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Abstract

Objective: For people managing chronic illness, such as heart failure, adequate health
literacy is crucial to understand the complex information that underpins self-care, yet
evidence suggests poor understanding in this patient population. To better
understand patients’ heart failure comprehension and why knowledge gaps may exist,
this study sought to explore perceptions of patient-provider communication and
ascertain unmet educational needs and preferences.

Methods: Semi-structured in-depth interviews were conducted with 15 symptomatic
in-patients with heart failure. Data collection and analysis occurred simultaneously
until saturation was reached. Transcripts were analysed using thematic analysis.
Results: Participants relied heavily on providers for HF information and support,
expressed numerous unmet educational needs, and had mixed feelings about quality
of communication. Participants expressed the need for credible, tailored heart failure
information that accounted for comorbid conditions, and preference for face-to-face
information delivery. Knowledge gaps included heart failure pharmacotherapy,
symptom appraisal and management, cause and chronicity of heart failure, and a
specific action plan for heart failure symptom exacerbation. Barriers to effective
patient-provider communication included providers using complex medical
terminology, lack of adequately detailed information, relationships that did not foster
open communication, and participants’ memory problems.

Conclusion: Gaps in knowledge and poor communication may indicate inadequate
availability of multidisciplinary heart failure management programs, and/or fidelity to
guideline recommendations.

Practice Implications: Evaluating heart failure management programs is important to
ensure consistent delivery of best-practice education and care. Nurses play a key role

in the delivery of patient-focused health information.
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Introduction

More than 23 million people worldwide live with heart failure (HF). It is an irreversible
chronic condition most prevalent in older people and the leading cause of their
hospitalisation worldwide. Almost 50% of patients with HF are re-hospitalised at least
once within 6 months,® which accounts for most of the cost associated with HF
management. In the UK and Switzerland, hospitalisations account for approximately

two thirds of total healthcare spending on HF?), and in Australia, approximately 85%.3)

Many HF hospitalisations are considered preventable with proper self-care.*® Self-
care in HF involves a range of behaviours carried out by patients, often with the help
of family members or caregivers, to actively manage their condition.”) Self-care
involves complex decision-making processes that are often difficult for patients to
grasp. Whilst there are many factors that influence a patient’s capacity to self-care,”
%) adequate disease-specific knowledge and understanding form the basis of effective
self-care. Knowledge of the general concepts of HF, pharmacological and non-
pharmacological therapy, as well as symptom recognition, appraisal, and appropriate
response to exacerbations is essential to avoid preventable re-hospitalisations.
Despite HF guideline promotion worldwide,®'? many patients remain confused

about basic aspects of their condition and its management.(13)

Delivery of self-care information may contribute to gaps in patient knowledge and
understanding. Almost 40% of HF patients have low health literacy,™* which impacts
on their ability to understand and use health information. Health literacy is dependent
on exposure to different information/health messages and how these are
delivered.!’> Health literacy is therefore inextricably linked with patient-provider
communication. Adequate access to, and quality of, health communication is vital to
improve health literacy in HF. Poor communication can lead to major gaps in
knowledge and confusion about how to apply information to real life circumstances.
Low health literacy is associated with poorer health outcomes and use of healthcare
services (greater use of emergency care and hospitalisation, lower probability of the
use of preventative services).l®) A recent study also confirmed health literacy as an

independent predictor of self-care behavior in HF.('7) Health literacy is therefore a key



outcome in health education, not just in HF, but across all populations. Moving from
inadequate to adequate health literacy levels is inherently dependent on cognitive
skills,’> which is also problematic in HF. Prevalence of cognitive impairment in HF
varies from 25%(18) to 80%° depending on cognition assessment.’®) Memory,
attention, and problem solving are areas of concern in patients with HF and have been

shown to have direct negative consequences on self-management capacity. 2% 21)

A focus on the patient’s perspective of health communication in HF is important to
understand how to best provide usable information to empower patients to become
more engaged in self-management.\?? Studies to date have not focused on patients’
needs and preferences for HF information, which can provide patient-centered targets
for intervention. Understanding what type of information is most useful, from the
patient perspective, is key in facilitating high quality patient education and fostering

adequate health literacy.

Aims

This study aimed to explore HF patients’ perceptions of patient-provider
communication, highlighting barriers and facilitators of effective health information
delivery, preferred sources of HF information and perceived gaps in HF knowledge to

ascertain unmet educational needs.

Methods

Study design
This article reports on the qualitative portion of a mixed-methods study exploring

delayed care-seeking in HF.

Recruitment

Participants were recruited from June 2015 — August 2016 using inpatient lists from
the cardiothoracic ward at a teaching hospital in Australia. The study site is a centre
of excellence for cardiology and national leader of cardiac service provision, including
cardiac transplantation. People are often referred to this site from across Australia,

resulting in an array of patients with varying demographics and sometimes unique and



severe clinical characteristics. Symptomatic HF patients (New York Heart Association
class 1I-IV)23) with at least one previous HF-related hospitalisation (not including the
current HF admission) were considered eligible for the study. Sufficient English
language reading and speaking skills, and the ability to provide written informed
consent were also necessary. Patients were excluded if they were unable to provide
informed consent or had documented dementia. Eligible patients were invited to
participate, provided verbal and written explanation of the study, and given the
opportunity to ask questions. Interviewees were a convenience sample of participants
recruited into the larger study, including those who expressed an interest in discussing
HF knowledge and patient-provider communication. Interviewees had to have the
physical capacity to participate in a conversation for up to an hour without significant
deterioration (e.g. breathlessness and fatigue) and be available and willing to speak at
length in a busy clinical setting. This study was approved by the hospital and university
human research ethics committees (ETH:12/052) and conducted within the principles

of the Declaration of Helsinki.(24)

Data collection

Semi-structured interviews were primarily conducted in-person in hospital (n=11) in a
private interview room on the cardiology ward or at the bedside when patients were
less mobile. The interviewer was a PhD candidate with a Medical Science (Honours)
degree and prior clinical research experience in a HF population. Prior to study
commencement, participants had no relationship with the researcher, as she was
uninvolved with their care. Interviews were conducted by telephone in cases where
participants had been discharged (n=4). Interviews lasted from 31-95 minutes, were
audio-recorded with permission of participants, and transcribed verbatim. All
transcripts were de-identified with pseudonyms replacing names and identifying

information removed.

Interviews began by asking participants to talk about their experience with their heart
condition and how they dealt with it. Additional questions asked where participants
sourced HF information, in what way they perceived the utility of the information, and
what types of information they needed. Participants were then asked about their

perceptions and experiences with patient-provider communication and in what way



this informed their preference for information delivery style. The interviewer
periodically summarised participants’ accounts during interviews and asked for

confirmation or clarification of meanings.

Data collection and analysis occurred simultaneously. When new themes ceased to
emerge from transcripts, it was deemed that saturation had been reach and

recruitment for interviews ended.

Data analysis

Descriptive thematic analysis of transcripts was undertaken.?> Transcripts were each
read multiple times and initial notes were made to describe proceedings. Transcripts
were then coded line-by-line to represent each segment of the data. Codes were
applied to summarise concepts and then grouped into larger categories. Emerging
themes were listed at the bottom of each transcript and supporting information
(quotes) added. To enhance rigour and credibility of findings, two additional authors
independently parallel coded a selection of transcripts.?®) Emergent themes were
discussed to check for consistency of interpretation and disagreements deliberated
until consensus was reached. A conceptual map was developed to reflect perceptions
of HF education and patient-provider communication across all transcripts and then

refined.

Findings
Of the fifteen participants, ten were male and median age was 55 years. Most
participants did not live alone and were NYHA class Il (53%). Participants were

managing, on average, five co-morbidities. Characteristics of the fifteen participants

are presented in Table 1.
Perceived barriers and facilitators of patient-provider communication

Memory problems and complex medical language impede effective communication
Limited executive function was a barrier to remembering vital health information,
particularly clinical terminology. Difficulty recalling events and names including those

to label symptoms, treatment, test and diagnosis led to gaps in knowledge and



impacted communication with providers, where participants were not able to
effectively communicate their concerns to their doctors. Note-taking during
consultations was described as an effective way of addressing this. This participant
explained how note-taking also helped relay important facts to other health providers,

facilitating management continuity.

‘This time around we (husband and 1) are writing things down so... then you
can back track...it’s a bit like when they said ok, your defibrillator can go
through the MRI scanner, but one of my leads can't. It’s good to know in future
that if you were in a situation, my husband and | both know that | can't have

an MRI because of the lead. (Participant 13, female)

Complex medical language also impeded patient-provider communication and
affected understanding. Conversely, plain language was linked to effective provider
communication where understanding was clear and shared, as in the following

example.

‘...because she just speaks...she doesn't speak in long words or anything, she
just speaks so that anybody would understand what she was saying’

(Participant 3, female)

Whilst medical language was identified as a potential barrier to effective

communication, asking for clarification was an effective way of mitigating this issue.

‘He's usually pretty clear, | think. If | don't like the answering, | tell him to dumb it
down a bit so | can understand. It’s always good to do. They come up with these
words like thoracic and all that sort of stuff and | say, well, what the hell is that?

(laughs)’ (Participant 15, male)

Incoherent information leads to confused representations

Information delivered consistently by all providers was most effective in clarifying
uncertainty. One participant described the strong coherence of a message when
delivered from multiple providers. The participant did not have to weigh viewpoints

because they were all the same. He had a clear, well-articulated, consistent strategy.



‘...it’s good that there’s that support there and | now realise, coming from the
doctor, the specialist and the nurse, that any problems - just ring an
ambulance. They can decide whether it’s a problem or not.” (Participant 12,

male)

Heart failure information that was inconsistent, incomplete, or lacked detail led to
gaps in patient understanding. As a result, patients connected pieces of information
themselves, often from different providers, to construct bigger pictures. Lack of clear
information in relation to pharmacotherapy and side-effects was frequently

described.

‘I don't think they do enough explanation of the drugs they are giving you. They
come in and they say oh we'll give you this, this, and this. I've only really seen
a pharmacist maybe... twice or three times come in and actually explain to me
what the drugs are. It’s normally the nurses who come in and say, “the doctor
has prescribed this and this” and you ask the nurse and she says “oh, it’s just
for that”. But they don't actually explain to you what 'that' is. That’s been
another one of my ongoing sagas with the hospitals. They don't explain to you

enough what tablets they are giving.” (Participant 11, male)

Lack of perceived effort to keep patients informed about the details of management
contributed to participants’ overall negative healthcare experience. Getting
information was perceived as a ‘long process’, often leaving patients unclear about
their condition. It was frequently noted that HF information delivered by providers
was inadequate, not thoroughly explained, or not communicated at all. Some
participants perceived doctors lacked time to talk to patients so instead relied on

nurses as a first point of call for advice.

Patient-provider relationships impact communication

Patients described varying levels of comfort in openly communicating and asking
questions during patient-provider consultations. This was largely dependent on the
nature of the relationship between patient and provider either being positive and

supportive, or paternalistic. Relationships incorporating trust, compassion, flexibility



and effective two-way communication made participants more comfortable to reach

out to their trusted providers, namely those who made themselves easily accessible.

‘..l can just ring up and the girls (at reception) will just say come straight in,
we'll fit you in... and she'll just fit me straight in. She's very good like that. She's

very, very good. Very caring.’(Participant 3, female)

In some cases, patients’ embarrassment to ask questions was a barrier to effective
communication. Patient-provider consultations were not perceived as an appropriate
time for asking questions if one did not already possess a high level of understanding.
It was perceived that doctors were not open to being asked questions and expected
compliance, overlooking the patient’s right to know and make decisions of their own

volition.

‘Doctors are a funny group. They don't like to be questioned on decisions...they
should realise too, it’s your life they are dealing with, not their own...”

(Participant 2, male)

The perception of doctors’ lack of openness to discussion was a barrier to effective
communication, and a reflection of the perceived social and cultural norms of being

subordinate to those in the medical profession.

‘...see this is the other thing 'I'll do as I'm told' because in our day... it’s rude to

ask the doctor something, you know, you just accept it.” (Participant 8, female)
Heart failure information needs and preferences for information delivery

Perceived gaps in knowledge

Participants openly acknowledged that they did not fully understand their condition,
despite living with it daily. Specifically not well understood were clinical terminology,
pharmacotherapy, symptom recognition, appraisal and management, and the cause
and chronicity of HF. As an example of unmet need for information, the following
participant explained the clinical term for her condition was learned only through
attending cardiac rehabilitation after suffering multiple myocardial infarctions,

resulting in a sense of shock when hearing her diagnosis.
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‘...she (cardiac rehabilitation nurse) said, 'vou're here because you've got
chronic cardiac failure'. '"Ahh no sorry, I'm probably in the wrong room'. No, sit
yourself down, that’s what you've got'. That just really, just REALLY blew me

away. Totally.” (Participant 8, female)

Others needed more information about pharmacotherapy, wanted clear information
to help identify warning signs and symptoms of HF exacerbation, and a specific action

plan recommended by a perceived credible entity.

‘Yeah | want to have a plan. Because | need to know, when | do get a symptom,
what do | do? And not what do | do, what does the hospital recommend that |

do?’ (Participant 9, male)

Most participants expressed the need for practical self-care information to help
understand different aspects of their condition, however, one participant expressed
the need for information about how to cope emotionally. This participant suffered
fatigue daily and wanted to develop skills to help accept the consequences of fatigue

and manage the feelings of frustration that ensued.

Preferences for information delivery
Most participants expressed a preference for information to be delivered face-to-face

and periodically to facilitate information retention.

“...information could be disseminated over a period of time (in hospital) instead
of one hit...you're going to take in only that much and the rest will just go
*shunk* over your head...if you were able to address bits in chunks, it would be

easier.” (Participant 13, female)

A combination of verbal, visual, and written information was suggested as the most
effective way of communicating HF information, with emphasis on the importance of
written information to refer back to post-discharge. Visual communication was
described as an effective strategy to deliver health messages clearly in a population

who may not be well educated.
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‘Well, if it’s not clear they should have something in writing...with drawings...
and explain on that, exactly what they are going to do, and what they plan to
do.... A visual would be ideal. Not only for me. I'm mediocre educated, but to
get someone less (than) me that’s not educated, then you got a problem.’

(Participant 5, male)

Participants stressed the need for HF information to be tailored, relating specifically
to aetiology, medical history and comorbidities, and thus, preferred information to be
delivered by treating doctors. A number of participants did not identify as the ‘typical’
patient with HF and felt general information was not relevant or adequate. For
example, this participant wanted to know how HF affected him in the context of his

pre-existing conditions.

“...To be related to me specifically, as in, to do with my cancer... how does it
affect my cancer...I'm not your typical patient because of the cancer.’

(Participant 9, male)

The need for more self-care information and support on discharge was described,
highlighting the value of relational continuity in this population, as in, the value of

being provided links to future care.

“...If you were discharged and they said look, if you've got any questions here’s

our website or this is what we put out, would be useful.” (Participant 13, female)

Sources of information

Providers were the preferred source of HF information as they were considered
trustworthy and could offer the most tailored HF information. Participants did not,
however, exclusively rely on providers for information at all times. Post-discharge
from hospital, online and telephone services offered by disease-specific organisations
were noted as credible sources of information. The following participant suggested

written information produced by a reliable source to avoid internet searching.

“...Iif it was general information that you could get in booklet form or even

through the website would be quite useful that you could go to and it’s not Dr

11
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Googling it. If it was put out by an institution so you can rely on the information
being accurate would probably be really useful because there isn't anywhere
to go to when you're thinking ‘I don't understand why this is happening but it

doesn't feel right” and you can't put your finger on it. (Participant 13, female)

In most cases, the internet was perceived as untrustworthy and to be avoided. Others
were not completely averse to using the internet, but interpreted information sourced
online with caution, recognising how it could easily be taken out of context.
Participants perceived few opportunities to communicate meaningfully with trusted
providers and felt the internet was their only choice when questions arose outside

scheduled visits.

| either ask the GP or | ask the cardiologist when | see him but | only see him
usually twice a year...So | would google it (laughter).... you understand that the
information you may get you can't take that as the gospel, you need to check

that up... (Participant 13, female)

Attendance at cardiac rehabilitation programs was noted as a major contributor to

improved HF knowledge and understanding.

‘We had about 30 people who had battery (ICD) or open heart and they
explained to you and you ask all the question. Any stupid question or good

question. Yes, it change your life.” (Participant 14, male)

Discussion

Participants perceived gaps in knowledge relating to HF pharmacotherapy, symptom
appraisal and management. Providers were participants’ preferred source of
information, as they were perceived to be the most trustworthy (as opposed to
information sourced from the Internet), and able to provide the most tailored and
useful information. Perceived facilitators of patient-provider communication
included: patient note-taking during consultations, which facilitated information
retention and ensured management continuity; consistent health information from

providers so that health information was clear and not conflicting; and positive

12
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patient-provider interpersonal relationships involving trust and support, which
facilitated open communication. Perceived barriers to effective patient-provider
communication included: participants’ memory problems; the use of complex medical
terminology by providers; lack of adequately detailed health communication or simply
no communication at all; and negative patient-provider interpersonal relationships

involving lack of trust and paternalism, which did not allow for open communication.

Heart failure education and multidisciplinary care

HF guidelines globally clearly state that HF patient education should include
pharmacotherapy, signs indicating deterioration (i.e. symptom recognition and
appraisal), and include an a-priori action plan for symptom exacerbation.!1%12) Despite
being guideline recommended topics of education, participants expressed uncertainty

and confusion in these areas.

Lack of access to multidisciplinary HF management programs may explain participants’
unmet educational needs. From 2005-2006, only 6.3% of hospitals nationwide in
Australia provided a HF multidisciplinary management program, which should be
available for all who have experienced HF hospitalisation.?”) During this time, 8000
patients in total were managed by multidisciplinary HF programs, which represented
only 20% of those who needed it.?”) Efficacy of multidisciplinary care also relies on
adherence to guideline recommendations in real-world population and settings.(2®)
Heart failure guidelines state that a multidisciplinary approach is recommended, but
do not mention a specific model of care or specify who the multidisciplinary team
should include. Australian investigators showed that, in reality, a multidisciplinary
‘team’ was comprised of between one nurse to at least four providers.!?”) Only 39% of
programs included a pharmacist, and level of training and education of HF nurses that
acted as sole practitioners varied.?”) Heterogeneity amongst programs and the
inadequate number of programs available to support and educate HF patients makes

delivering best-practice patient education challenging.(?: 28)

Symptom appraisal and management were key areas of uncertainty, further
complicated by comorbidities with overlapping symptoms. Participants expressed the

need for information that was tailored to their clinical situation and comorbidities,
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and felt that general heart failure information was not relevant or adequate. This may
be related to the site of recruitment, as participants represented a cohort of the most
sick and sometimes atypical cases. Participants with comorbid conditions perceived
themselves as distinct, yet the ‘typical’ heart failure patient does, in fact, suffer
multiple comorbidities. This is something that needs to be considered in patient
education. Whilst current multidisciplinary guidelines advocate for a holistic approach
to HF management, this approach may not transfer to educational strategies. It is
fruitless to educate patients on one body system when multiple are failing. Efforts
must be made to take a more holistic approach, viewing patients as an entire being
rather than focusing on a single condition in isolation. The relationship and interaction
between comorbidities makes treatment and patient education challenging. Nurses
play a vital role in addressing these challenges and delivering patient-focused, rather

than disease-focused, health information.

Sources of heart failure information

Findings highlighted the importance of reliable information that can be easily accessed
by patients at any time. Currently, the National Heart Foundation of Australia,?® The
American Heart Association,®% and the European Society of Cardiology'! offer online
resources for people living with HF written in plain language and covering topics such
as diagnosis and symptoms of HF, monitoring fluid and symptoms, and lifestyle
changes. Whilst these resources cover important information and are freely available,
there is little evidence to suggest if/how people are using these online resources and

tools, and how it impacts on self-care and coping.

The ability to reach providers easily through a secure online portal would help patients
avoid the need to scrutinise reliability of information sourced from the internet.
Providing a platform for patients to communicate with providers outside scheduled
visits in situations of rapid deterioration, as in HF symptom exacerbation,?? is an
invaluable way of potentially reducing avoidable HF hospitalisation. Whilst the use of
electronic health records with patient portals has been gaining traction in the US for
the last decade, electronic health records have only launched in Australia since 2016,

and do not offer a secure messaging portal.
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Patient-provider communication

Communication strategies must be tailored to cater for the needs of those who may
have difficulty understanding, using, and remembering vital health information —
which in reality, is most patients with HF. Approximately 39% of people with HF have
low health literacy,* and even patients with adequate skills can experience stress-
induced limited health literacy, where emotional response and physical symptoms
interfere with the ability to pay attention and listen effectively during medical

consultations.®3)

Strategies to improve patient health literacy revolve around how health messages are
conveyed. Using plain language to communicate information is vital, in written and
spoken health messages.3% Story-like formats help listeners predict what is coming in
the conversation to enhance ‘listenability’ of health messages and improve health
literacy.3¥ This strategy can be adopted by nurses, given their key role in delivering
complex HF self-care information through multidisciplinary HF management

programs.

Strategies to improve patient-provider communication can also be used to enhance
provider-provider communication to facilitate open and transparent communication
styles.®) Consistent information delivered by multiple providers, including nurses,
physicians and paramedics, was perceived as a great facilitator of clarifying ambiguity.
The potential for mixed messages and ambiguous coordination are a consequence of
the very aspect of healthcare that offers strength — a multidisciplinary approach.6 37)
A multidisciplinary approach to HF management means that patients are cared for by
a team of providers. It is essential that care is coordinated where goals of care are
coherent between specialties and clinical areas to ensure management continuity.®)
Nurse engagement in the planning and delivery of HF management is crucial to ensure
patients receive coordinated care and consistent information. Effective
multidisciplinary team communication can help to ensure that HF patients receive

care and education that is consistent and coherent.
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Limitations

Participants recruited into this study may not be representative of the general
Australian HF population. Participants were patients who volunteered to talk about
gaps in knowledge and patient-provider communication. Furthermore, participants
were recruited from a single site, caring for the most ill and atypical HF cases, who
may have more specific information needs compared to the general HF population.
For example, the need for tailored information and thus preference for information
provision from treating providers to account for the nuances of their clinical situation
may be exaggerated in this population. Heart failure, however, is typically associated
with multiple comorbidities and thus the need for tailored information that accounts

for this should not be discounted.

Conclusion

Adherence to guideline recommended education and focus on how information can
be best delivered to this specific population with specific needs (with a focus on the
quality of spoken health information) can help better support patient understanding,

improve patient health literacy, and the capacity to self-care.

Acknowledgements

The authors would like to thank all participants for their generous contribution to this
research. XX was supported by the Australian Government Research Training Program

(RTP) scholarship.

Conflicts of interest

The Authors declare that there is no conflict of interest.

16


Michelle DiGiacomo
Anything about the nature of that site given the previous comment?

Michelle DiGiacomo
Did not collect education, despite focus on participants’ understanding, preference for info deliver, etc.  state that future research should include it.  Is there an actual link between education level and HL?  


17

References

1. Krumholz HM, Chen Y-T, Wang Y, Vaccarino V, Radford MJ, Horwitz RI.
Predictors of readmission among elderly survivors of admission with heart failure.
American Heart Journal. 2000;139(1):72-77.

2. Berry C, Murdoch DR, McMurray JJV. Economics of chronic heart failure.
European Journal of Heart Failure. 2001;3(3):283-291.
3. Stewart S, Carrington MJ, Marwick TH, Davidson PM, Macdonald P, Horowitz

ID, et al. Impact of home versus clinic-based management of chronic heart failure: the
WHICH?(Which Heart Failure Intervention Is Most Cost-Effective & Consumer Friendly
in Reducing Hospital Care) multicenter, randomized trial. Journal of the American
College of Cardiology. 2012;60(14):1239-1248.

4, Vinson JM, Rich MW, Sperry JC, Shah AS, McNamara T. Early readmission of
elderly patients with congestive heart failure. Journal of the American Geriatrics
Society. 1990;38(12):1290-1295.

5. Tsuyuki RT, McKelvie RS, Arnold JMO, Avezum Jr A, Barretto AC, Carvalho AC,
et al. Acute precipitants of congestive heart failure exacerbations. Archives of internal
medicine. 2001;161(19):2337-2342.

6. Michalsen A, Konig G, Thimme W. Preventable causative factors leading to
hospital admission with decompensated heart failure. Heart. 1998;80(5):437-441.
7. Moser DK, Watkins JF. Conceptualizing self-care in heart failure: a life course

model of patient characteristics. Journal of Cardiovascular Nursing. 2008;23(3):205-
218.

8. Jaarsma T, Cameron J, Riegel B, Stromberg A. Factors Related to Self-Care in
Heart Failure Patients According to the Middle-Range Theory of Self-Care of Chronic
Iliness: a Literature Update. Current Heart Failure Reports. 2017;14(2):71-77.

9. Riegel B, Dickson VV, Faulkner KM. The situation-specific theory of heart failure
self-care: revised and updated. Journal of Cardiovascular Nursing. 2016;31(3):226-
235.

10. Ponikowski P, Voors AA, Anker SD, Bueno H, Cleland JG, Coats AJ, et al. 2016
ESC Guidelines for the diagnosis and treatment of acute and chronic heart failure: The
Task Force for the diagnosis and treatment of acute and chronic heart failure of the
European Society of Cardiology (ESC) Developed with the special contribution of the
Heart Failure Association (HFA) of the ESC. European Heart Journal. 2016;37(27):2129-
2200.

11. National Heart Foundation of Australia and the Cardiac Society of Australia and
New Zealand. Guidelines for the prevention, detection and management of chronic
heart failure in Australia. . 2011.

12. Yancy CW, Jessup M, Bozkurt B, Butler J, Casey DE, Drazner MH, et al. 2013
ACCF/AHA guideline for the management of heart failure. Circulation. 2013:CIR.
0b013e31829e38776.

13. Horowitz CR, Rein SB, Leventhal H. A story of maladies, misconceptions and
mishaps: effective management of heart failure. Social Science and Medicine.
2004;58(3):631-643.

14. Cajita MI, Cajita TR, Han H-R. Health literacy and heart failure: a systematic
review. Journal of Cardiovascular Nursing. 2016;31(2):121.

17



18

15. Nutbeam D. Health literacy as a public health goal: a challenge for
contemporary health education and communication strategies into the 21st century.
Health Promotion International. 2000;15(3):259-267.

16. Berkman ND, Sheridan SL, Donahue KE, Halpern DJ, Crotty K. Low health
literacy and health outcomes: an updated systematic review. Annals of internal
medicine. 2011;155(2):97-107.

17. Matsuoka S, Tsuchihashi-Makaya M, Kayane T, Yamada M, Wakabayashi R,
Kato NP, et al. Health literacy is independently associated with self-care behavior in
patients with heart failure. Patient education and counseling. 2016;99(6):1026-1032.
18. Bratzke-Bauer LC, Pozehl BJ, Paul SM, Johnson JK. Neuropsychological patterns
differ by type of left ventricle dysfunction in heart failure. Archives of Clinical
Neuropsychology. 2012;28(2):114-124.

19. Nordlund A, Berggren J, Holmstrém A, Fu M, Wallin A. Frequent mild cognitive
deficits in several functional domains in elderly patients with heart failure without
known cognitive disorders. Journal of Cardiac Failure. 2015;21(9):702-707.

20. Currie K, Rideout A, Lindsay G, Harkness K. The association between mild
cognitive impairment and self-care in adults with chronic heart failure: a systematic
review and narrative synthesis. Journal of Cardiovascular Nursing. 2015;30(5):382-
393.

21. Cameron J, Worrall-Carter L, Page K, Riegel B, Lo SK, Stewart S. Does cognitive
impairment predict poor self-care in patients with heart failure? European Journal of
Heart Failure. 2010;12(5):508-515.

22. Koh HK, Rudd RE. The arc of health literacy. JAMA. 2015;314(12):1225-1226.

23. New York Heart Association. Diseases of the heart and blood vessels:
nomenclature and criteria for diagnosis: Little, Brown; 1964.
24. World Medical Association. World Medical Association Declaration of Helsinki.

Ethical principles for medical research involving human subjects. J Bulletin of the
World Health Organization. 2001;79(4):373.

25. Braun V, Clarke V. Using thematic analysis in psychology. Qualitative Research
in Psychology. 2006;3(2):77-101.

26. Thomas DR. A general inductive approach for analyzing qualitative evaluation
data. American journal of evaluation. 2006;27(2):237-246.

27. Driscoll A, Worrall-Carter L, Hare D, Davidson P, Riegel B, Tonkin A, et al.
Evidence-based chronic heart failure management programs: reality or myth? Quality
and Safety in Health Care. 2009;18(6):450-455.

28. Davidson PM, Newton PJ, Tankumpuan T, Paull G, Dennison-Himmelfarb C.
Multidisciplinary management of chronic heart failure: principles and future trends.
Clinical Therapeutics. 2015;37(10):2225-2233.

29. National Heart Foundation of Australia. Heart Conditions [Internet]. 2017
[Available from: https://www.heartfoundation.org.au/your-heart/heart-conditions/.
30. American Heart Association. Conditions: Heart Failure [Internet]. 2017
[Available from: http://www.heart.org/HEARTORG/Conditions/HeartFailure/Heart-
Failure UCM 002019 SubHomePage.jsp.

31. Heart Failure Association of the European Society of Cardiology. Heart Failure
Matters: Practical Information for Patients, Families and Caregivers 2017 [Available
from: http://www.heartfailurematters.org/en GB.

18


ttps://www.heartfoundation.org.au/your-heart/heart-conditions/
ttp://www.heart.org/HEARTORG/Conditions/HeartFailure/Heart-Failure_UCM_002019_SubHomePage.jsp.
ttp://www.heart.org/HEARTORG/Conditions/HeartFailure/Heart-Failure_UCM_002019_SubHomePage.jsp.
http://www.heartfailurematters.org/en_GB

19

32. Wakefield DS, Kruse RL, Wakefield BJ, Koopman RJ, Keplinger LE, Canfield SM,
et al. Consistency of patient preferences about a secure internet-based patient
communications portal: contemplating, enrolling, and using. American Journal of
Medical Quality. 2012;27(6):494-502.

33. Bruinessen IR, Weel - Baumgarten EM, Gouw H, Zijlstra JM, Albada A, Dulmen
S. Barriers and facilitators to effective communication experienced by patients with
malignant lymphoma at all stages after diagnosis. Psycho - Oncology.
2013;22(12):2807-2814.

34, Rubin DL. Listenability as a tool for advancing health literacy. Journal of health
communication. 2012;17(sup3):176-190.

35. Hauser J. Communication in heart failure and palliative care. Heart Failure
Reviews. 2017;22(5):535-542.

36. O’Malley AS, Gourevitch R, Draper K, Bond A, Tirodkar MA. Overcoming
challenges to teamwork in patient-centered medical homes: a qualitative study.
Journal of General Internal Medicine. 2015;30(2):183-192.

37. Gordon JE, Deland E, Kelly R. Let’s talk about improving communication in
healthcare. Col Med Rev. 2015;1(1):23-27.

38. Haggerty JL, Reid RJ, Freeman GK, Starfield BH, Adair CE, McKendry R.
Continuity of care: a multidisciplinary review. BMJ: British Medical Journal.
2003;327(7425):1219.

19



	Abstract
	Keywords
	Introduction
	Aims

	Methods
	Study design
	Recruitment
	Data collection
	Data analysis

	Findings
	Perceived barriers and facilitators of patient-provider communication
	Memory problems and complex medical language impede effective communication
	Incoherent information leads to confused representations
	Patient-provider relationships impact communication

	Heart failure information needs and preferences for information delivery
	Perceived gaps in knowledge
	Preferences for information delivery
	Sources of information


	Discussion
	Heart failure education and multidisciplinary care
	Sources of heart failure information
	Patient-provider communication
	Limitations
	Conclusion

	Acknowledgements
	Conflicts of interest

	References

