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specialist heart failure nurses when caring for the managementor neart Tamure
patients.

METHODS We used a qualitative in-depth interview study nested in a broader
ethnographic study of unplanned admissions in heart failure patients (HoldFAST).

We interviewed 2 [th care clinicians across primary, secondary, and com-
munity care in 3 | ns in the Midlands, South Central, and South West of
England.

RESULTS Within a framework of the role and contribution of the heart failure
specialist nurse, our study identified 2 thematic areas that the clinicians agreed
still represent particular challenges when working with heart failure patients. The
first was communication with patients, in particular explaining the diagnosis and
helping patients to understand the condition. The participants recognized that
such communication was most effective when they had a long-term relationship
with patients and families and that the specialist nurse played an important part
in achieving this relationship. The second was communication within the team.
Multidisciplinary input was especially needed because of the complexity of many
patients and issues around medications, and the participants believed the special-
ist nurse may facilitate team communication.

CONCLUSIONS The study highlights the role of specialist heart failure nurses in
delivering education tailored to patients and facilitating better liaison among all
clinicians, particularly when dealing with the management of comorbidities and
drug regimens. The way in which specialist nurses were able to be caseworkers
for their patients was perceived as a method of ensuring coordination and conti-
nuity of care.

Ann Fam Med 2015;13:p-p. doi: 10.1370/afm.1845.

INTRODUCTION

eart failure is a common disorder, particularly among older peo-

ple.! It is associated with high morbidity, poor prognosis,? and a

survival rate worse than that for some cancers.? It places a heavy
burden on patients and their families** and on health care resources,
accounting for high numbers of unplanned hospital admissions.’

Management of patients with heart failure involves health care clini-

cians who work in the community and in hospitals. In the community;,
primary care is delivered by general practitioners; increasingly they are
supported by community-based specialist nurses whose role has devel-
oped in recent years.®” In secondary care, patients with heart failure can
be managed on an outpatient basis for a new diagnosis or by monitoring
whether the patients are clinically stable, with their care usually under-
taken by cardiologists or geriatricians. For patients requiring hospital
admission with acute severe symptoms from heart failure, acute general
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MANAGING PATIENTS WITH HEART FAILURE

medical physicians in the United Kingdom initially
manage the hospital-based care, and they are sup-
ported where necessary by cardiologists.

To date, studies of clinicians working with heart fail-
ure patients have often been quantitative. These stud-
ies have tended to explore decision making in primary
care around diagnosis and treatment,®® and with the
implementation of evidence-based clinical guidelines,
particularly with regard to medications.'®!" The qualita-
tive literature has reported issues regarding diagnosis, '
treatment in primary care,'’ and barriers to communica-
tion between heart failure patients and primary care
clinicians.'*"* Since the inception of specialist heart
failure nursing services, research has been conducted
into their effectiveness'® and how they are perceived by
other clinicians.'” There is little knowledge, however, of
clinicians’ experiences of working in multidisciplinary
teams and the role that specialist heart failure nurses
play. Specialist heart failure nurses are experienced
senior nurses whose involvement with patients begins
at the initial diagnosis of heart failure and continues for
the course of a patient's illness. They provide medical,
psychological, and emotional support and may be able
to visit patients on a regular basis at home.

The study reported here was part of a wider inves-
tigation into unplanned hospital admissions. In this arti-
cle we focus on the experiences

We sought to interview a wide range of clinicians
involved in caring for the patients participating in
HoldFAST. We used purposive sampling to ensure that
the perspectives of clinicians from primary, secon
and community care were included (Table 1). In-dd
interviews took place in the clinicians’ workplaces wher-
ever possible. The clinicians received information about
the study and gave written informed consent. We used
a topic guide to ensure coverage of areas relevant to
the research questions but allowed participants to raise
their own issues. (The interview topic guide is available
as a Supplemental Appendix at www.annfammed.org/
content/13/5/xxx/suppl/DC1.) In each location, new
issues that arose from the interviews were carried for-
ward into subsequent interviews. Because data collec-
tion was taking place at 3 locations simultaneously, we
did not intentionally monitor for a point at which data
saturation was reached. When we stopped interviewing,
however, no new themes were emerging.

Data Analysis

Analysis was informed by the constant comparative
method,'®" which included familiarization with the
transcripts, sketching out initial themes, and conduct-
ing systematic open coding using NVivo 10 qualitative

and perceptions g alth care

clinicians as they marmage patients

with heart failure. Our objective
was, by using in-depth interviews,

OK to call
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to gain an understanding of the

issues facing clinicians as they
care for this patient group in the
light of recent developments,
including the introduction of spe-
cialist heart failure nurses.

METHODS

Sampling and Data Collection
Clinician interviews took place

in 3 geographical locations in the
United Kingdom where patients
with severe or difficult-to-manage
heart failure were participating in
a wider, multicenter ethnographic
study of unplanned hospital admis-
sion for heart failure (HoldFAST).
The research was approved by the
National Health Service Health
Research Authority Research Eth-
ics Committee South West (REC
reference 12/SW/0104).

. . . OK to add?
data analysis software (QRS International). The coding |yes
Table 1. Health Care Clinicians Who Took Part in the Interviews
Staff Based in Staff Based in Specialty
Primary Care Staff Based in Secondary Care ~ Community Care Response- ok
- see note

Location 1 (South West) above for
Two separate hospitals provide outpatient heart failure clinics; community specialist heart failure [insertion in text

nurses see patients with heart failure of any type, but their capacity is limited.
General practitioner (P1) Cardiologist (P8) Specialist heart failure
Geriatrician (P9) nurse (P20)
Hospital liaison psychiatrist (P10) Community matron (P21)

General practitioner (P2)
General practitioner (P3)

General practitioner
(interviewed twice) (P4)

Location 2 (South Central)

One hospital provides outpatient clinics with community specialist heart failure nurses seeing
patients with left ventricular systolic dysfunction (LVSD) only.

General practitioner (P5) Cardiologist (P11)

Specialist heart failure nurses (inter-
viewed together) (P12 and 13)

Heart failure specialist nurse (P14)

Specialist heart failure
nurses (interviewed

General practitioner (P6) together) (P22 and 23)

Cardiac Rehabilitation manager® (P15)
Location 3 (Midlands)

One hospital-based rapid access ambulatory heart failure clinic with ongoing care in the com-
munity from specialist heart failure nurses seeing patients with heart failure of any type.

General practitioner (P7) Cardiologist (P16) Specialist heart failure

Specialist heart failure nurses) (inter- nurse (P24)
viewed together) (P17 and 18)

Cardiac rehabilitation practitioner (P19)

P = participant.

2 Cardiac rehabilitation is a structured set of services that can be offered to people with heart failure to provide

physical and psychological help to preserve or resume their optimal functioning-ta—seciety.
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MANAGING PATIENTS WITH HEART FAILURE

of the first set of interviews (from 1 location) generated
an initial coding framework that grew and developed
as analysis proceeded. The codes were refined and
built into wider categories. The 2 other interview sets
(from the other 2 locations) were then examined, and
the categories were further refined as confirming and
disconfirming data were added and similarities and dif-
ferences established. Overall themes were established
and were checked against the 3 sets of interviews

to ensure that all material had been included. The
research team discussed the initial coding framework,
as well as ideas for categories emerging from the data,
and subsequently the final themes to ensure their cred-
ibility and confirmability.?*

We drew on a combination of perspectives in the
research team, including general practitioners with
special interest in cardiovascular conditions, social sci-
entists, and health service researchers in interpreting
our data. Our professional advisory group included a
cardiologist and a Macmillan nurse consultant.

RESULTS

We identified 2 main thematic areas representing par-
ticular challenges to thlth care clinicians: com-
munication with patient*2.ld communication within

the team.

Communication With Patients

There was consensus that the term heart failure was
unhelpful in explaining the diagnosis and prognosis

to patients. Participants regarded it as a “loaded” term
(participant [P] 5, general practitioner), having an
effect on patients that was similar to being told they
had cancer. One participant was aware of a service that
had adopted the more neutral term of heart function. In 1
location, heart failure had been standardized for use by
the whole clinical team, so that everyone used the term
consistently.

The participants found the task of explaining the
diagnosis and prognosis of heart failure to patients
challenging. They spoke about balancing the need
to be honest about the seriousness of the condition,
which could raise anxiety, with building trust to

Redundant,
delete? OR
|"maintain
hope" ?
Response -
'maintain
hope'

here?
See
response
above

maintain a positive outlook and hope in the face of
life-threatening illness. One participant explained how
she would try to present treatment options as a way of
managing symptoms and prolonging life, but not as a
cure (P12, hospital specialist heart failure nurse).

Some participants spoke about addressing the
question of prognosis over time, given the uncertainty
about the course of the condition and in response to
changing circumstances, particularly where patients
might be approaching the end of their life:
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[ tend to play it along the lines of, well, we'll start some
treatment and we'll see how things go.... But if I think things
start to deteriorate in terms of symptom control..., then |
think it is important to have a discussion...and that will be
during the course of that relationship with the patient (P4,
general practitioner).

[t was a common perception that this type of

exchange between patients and clinicians did not take
place often enough.

All participants recognized the importance of pro-
viding education to patients to help them manage their
condition. Both secondary care physicians (specialists)
and general practitioners recognized that they had a
role in patient education, but time pressures during
consultations restricted their contribution. Both sets of
physicians were able to delegate responsibility for this
aspect of care to the specialist heart failure nurses:

When it comes to a cardiology outpatient clinic, | think the
first thing one has got to realize is that these clinic appoint-
ments are short.... A lot of patients when they are told
they've got heart failure...will probably only remember 2 or
3 things that you say to them.... So | think that one of the
major roles of the community nurses and the hospital special-
ist nurses is to take the patient from being aware of the diag-
nosis and how it's going to be treated..." (P11, cardiologist).

In each location, education represented a consider-
able portion of the specialist heart failure nurse's role.
Participants agreed that education could be best deliv-
ered within the context of the ongoing relationship
between the specialist nurse and the patient, in par-
ticular during the routine home visits, when patients
were more relaxed and there was more time to assimi-
late information. Community matrons are experienced
senior nurses working in the community with patients
who have a serious, long-term or complex range of
conditions. They were also able to provide this type of
input:

You go into those very false situations where you're
already fearful that you only take in how much, a very
tiny percentage of what that person just said to you. So |
think that's where our education is, in a nice environment,
which is usually their home. They feel relaxed and a little
bit more in control because it's their environment..." (P21,
community matron).

Participants acknowledged that some patients
Id find th ived challeng-

ing an Idn 1 rb th

information they r
ion
offered, and as a result, they would struggle with self-
management. These patients V@those whose first
language was not English, tho ill to benefit from
education or in denial about their condition, those

attributing their condition to growing older, those with
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MANAGING PATIENTS WITH HEART FAILURE

learning difficulties, and those experiencing cogni-
tive decline or living with addictions. The specialist
heart failure nurses spoke of the necessity to balance
the education they offered patients with the patients’
capacity to receive it. They tried to identify issues of
importance to patients and to personalize the infor-
mation. These clinicians emphasized that even when
patients were able to understand information, it would
still be necessary to repeat those messages over time:

To keep enforcing the education. . .but it's just dropping if you
can, just sort of drip-feed it into them where every time you
see them... (P22, community specialist heart failure nurse).

Communication Within the Team

To communicate well with their patients, the partici-
pants frequently mentioned the need to liaise and work
closely with the wide range of clinicians involved in the
care of heart failure patients across the diverse health
care settings: specialist nurses; cardiologists and other
medical specialty teams, including respiratory care/
medicine specialists, psychiatrists, and geriatricians;
specialist palliative care teams; pharmacists; community
matrons and district nurses; general practitioners; car-
diac rehabilitation teams and therapists; and continence
and psychological therapists.

The specialist heart failure nurses in hospital set-
tings aimed to discuss and agree on care proactively
within the multidisciplinary team while their patients
were still in hospital, which limited the time available
to them. When patients were discharged from the hos-
pital, specialist nurses in the community were eager to
work together with secondary care clinicians and with
patients’ general practitioners and families to ensure
that recommendations were acted upon. The need for
clear, consistent communication among clinicians was
frequently discussed, including the importance of a
liaison between primary and specialty care to designate
who would coordinate the patient's care:

We have to work out something between primary and sec-
ondary care as to who's going to take the lead.... I don't
think it matters terribly which of us does as long as some-
body does..." (P9, geriatrician).

In one location, a community matron explained
how she fulfilled this function by working with the
patient and other clinicians to make coordinated deci-
sions about patient care and its continuity:

...that's where the case management comes in, that we pull
all these people in, get all the right consultations for that
particular condition, and then bring it all together, and then
we can move forward (P21, community matron).

Community heart failure specialist nurses described
how other conditions, such as chronic obstructive pul-
monary disease, diabetes, chronic kidney disease, and
low blood pressure, might affect the heart failure treat-
ment and why they needed access to the expertise of
others, including general practitioners and cardiologists.
The participants recalled situations where heart failure
management in the context of comorbidities created
complexity, as medications came into conflict with each
other, particularly in relation to heart failure and renal
function. This conflict was expressed in terms of “com-
petition” (P3, general practitioner) or “trade-off" (P24,
community specialist heart failure nurse):

The drugs treat the heart, [but] it can more badly affect the
kidneys. Look after the kidneys, and the heart may not be
optimized in terms of clinical treatment, and there's a tight-
rope and sometimes it's a very tight tightrope... (P3, general
practitioner).

The participants saw the need for continued liai-
son and communication within the team to manage
changes in drug regimens, especially when specialist
nurses took on nonmedical prescribing. The partici-
pants described the dangers in titrating heart failure
drugs without careful monitoring, and they expressed
concerns about effective titration if the nurses did not
supervise it after discharge and where responsibility
lay to ensure that medications were optimized:

I'm not sure how many GPs [general practiitioners] when |
will say to them I'm going to discharge them because they're
stable can you up titrate the ACE [angiotensin-converting
enzymes] and the beta-blocker. I'm not sure how much that

"

happens..." (P23, community specialist heart failure nurse).

The participants recognized that patients can be
seen as belonging to a single clinician or specialist team|
The specialist heart failure nurses acknowledged the

Au: something
seems to be
missing in this
quote.
Response -
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missing but
could add
after

‘that' [titration
of drugs] - for
clarity

tensions around how best to provide advice to other cli-
nicians who are not part of the heart failure service:

Some consultants do have very particular ways of, well,
views really on things.... [ can understand that sometimes
they must feel like “this is my patient, who are all these peo-
ple that are coming in and advising me what to do with my
patient” (P13, hospital specialist heart failure nurse).

The participants offered suggestions about how best to
work effectively within multidisciplinary teams:

You want to keep good relationships really with the multidis-
ciplinary team, and if you go around making decisions and
not discussing it or letting people know, they'll understand-
ably be a bit miffed, and we want to work in harmony with
teams that look after patients and not be seen as a nuisance
that comes along and interferes, but a useful resource to
them... (P12, hospital specialist heart failure nurse).
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MANAGING PATIENTS WITH HEART FAILURE

In one location, general practitioners had very
restricted access to specialist heart failure nurses
because of lack of capacity. Other general practitioners,
however, chose to manage patients single-handedly but
then made prescribing decisions perceived to be incor-
rect by the specialist heart failure nurse or restricted
patient access to specialist heart failure nursing services:

Not all of them [general practitioners] felt it was necessary
to get a community heart failure nurse involved.... There
will always be individuals who like to manage their patients
a different way (P11, cardiologist).

Other general practitioners welcomed advice from spe-
cialist heart failure nursing services:

So she's [the specialist heart failure nurse] concerned about

the heart failure management, she'll discuss it with her con-

sultant, and then she'll ring me...and I'll take their advice on
that..." (P5, general practitioner).

DISCUSSION

Our study contributes to an understanding of the

way specialist heart failure nurses view their role and
how they contribute to caring for patients with heart
failure, as well as how they are perceived by other
professionals. Our findings found substantial areas of
agreement across settings and across the healtl@
clinicians about the challenges that still remain; oth
communicating with patients about their heart failure
and about communicating with each other.

Education is frequently emphasized as essential in
helping patients manage their condition.?"?> Our study
participants believed in the importance of patient
education, although specialist heart failure nurses and
community matrons had more opportunity to deliver
it, tailoring it to the needs of individual patients, than
did general practitioners and specialists. Participants
acknowledged, however, that education messages were
not always received and acted upon by patients, which
could lead to unplanned admissions.??

The primary care clinicians stressed the importance
of working with colleagues across settings and special-
ties to improve patient care and outcomes. Specialist
heart failure nurses were aware of comorbidities among
their patients, the complexity comorbidities introduced,
and the need for liaison with general practitioners and
specialist physicians.?*?* Similarly, medication manage-
ment for heart failure was a challenge to the clinicians
working outside specialty care. Specialist physicians
voiced concerns about the levels of monitoring available
in the community, affirmed by the participants in the
primary care setting. Titration of medications emerged
from the clinicians’ accounts as a confusing area of care,
in particular who would take the lead in implementation,

Ithough som ialist heart failure nurses had pre-
scribing privileges. The study participants recognized
that the general practitioners may shoulder this respon-
sibility; however, these physicians may require more
information when patients are discharged from hospital.
Education and support from secondary care, combined
with input from specialist heart failure nurses, would
provide this support effectively and ensure that patients
were receiving evidence-based interventions.

The general practitioners and specialist physicians
we interviewed regarded the specialist heart failure
nurses as the lead clinicians for their patients. Indeed,
our findings emphasize the need for a key clinician,
such as a specialist heart failure nurse, in managing
these patients. These nurses were perceived as being
able to bridge the gap between primary and second-
ary care by ensuring recommendations from specialist
physicians were acted upon and by taking the lead
in medication issues so that prescribing decisions
reflected input from secondary care. In this way, they
were seen to play a crucial role in ensuring coordina-
tion and continuity of care.

[t was recognized that in some situations, however,
general practitioners might seek to or need to manage
patients unsupported, which might result in suboptima
care. The availability of specialist heart failure nurs-
ing and community matrons who could take on the
responsibility for case management of heart failure
patients varied across the 3 study locations.

Strengths and Limitations of the Study

We believe that the range of locations and clinicians
in our study contributed to the breadth and richness
of our data and make our study unique. The use of
in-depth interviews allowed participants to talk freely,
providing accounts of services that worked well and
where change was perceived as necessary.

Although qualitative research does not set out to
produce findings that are generalizable in the same
way as quantitative research, by describing our meth-
ods, settings, and results, we believe the transferability
of our findings to other settings can be judged? and
found relevant.

In one location we recruited patients to the wider
study through general practitioners who were eager
for their patients to participate and to be interviewed
themselves. These physicians were already more
confident and knowledgeable about managing heart
failure patients. Thus, some of the views expressed in
our study may not reflect wider opinions in general
practice. We were unable to interview any clinicians
providing renal care for heart failure patients.

Our participants agreed that heart failure manage-
ment is challenging. Patients need more support to
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MANAGING PATIENTS WITH HEART FAILURE

understand what their heart failure means and how

it will be managed, as well as to plan for the future.
Although participants agreed that patient education

is needed, they stressed the importance of ongoing,
tailored input for patients and families provided by a
healt clinician. Advocated were clearer lines of
respot_lity, a multidisciplinary involvement with
regard to managing drug regimens, and more educa-
tion for clinicians regarding comorbidities and medica-
tions. A key clinician, such as a specialist heart failure
nurse, who could take the lead in coordinating services
for heart failure patients was regarded as vital in ensur-
ing continuity and quality of care.

To read or post commentaries in response to this article, see it
online at http://lwww.annfammed.org/content/13/5/xxx.

Key words: heart failure; diagnosis/prognosis; patient education;
comorbidities; medications; unplanned hospital admissions
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