups
by providing easy-to-follow prompts and
step-by-step descriptions. The aim of the
clinician tool is to support clinician skills
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in caring for advanced heart failure patients
[Figure 1]. The tool is available at https://
pathwaysbc.ca/ci/5231.

'The tool for patients and their carers
focuses on recognizing signs and symp-
toms of heart failure progression and ex-
acerbation and outlines skills to adapt to
this transition. It also includes diagrams
of disease trajectories, helpful questions to
ask, and future conversations to consider.
'The language provides clear information
for the patient, as well as recognition of
the carer’s role and needs. This tool also

has links to additional resources, which al-
lows the patient to access as much or as
little information as they require, at the
appropriate time in their health care jour-
ney. The overarching purpose of this tool
is to foster empowerment and preparation
for active participation in discussions and
decision-making with the health care team
[Figure 2]. The tool is available at https://
pathwaysbc.ca/ci/5230.

In June 2021, the interactive tools were
made available to Vancouver Island users
of Pathways, a provincial online resource

-
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be improved, the focus of care turns to managing symptoms.
5- Approaching final weeks/months of life.
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SUPPORTIVE CARDIOLOGY TOOL

This tool was designed for clinicians who have patients with advanced heart failure. This tool has been designed to support
the patient’s heart function and symptom control through to end of life. This tool has been created and is optimized for use

for heart failure or refractory symptoms despite evidence-based treatment)

Provide your patient with the partner document “What Really Matters Now: Notes for Living with Advanced Heart Failure”
CLICK HERE for an optional questionnaire to have your patient complete in the waiting room prior to their visit.
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How is the patient coping?

Is patient coping well at home?
Do they need care supports?

DRIVING

Is the patient still driving?
Do they need a driving assessment?

FRAILTY
detail page How frail is the patient?

Are they at high risk for falls?
SLEEP

Is the patient sleeping enough?

MEDICATION MANAGEMENT

DIET

ELIMINATION

._/\'

Any changes in mood according to patient or family?

Is cognition affected (as noted by patient or family)?

How are the patient’s medications managed?

Is the patient meeting daily diet requirements?
Do dietary restrictions / preferences align with goals of care?

Are they having issues with urinary continence?
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FIGURE 1. Screenshot of the clinician tool (https://pathwaysbc.ca/ci/5231).
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WHAT REALLY MATTERS NOW

NOTES FOR LIVING WITH
ADVANCED HEART FAILURE

A Comprehensive Resource for People Who have Advanced

Heart Failure and the Carers who Support Them
Shared Care Supportive Cardiology Project
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FIGURE 2. Screenshot of the patient tool
(https://pathwaysbc.ca/ci/5230).

for physicians and their staft supported by
the Family Practice Services Committee
that provides categorized and searchable
patient and physician content. The tools are
also available on the Island Health intranet,
and work is underway to make them avail-
able to Pathways users across the province.
The patient tool is currently distributed to
patients seen at the heart function clinic in
Victoria. Further distribution is being con-
ducted through educational rounds provided
to local physician groups. The intention is for
the tools to bridge the gaps in existing heart
failure guidelines and patient education re-
garding the disease trajectory [Figure 3].

Discussion
Heart failure is a common, life-limiting ill-
ness with an often unpredictable disease
trajectory. Its course is unique and challeng-
ing and entails navigation of the health care
system with multiple care providers. Thus,
when a patient is diagnosed with heart failure,
education is paramount in setting expecta-
tions of the patient and their carers. Similarly,
ensuring provider comfort and aptitude in
navigating a palliative approach is of utmost
importance in promoting effective commu-
nication between patient and clinician.
Concurrent administration of support-
ive palliative care alongside evidence-based
disease-modifying therapies is advised in

FIGURE 3. Trajectory of heart failure, with a timeline showing where existing guidelines and education
extend and where the clinician and patient tools can bridge the gap.
Image adapted with permission from Goodlin SJ. JACC 2009;54:386-396.

the literature.’%? Nonetheless, it has also
been well recognized that palliative care
is often missing in the provision of com-
prehensive patient care in late-stage heart
failure.’®*1¢ Due to the finite availabil-
ity of palliative care specialists, ill-defined
roles among other providers in addressing
palliation, and concerns about insufficient
training in palliative care, patients with ad-
vanced heart failure are frequently not given
the information they need to navigate their
care and end-of-life decisions.!*"*3 This is
further supported by our needs assessment
of the patient experience: common themes
included challenges regarding information
sharing with their provider, symptom man-
agement, and lack of understanding of their
condition. It is essential to highlight the
frailty of this patient population: most in-
terviewees did not survive to completion of
the project. Mapping the patient journey
of those with advanced heart failure has
provided improved understanding of their
unique experience and the landscape of care
for this patient population, as well as a rec-
ognition of the importance of primary care
providers as a foundational support.

Summary

Two novel interactive educational tools
geared toward patient and clinician per-
spectives on advanced heart failure were

created. They include palliative approaches
and considerations that can be incorporated
early in the course of caring for these pa-
tients. The aim was to better support these
audiences by using documented patient ex-
periences and project objectives as guidance.
Through the creation of the clinician tool, it
is hoped that widespread education about
the use of palliative approaches in late-stage
heart failure can be achieved in a sustain-
able, independent manner. Given that the
documented patient experiences reiterated
the deficit of a palliative approach described
in the literature, the patient-focused tool is
intended to serve as a supplement to pro-
vider communication in managing patient
and caregiver understanding of disease state
and progression, providing considerations
in difficult conversations, and oftering avail-
able resources.

Study limitations

'This work is limited in that patient experi-
ences were obtained from a small, homo-
geneous population that represented most
heart failure patients in our geographic re-
gion. We acknowledge that there will be
differences in patient preference regarding
the tools’ level of detail and areas of em-
phasis. To mitigate this potential barrier,
we recommend that these tools be cultur-
ally adapted to improve their relevance
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to different populations. Ease of use may
also be limited because the tools exist in an
online, interactive format, which requires
technological literacy; therefore, they may
not be accessible to the elderly population
afflicted with advanced heart failure. The
patient tool can be printed, but the length of
the clinician tool without the capacity for its
interactive, hyperlinked function may pre-
clude use in a paper format. Until adequate
time is allowed for providers to incorporate
palliative approaches earlier in the disease
process, clinical utility of the tool remains
to be evaluated.

Next steps

'The goal of this project is widespread dis-
semination of the patient and clinician
tools. Further work is ongoing to create
connections across the province and beyond
to facilitate distribution of the tools on a
large scale. The hope is that with increased
use, familiarity, and time since implemen-
tation, an assessment of clinical utility and
patient experience can be completed. Bl
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