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Chapter 1
Introduction

1.1 Background to the evaluation
An arrhythmia is an abnormality of the heart’s rhythm. The heart may beat too slowly, too quickly or in
an irregular way. The symptoms can include palpitations, chest pain, fatigue, dizziness, breathlessness
and loss of consciousness. In some cases arrhythmia can cause sudden cardiac death. The symptoms can
be very frightening and many patients and their families are acutely aware of the possibility of a sudden
death. In some patients this can lead to a fearful and restricted lifestyle1.
Cardiac arrhythmias affect over 700,000 people in England, with the most prevalent type, atrial fibrillation
(AF), affecting up to 1% of the population (4% of people aged over 65 years rising to 10% of people over
the age of 80) resulting in spending of almost 1% of the entire NHS budget2,3.
The setting for the care of arrhythmias varies according to the nature and severity of the condition. For
many people initial expert assessment and reassurance is all that is necessary. Others may need to be seen
by a cardiologist or a specialist nurse to ensure appropriate diagnosis and treatment. Some will require
more specialist treatment or an operation. Regular follow-up may be necessary, for example patients with
pacemakers need check-ups to ensure their device is functioning normally and that their condition is
stable4.
In recent years there have been significant improvements in both technology and clinical skills that are
enabling improved prevention, diagnosis and treatment of these conditions. Implantable Cardioverter
Defibrillators (ICDs) and sophisticated pacing devices have given cardiologists many more treatment
options for arrhythmia patients4 above. Pharmacological treatments for AF (the most common type of
arrhythmia) include anti-coagulation with warfarin and other drug treatments for restoring optimal sinus
(heart) rhythm. For some conditions, catheter ablation, which treats malfunctioning parts of the heart,
provides a cure so that patients no longer require medication or suffer from palpitations.

1.1.1 The National Service Framework for Coronary Heart Disease
The National Service Framework (NSF) for coronary heart disease (CHD), published in 2000 defined service
standards for the prevention, diagnosis and treatment of coronary artery disease. However, virtually no
mention was made in the NSF of arrhythmias and their management. In March 2005, following pressure
from healthcare professionals with expertise in arrhythmia management, patient support groups, patients
and national charities like the Arrhythmia Alliance and British Heart Foundation (BHF), the government
acknowledged this previously omitted area of cardiac disease by extending the scope of the NSF to
include an additional eighth chapter.
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Chapter Eight (Arrhythmia and Sudden Cardiac Death) of the NSF advocates that delivering improved
quality care for patients with arrhythmias will lead to these cases being managed more quickly and more
cost effectively with improved quality of life. It sets out three quality requirements (see Figure 1) and 20
markers of good practice for implementation. One of the main markers states that “people with long-term
conditions should receive support in managing their illness from a named arrhythmia care co-ordinator”1

Figure 1: Quality requirements

1. Patient support
People with arrhythmias should receive timely and high quality support and information, based
on an assessment of their needs.

2. Diagnosis and treatment
People presenting with arrhythmias, in both emergency and elective settings, should receive
timely assessment by an appropriate clinician to ensure accurate diagnosis, effective treatment
and rehabilitation.

3. Sudden cardiac death
When sudden cardiac death occurs, NHS services have systems in place to identify family
members at risk and provide personally tailored, sensitive and expert support, diagnosis,
treatment, information and advice to close relatives.

The NHS Heart Improvement Programme (which was established in April 2005 to replace the Coronary
Heart Disease Collaborative) supports delivery of the NSF through 32 cardiac networks and by developing
resources for local services, including templates to help with implementation of chapter eight. An
Arrhythmias and Sudden Death Programme Board, reporting to the National CHD Taskforce, ensures
national leadership and support for implementation of chapter eight.
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1.1.2 National Implementation Strategy
Following the addition of Chapter Eight to the NSF, a working group was convened by the Heart Team at
the Department of Health to advance the development of arrhythmia services and to help establish care
co-ordinator posts. The working group included experts in arrhythmia management, representatives of
patient charities and relevant national organisations including BHF. The group worked on two main issues:
a) A checklist (see Figure 2 below) of the key objectives in providing an appropriate
arrhythmia service:

Figure 2: Key objectives
1. That primary care, secondary care and tertiary care services work together.
2. That all those who are part of the care pathway, including patients, families and carers, receive the
education and training they need.
3. That an effective holistic patient assessment process is in place.
4. That ongoing monitoring and auditing of the service takes place.

b) To help arrhythmia services meet these objectives the committee produced:
l

a model job description (Appendix 1) outlining the tasks and responsibilities that an ACC should be
undertaking in their role

l

a diagram showing the sphere of operation for an ACC (Appendix 2)

l

a draft questionnaire pack for assessment and audit.

1.1.3 BHF funding for ACC posts
In 2006 BHF awarded funding for three years for 32 ACCs across England and Wales. NHS trusts who
applied did so in direct response to the NSF CHD chapter eight. Successful applicants were informed
that BHF policy was to support and train the ACCs they appointed and where a sufficient number were
appointed to one specialty, to conduct an evaluation of their impact.

1.1.4 Background
In total 32 arrhythmia care co-ordinators (25 females, seven males) were appointed by BHF across 19 sites
throughout England and Wales. All appointees were registered nurses, 11 were appointed at Grade 7 and
21 at Grade 6.
We found that out of the 32 appointees only three used the title of ACC, the remaining 29 nurses used a
variety of titles (Table 1).
Table 1: Job titles given to ACCs
Title

Number of BHF ACCs

Clinical Nurse Specialist

2

Arrhythmia Nurse Specialist

21

Cardiac Rhythm Nurse Practitioner

4

Cardiac Arrhythmia Specialist Practitioner

2

Arrhythmia Care Co-ordinator

3

Total

32
3
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Nine of the sites were awarded funding for a single handed ACC. Eight sites secured funding for two ACCs,
while two sites were funded for three and four ACCs respectively. Funds allocated to centres ranged from
£123,000 to £552,000.
Although BHF invited bids from all over England and Wales, half the appointees (16) were based in Greater
London. Wales had four ACCs, while the South West region had six, the Midlands four and the North West
two (Appendix 3).
The majority of ACCs (76%) had previously worked in a coronary care or a cardiology ward environment,
9% had previously worked in cardiology labs and a small minority (9%) had worked previously in primary
care. In terms of qualifications, 53% had undertaken an Advanced Life Support qualification as part of a
degree level cardiac course and 5% had an echo course qualification.
Eighteen ACCs were based in secondary or tertiary care, and fourteen were based between the secondary
and primary sectors. Only two were appointed across all three care sectors.

1.1.5 Existing arrhythmia services
An established arrhythmia service was already in place in 13 out of 19 of the trusts prior to BHF ACC
funding. In these sites the ACCs were employed to provide support and to develop services by fitting
into a pre-existing organisational structure. These services ranged in size and complexity from one or
two people, typically a cardiologist with an ‘interest’ in the management of arrhythmias and an electrophysiologist, to specialist tertiary centres with a full complement of dedicated arrhythmia specialists
(Appendix 4). The average number of cardiologists in a service were three. At inception there were a wide
range of services that were already being offered at these sites, 47% had a grown up congenital heart
disease, 74% had an end of life or palliative care service, 42% had a paediatric service, 53% had a genetic
or sudden cardiac death service.
In sites without an existing service the remit of the ACCs was different, as they had to develop a
completely new service by establishing contacts, writing referral protocols, gaining the trust of consultants
and other staff and finding a niche in the delivery of services. Both entering an existing service or starting
a new service presented challenges for the ACCs. ACCs working in established services felt that they were
hired to do a particular job of streamlining and improving service delivery to patients and that they had
to fit into a team. ACCs whose role was to establish a new service felt that they had more input into the
direction that this service should take.
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1.2 Aims of the evaluation
The evaluation aimed to answer the following questions:

1. Mapping the work of the ACCs: Who was appointed to these roles? How were
services structured? Which patients did they see?
2. Did the ACCs meet the objectives set out in the model job description? (Appendix 1)
3. How did the ACCs perceive their role and what were the common barriers and
facilitators in establishing their service?
4. How did patients perceive the ACC role?
5. How did the physicians perceive the ACC role?
6. Did the ACCs improve the patients’ health related quality of life?
7. Did the appointment of the ACCs help to reduce hospital readmissions?

1.3 Evaluation framework, methods, ethics, timeline
The evaluation used multiple data sources and mixed methods: quantitative methods to establish
whether this new service had an impact on patterns and distribution of workload, clinical outcomes and
any associated cost benefits, and qualitative methods to assess the impact of the new staff on service
provision and users. Each of the seven questions listed above was answered using one or more of the
methods and data sources described below.

1.3.1 Quantitative methods
Quantitative methods were used to compare the ACCs’ job descriptions, roles, tasks and changes over
time, to analyse patients’ health related quality of life data and to analyse hospital readmission data. An
audit, a two-part questionnaire survey and secondary data from government sources were used for this
purpose.
a) Audit
ACCs in each centre were provided with an online patient management arrhythmia database –
designed by Central Cardiac Audit Datasets (CCAD) with input from expert clinicians working in rhythm
management to describe the workload of each post holder and to benchmark and compare this
across the centres. The ACCs used it to record patient demographics and clinical information including
medications, co-morbidities, nursing process data such as the number of contacts by the ACC and
referrals to other healthcare professionals. The full list of variables collected in the arrhythmia database is
shown in Appendix 5. The data required for the evaluation were anonymised and sent to York University
for analysis.
ACCs also completed quarterly monitoring reports for BHF recording number of face to face contacts,
telephone contacts, and the number of teaching sessions. These were collated and the summaries sent to
the University of York.
b) Questionnaires
ACCs were asked to give study information packs to all patients who met the following inclusion and
exclusion criteria:
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Inclusion criteria:
l

all patients referred to the ACCs

l

do not meet any of the exclusion criteria

Exclusion criteria:
l

written case record of cognitive deficits

l

serious illness eg cancer, renal failure

l

recent bereavement

If an individual decided to participate they filled in the following questionnaires:
l

a generic Health Related Quality Of Life (HRQOL) measure, the Dartmouth COOP

l

a measure of anxiety and depression: the Hospital Anxiety And Depression (HADS)

l

a generic HRQOL/cost utility measure: the Euro Qol Group 5-Dimension (EQ5D)

All patients were asked to complete these measures prior to seeing the ACC or in the first few minutes of
the consultation. Further assessment was completed if the patient was taken on as a case (Appendix 6).
All these measures have been found to be valid and reliable, and most have been used in this population
previously.
All data was entered into the Statistics Package for Social Scientists (SPSS), and analysed by an experienced
statistician using a variety of parametric and non-parametric tests.
c) Surveys
ACCs were asked to complete survey questionnaires about the activities they were carrying out at the
start of their posts and to see if these matched their job descriptions. Surveys were repeated in the second
year to assess any changes.
d) Diaries
All ACCs were asked to complete a weekly activity diary once in the first year, this was repeated in the
second year to measure the actual working patterns and assess the types of daily activities they were
undertaking and the degree to which these changed over time.
e) Use of health services
Data on the number of admissions to hospital for arrhythmia in the year preceding the study were
obtained through Hospital Episode Statistics (HES) to enable comparison between the years before an
ACC was in place with the years since the ACCs had come into post.
In addition to assessing the value of BHF’s investment, the evaluation:
l

yielded information about ways to improve the role of BHF ACC for current and future appointments
so that patients were better served and had better outcomes

l

provided ACCs with ongoing real time audit of the workload and outcomes and a database to manage
their clinical work

l

provided evidence to ensure continuity of funding for the present BHF ACCs and created an evidence
base and the economic information to put towards a business case for the employment of an ACC to
integrate across primary, secondary and tertiary care.
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1.3.2 Qualitative methods
Qualitative methods were used to assess the impact of the new ACCs on service provision and users. For
this, in depth interviews were carried out with healthcare professionals, patients and carers and textual
analysis undertaken of the ACCs’ job descriptions.
a) Interviews with healthcare professionals
Interviews were conducted in a sub-set of eight of the 19 centres. The ACCs were interviewed along with
cardiac consultants. The ACCs were asked about service delivery, referral patterns caseloads and working
with the Multi-Disciplinary Team (MDT). The cardiac consultants were asked about the contribution of the
ACCs in providing care for patients.
b) Interviews with patients and carers
Interviews were also conducted with a sample of 30 patients and 10 carers to obtain their views of the
services provided by the ACCs and if they felt any changes in their health related quality of life.
c) Textual analysis
Textual analysis was also carried out on the ACCs’ job descriptions to compare the different service models.

1.3.3 Research governance approval
On 14 May 2008 the National Research Ethics Service (NRES) advised that the interview phase of the
evaluation was considered to be a ‘service evaluation’ and hence did not need ethical approval from
an NHS research ethics committee. Under the terms of the research governance framework for health
and social care research, this part of the evaluation did still require research governance approval from
the Trusts involved. The Research and Development (R&D) Departments for the eight trusts were all
approached for advice on their local requirements for this evaluation.

1.3.4 Timelines
ACCs were appointed over a year with the first ACC taking up her post in September 2006, joined by
15 others in the same year. The remaining 16 ACCs took up their posts in 2007 with the final appointee
joining in August.
A number of issues and challenges were encountered before ACCs could take up their posts. Some
appointees were bound by long notice periods others faced time delays while waiting for a full team to
be recruited before they could effectively start their jobs.
A significant number faced practical issues of finding office space and administrative support and
negotiating honorary contracts with tertiary centres to enable them to practice across multiple locations.
The audit began in January 2008 and the audit database was provided to the sites over a period of two
months prior to rollout. Many difficulties were encountered with installation of the database onto NHS
systems, firewalls and slow server issues were prevalent throughout the 20 month data collection period.
By October 2009 the data collection period drew to a close (Appendix 7).
ACCs working in each of the eight sampled sites were approached to participate in the qualitative study
(April to June 2008). They were informed about the aims of the qualitative study, its sampling procedure
and the associated time implications. Information sheets about the study were provided and informed
consent obtained from the 13 ACCs selected for interview.
Telephone interviews with 30 patients and 10 carers took place between July and December 2008 and
daily activity diaries and survey questionnaires describing types of activities undertaken were collected in
the first year (December 2007) and repeated towards the end of the evaluation period (July 2009).
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1.4 Presentation of findings
The next chapters will present the results of the quantitative and qualitative data collection separately,
then synthesise the results using each of the seven evaluation questions listed on page 6.

Chapter 2 will present the quantitative data collected in the CCAD database and report on the psychosocial outcome data (HADS, Dartmouth COOP, EQ5D) for patients.
Chapter 3 will present data on the impact of the ACCs on hospital readmissions (HES data) and
associated cost benefits.
Chapter 4 will present the methods and the results of the analysis of ACCs job descriptions,
questionnaire survey and activity diaries.
Chapter 5 will present data from the qualitative part of the evaluation. It will focus on the views of the
cardiac consultants and the ACCs in relation to the impact they have had on service delivery and the
impact on patients

Chapter 6 will present data from patients’ and carers interviews.
Chapter 7 will present each question in turn, synthesising data from both the qualitative and the
quantitative evidence as a set of key findings and will end by presenting the recommendations.
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Service impact on health-related quality
of life

2.1 Introduction and aims
The arrhythmia evaluation was designed to audit the work of ACCs through assessing their contribution
to arrhythmia services and their impact on patients’ psycho-social status. In order to achieve our aims
we used the arrhythmis database (CCAD) to describe the workload of each ACC and to benchmark and
compare this across the sites. The audit collected baseline and post-intervention psycho-social outcome
data for patients using questionnaires to capture anxiety and depression (HADS), functioning and wellbeing (Dartmouth COOP) and health status (EQ5D). These were combined with data of the impact of
ACCs on hospital admissions as captured in the Hospital Episode Statistics database (HES data).
This chapter, which presents quantitative data only, aims to:
l

present the demographic data (co-morbidity, reasons for being seen, referral data) from the CCAD
database

l

describe and discuss the analysis of the collected baseline and post-intervention psycho-social data
(HADS, COOP, EQ5D).

2.2 Methods
The data collection process undertaken by the ACCs (Figure 3) can be divided into three main steps, as
follows:

Step 1 Patients completed the HADS, COOP, EQ5D questionnaires twice. Once before they saw the ACC
and twice around four months after their initial contact with the ACC. If a patient was not taken on as a
case, they were only seen once, they only completed one assessment and this helped to provide baseline
data of the psycho-social needs of the patients coming through.
Step 2 ACCs or administrative staff recorded the questionnaires onto the web-based CCAD database
which is automatically uploaded to the CCAD servers using the NHS network. CCAD subsequently
removed any personal identification (name, address, etc) and made it available to the York team for
further analysis. ACCs were also in a position to download their data for analysis and create local reports or
business cases.
Step 3 The York team downloaded the data and combined them with other sources of information,
such as the Department of Health’s Hospital Episode Statistics, to produce this report.
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Figure 3: Data collection process undertaken by the ACCs
Produce audit reports

HES

BHF York

CCAD

Sites enter data

Patients fill in questionnaires before seeing the ACC and after 4 months

2.3 Background to data collection
The evaluation was designed to record and assess the work of the ACC, as a person embedded in a
team and where appropriate in her or his individual work with patients. CCAD was compiled using both
Initiating Event and Assessment Records data for each individual patient seen. Initiating Event Data
involved collection of demographic information, description of any co-morbidities, reason(s) for referral
and details on the referral pathway. The accompanying Assessment Record was subsequently created by
inputting the same patient’s data as provided by themselves in the HADS, COOP and EQ5D questionnaires
they had completed. Analysis of the full impact of the ACC was only possible if both the Initiating Event
and Assessment Record had been completed. Accordingly, initiating event records for patients only seen
once and not followed up were excluded from the analysis.
All the 19 sites were sent details (manuals, log-ins, explanation of user fields’ documents) of the CCAD
database in December 2007. A number of ACCs were slow to respond but all sites were issued with
passwords by mid-January 2008. Some of the sites experienced problems in accessing the database
and had issues with its usability. Initially, the speed of inputting information was a problem for many;
other sites had problems with the NHS firewalls that prevent online connection, or similar problems with
security software. Some sites, despite having collected the data, were slow to electronically input them
owing to lack of time, an increasing workload or insufficient admin support.
The York team and BHF project managers invested considerable time and effort in providing support and
advice to centres. Nonetheless, the data contribution from each site was highly variable. The majority of
the data (65%) was contributed by six sites (more than 450 records). Seven sites contributed between
100-350 records (23%) with the remaining six sites contributing very little data. A further problem was that
most centres only collected the initial assessment data and while they were useful as a baseline, they alone
could not provide evidence of the impact of the ACCs. We hoped that by analysing the data from those
centres that had collected both Initiating Event and Assessment Records, we would be able to examine any
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improvements in quality of life. However only 10 of the 19 sites provided comparable data covering both
assessment points. Because only ten sites provided sufficient comparative data we would warn against
generalising the findings for the audit, since it is possible (though unlikely) that the nine sites that failed to
submit complete data could be significantly different in terms of patient outcomes.

2.4 Results of the data analysis
The results reported here have been broken down on a number of levels and refer to the data collected
between January 2008 and October 2009. Out of the total 6,660 Initiating Event Data uploaded, 3,342
did not have an Assessment Record and had to be rejected immediately as this was a requirement for
the evaluation analysis. From the remaining 3,540 records, 198 had to be rejected as they did not contain
information on quality of life, anxiety and depression, and the EQ5D data, and were thus too incomplete
for inclusion in the analysis. Two main reasons were given for incomplete data: patients declined filling in
the questionnaires (109 cases), or patients forgot to return the questionnaires (89 cases). A total number of
3,120 valid assessments remained (Figure 4):

Figure 4: Flowchart of collected data

6,660

Initiating event records

3,342

198

No. without assessments records

No. rejected due to incomplete data

3,120

No. of records for potential analysis

2,077

No. of valid Assessment 1 only

1,043

No. of valid Assessments 1 & 2

We compared the database entry figures with numbers of new patients seen by using data supplied by
the ACCs to BHF on their quarterly reports (Figure 5). We found a significant disparity in numbers of new
patients that were actually seen by the ACCs compared to the data entries that were made indicating a
low rate of compliance by some of the sites.
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Figure 5: Number of new patients seen by ACCs compared to number of
database entries
CCAD entries vs BHF QR Data 2008/09

No of new patients
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2.4.1 Demographic data
Demographic data on gender was collected, together with ethnicity, marital and employment status of
patients (Table 2).
Table 2: Demographic patient data from CCAD database
Demographic data % (n= 6,660)
Male
61% (mean 65 years)
Female
39% (mean 63 years)
Ethnicity
White (British)
86
White (Irish)
<2
White (Other)
2
Mixed White/Black
<1
Caribbean
Mixed White/Black African
<1
Mixed Other
<1
Indian
<1
Pakistani
<1
Bangladeshi
<1
Other Asian
<1
Black Caribbean
<1
Black African
<1
Black Other
<1
Chinese

<1

Other ethnic group
Not stated

<1
4

Marital status
Married
Single
Widowed
Divorced
Permanent partnership
Separated

53
18
9
5
3
<1

Not stated

11

Employment status
Retired
Employed - Full time
Employed - part time
Permanently sick/disabled
Self-employed - full time
Looking after family/home
Self-employed - part time
Temporarily sick or injured
Unemployed looking for
work
Student
Not stated

41
14
3
3
2
2
1
1
<1
<1
32
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2.4.2 Reasons for referral
Reasons for referral to the ACCs was collected and it was found that AF and palpitations accounted for
over half of all referrals (Figure 6).

Figure 6: Reason for referral to an ACC
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2.5 Health related quality of life data
(HADS, Dartmouth COOP, EQ5D)
The analysis presented in the next section is from the HADS, Dartmouth COOP and EQ5D questionnaires
completed by patients. As mentioned in the background section of this chapter, it was only possible to
report the impact of the ACCs if comparable data was available for patients covering both assessments
(appendix 8). Patients with Assessment 1 only were also reported as this provided useful baseline data
for patients entering the service. To add further depth the responses of Assessment 1 only patients with
follow-up patients was compared to see if any statistically significant differences were present between
the two groups.

2.5.1 Measuring anxiety and depression: HADS
High levels of anxiety and depression have been observed in patients following the occurrence of a coronary
event5,6,7,8. Furthermore anxiety and to an even greater degree depression, have been demonstrated to be
predictors of mortality in this clinical group9. Accurate identification of significant anxiety and depression
as soon as possible following a cardiac event has been emphasized in order to ensure delivery of a
comprehensive treatment package that incorporates the psychological as well as physiological aspects
of care10. Screening for the presence of significant anxiety and depression required an easy-to-administer,
reliable and valid screening tool that could be applied to all patients presenting with CHD.
The Hospital Anxiety and Depression Scale (HADS)11 is an easily administered 14 item self-report measure
comprising seven anxiety items and seven depression items, from which separate anxiety and depression
subscale scores are calculated12. HADS anxiety and depression scales are scored from 0-21. This is categorised
into three groups: 0-7: Normal range, 8-10 Borderline normal, 11-21: Abnormal. In other words elevating
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scores indicate increased depression and anxiety. It has been widely used for screening and research
purposes with CHD populations13, 14. Indeed the HADS has been widely recommended as the screening
instrument of choice for this clinical group13. HADS scores were used to measure the changes in anxiety and
depression between the patient’s initial contact with the ACC and around four months later.
a) Baseline HADS data - comparison between Assessment 1 data only and follow-up patients
At baseline over a third of Assessment 1 only patients were found to be clinically anxious prior to attending
their first appointment with the ACCs. The follow-up group (Assessment 1 & 2) were marginally less
anxious (Table 3). In terms of depression over 21% of Assessment 1 only patients were identified as having
a borderline or clinically significant score in comparison to just over 18% (p=0.053) for the follow-up group.
These findings suggested that patients that were followed up with a second assessment were more likely to
be suffering from depression prior to their first meeting with the ACC.
Table 3: HAD scores for patients with Assessment 1 only versus patients with Assessment 1 & 2 data
Assessment 1 only
HADS Anxiety Score 1

Assessment 1 & 2

Count

%

Count

%

<8

1453

67.7%

789

70.6%

8 - 10

422

19.7%

200

17.9%

11+

271

12.6%

128

11.5%

1700

79.2%

912

81.6%

8 - 10

290

13.5%

148

13.2%

11+

156

7.3%

57

5.1%

HADS Depression Score 1 <8

P-value
P=0.23

P=0.05

b) HADS changes between Assessment 1 and follow-up
The following results are for patients that completed Assessment 1 and the follow-up:
Anxiety
The percentage of patients categorised as being in the normal range increased between Assessment 1
and Assessment 2, from 71% to 75%. This was a statistically significant improvement. Figure 7 and Table 4
show the percentage of patients in the borderline/clinically anxious categories and the shift between the
two assessments. For the follow-up group we observed a statistically significant reduction in anxiety levels
from 29% to 25% (p=0.04).
Over the course of the evaluation we observed small improvements in levels of anxiety experienced by
the patients.
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Figure 7: Percentage of patients in the normal/borderline/clinically anxious
categories at Assessment 1 and follow-up
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Table 4: HADS anxiety scores
No. of patients
with both values

Assessment 1

Assessment 2

Change

N/%

N/%

%

P-value

HADS Anxiety
Normal
Borderline
Clinically depressed

867

612

70.6

650

75.0

4.4

160

18.5

126

14.5

-4.0

95

11.0

91

10.5

-0.5

0.04
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Depression
The percentage of patients categorised as being in the normal ranges decreased between Assessment
1 and Assessment 2, from 82% to 80%. Over the course of the evaluation we observed a small but not
clinically significant, increase in depression (Figure 8 and Table 5).

Figure 8: Percentage of patients in the normal/borderline/clinically depressed
categories at Assessment 1 and follow-up
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Table 5: HADS Depression scores
No. of patients
with both values

Assessment 1

Assessment 2

Change

N

%

N

%

%

710

81.9

698

80.5

-1.4

114

13.1

118

13.6

+0.5

43

5.0

51

5.9

+0.9

P-value

HADS Depression
Normal
Borderline
Clinically depressed

867

0.45
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2.5.2 Measuring functioning and wellbeing: Dartmouth COOP Scale
The COOP charts15 are a generic measure of functional status which has been suggested to be of potential
value in the longitudinal assessment of outcomes in patients with a cardiac condition16. There are eight
questions which ask patients to evaluate aspects of functioning and wellbeing in the areas of physical
fitness, feelings, daily activities, social activities, pain, overall health, social support and quality of life. Each
question has five response categories, with each response category being linked to a drawing intended
to represent the health state. Each scale runs from five (worst possible health state measured by the
questionnaire) to one (best possible health state). A further question asks patients to indicate on a similar
five-point scale whether there has been any change in health in the past four weeks.
Each item in the Dartmouth COOP quality of life scale is scored from one to five, a score of 1-3 is
categorised as normal and 4-5 as abnormal.
Baseline Dartmouth COOP data - comparison between Assessment 1 data only and follow-up patients
At baseline over 75% of Assessment 1 only patients were found to be in the normal range for six of the
eight questions that relate to function and wellbeing (see Table 6). Over half of patients that rated their
overall health were in the normal range and just under half were classed as normal in terms of physical
fitness.
These findings suggest that patients who were followed up with a second assessment had lower levels of
physical fitness but higher levels of social support than patients that were not followed up.
Table 6: Shows comparison of Dartmouth COOP data for patients with Assessment 1 only versus
follow-up patients
Assessment 1
Assessment 2
P-value
N

%

N

%

Physical fitness

Normal

1122

49.3%

506

44.8%

P=0.01

Feelings

Normal

1852

80.5%

906

79.8%

P=0.65

Daily activities

Normal

1941

84.9%

933

82.4%

P=0.07

Social activities

Normal

1861

81.9%

912

81.9%

P=0.1

Pain

Normal

1735

75.8%

838

74.8%

P=0.49

Overall health

Normal

1346

58.8%

663

58.9%

P=0.94

Social support

Normal

1826

80.9%

947

84.3%

P=0.02

Quality of life

Normal

2077

90.9%

1043

92.5%

P=0.11

Dartmouth COOP changes between Assessment 1 and follow-up
The following results are for patients that completed both assessments (Figure 9 and Table 7): 897 patients
completed the Dartmouth quality of life scale at both Assessment 1 and Assessment 2. There was an
improvement in all the scales between Assessment 1 and Assessment 2 except in social support (p=0.69).
The largest improvements that were all statistically significant were seen in the physical fitness, feelings
and overall health scales. At Assessment 1, 43.8% were in the normal range for physical fitness, and at
Assessment 2 this increased to 49.3%. In terms of feelings, a shift in the normal range from 80.9% to 86.6%
occurred between Assessments 1 and 2. The largest increase 7% (p=0.002) was recorded between the two
assessments in terms of patients improvements in their overall health.
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Figure 9: Percentage of patients in the normal categories for Dartmouth COOP at
Assessment 1 and follow-up
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Table 7: Dartmouth COOP data for patients at Assessment 1 and follow-up
No. of patients
with both values

Assessment 1 %
normal score
N
%

Assessment 2 %
normal score
N
%

Change

P-value

%

Physical fitness

897

393

43.8

442

49.3

5.5

0.001

Feelings

900

728

80.9

779

86.6

5.7

0.001

Daily activities

900

739

82.1

786

87.3

5.2

0.002

Social activities

873

720

82.5

759

86.9

4.4

0.011

Pain

888

667

75.1

670

75.5

0.4

0.845

Overall health

889

536

60.3

598

67.3

7.0

0.002

Social support

881

742

84.2

736

83.5

-0.7

0.689

Quality of life

886

827

93.3

836

94.4

1.1

0.335

2.5.3 Measuring patients’ health status: EQ5D
The Euro Qol 5D (EQ5D) instrument17 was used to measure patients’ health state and to ascribe
appropriate values. This instrument measures patient health status across five dimensions (mobility, selfcare, usual activities, pain/discomfort and anxiety/depression). Three possible responses (no problems,
moderate problems or severe problems) are given by the patient for each of these dimensions, reflecting
the patient’s own perception of their health state.
EQ5D scores at baseline and follow-up were converted to a ‘utility’ score based on a ‘tariff’ derived from
interviews with 3395 members of the UK public18. The change (compared to baseline) in EQ5D scores over
the follow-up period is presented in Table 8.
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Table 8: EQ5D data for patients at Assessment 1 and follow-up
N=835
EQ-5D

Time 1 Mean
(SD)
0.71 (0.25)

Time 2 Mean
(SD)
0.73 (0.26)

Difference Mean
(95% CI)
0.022 (0.037, 0.008)

Significance
p=0.003

The design of the audit and the absence of a randomised control trial make it difficult to give a definitive
answer in terms of cost effectiveness. In order to report any impact the ACCs may have on cost
effectiveness we would need comparable data from control sites (without ACCs). Clearly, as there was
no formal comparator, the effectiveness of the intervention in terms of its impact on ‘quality adjusted
life years’ (QALYs) cannot be assessed, though the EQ5D showed an improvement of 0.025 (P=0.003)
between Assessment 1 and follow-up. Patients maintaining the changes recorded for one year would
enjoy an additional two weeks of perfect health.

2.6 Summary of main findings
After the ACCs intervention a small proportion (4.4%) with confirmed anxiety moved to the ‘normal’
category. There was no significant improvement in depression. It is clear that further support may be
required for patients with significant psychological problems.
Aspects of functioning and well being were measured by the Dartmouth COOP. At baseline, over 75%
of Assessment 1 only patients were found to be in the normal range. For patients who completed
both assessments there was an improvement in all the scales except social support, where a small yet
statistically significant decrease was recorded indicating that they were less dependent on others. The
largest improvements were seen in the physical fitness and feelings scales.
The EQ5D was used to measure patients’ perceptions of their health and showed a statistically significant
improvement over the two assessment periods. This equated to two additional weeks of perfect health
over a 12 month period.

2.7 Conclusion
In those patients who completed both the initial assessment and the follow-up questionnaires there was
a small statistical reduction in anxiety and significant impact on the patient’s self rated overall health. The
qualitative evidence to be presented in Chapter 6 suggests that the ACCs did have a role in providing
these benefits. However, as there was no control group it is not possible to say that the changes we
observed were the result of seeing the ACC, as treatment effects and time may have been the main
agencies. It is clear that the ACCs had little impact on clinical levels of anxiety or depression.
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BHF ACCs impact on hospital admissions
and associated cost benefits

3.1 Data collection
We used inpatient Hospital Episode Statistics (HES) for the financial years 2003/04 until 2007/08. We
selected patients with an admission containing an ICD-10 diagnostic code for a heart disorder (Table 9) in
any one of the 14 diagnostic code groupings. We then recorded each patient’s unique identifier
(HES id) and their earliest date of admission with a diagnosis for a heart disorder. We then matched all
hospital admission records using the extract HES id of all first hospital admissions with a diagnosis of a
heart disorder with data from 2003/04 to 2007/08 and kept all admission records occurring on or after the
date of the first heart related admission. This created a dataset of all inpatient episodes from the date of
first heart disorder related admissions.

Table 9: Hospital episode statistics diagnosis descriptions

Cardiomyopathy
Atrioventricular and left bundle-branch block
Other conduction disorders
Cardiac arrest
Paroxysmal tachycardia
Atrial fibrillation and flutter
Other cardiac arrhythmias
Heart failure

3.2 Research design
The research design was to use a ‘Difference in Differences’ (DID)19 method which compares the
outcomes before and after the introduction of the ACC in the intervention hospitals. These results were
then compared for the outcomes for a control group that was not subject to the intervention during
the same period. The control group was defined as all other hospitals in England not involved in the
arrhythmia specialist ACC intervention.
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3.3 Selection of study sample
We defined the pre-intervention period as one year before the start date of the intervention (ACCs) in
each of the hospitals. The start dates were staggered across hospitals; hence each intervention hospital
had a different pre-intervention period. Similarly, the post-intervention period was defined as one
year after the start of the intervention in the hospitals. For each intervention hospital we assigned a
comparable control group from the same pre and post-intervention periods in all other hospitals which
did not form part of the intervention group.
The study selected different patient samples for the pre and post-intervention periods for each
intervention hospital and associated control group. The study sample in the pre-intervention period was
defined as the set of patients who experienced their first recorded heart disorder related admission (at
least since 1 April 2003) at any time a year prior to the start of the intervention. Patients were assigned
to the intervention hospital from the date of their first recorded admission at the intervention hospital.
Patients were assigned to the control group if they had no recorded admissions to any of the intervention
hospitals. The study sample in the post-intervention period was defined as all patients experiencing
their first heart disorder related admission (at least since 1st April 2003) anytime during the year after
the start date of the ACC intervention in each intervention hospital and corresponding control hospitals.
Intervention patients were defined from the date of first admission in the post-intervention period to
the intervention hospital, and control group patients were all those patients who did not experience an
emergency admission at any of the control group hospitals in the post-intervention period.

3.4 Outcome measures
We calculated the total number of readmissions for any emergency or elective inpatient/day case. We
then added the total number of bed days spent in hospital after the first recorded heart disorder related
admission and discharge.
Patients entered the system at different times throughout the pre and post-intervention years. We
therefore calculated the total number of days the patient was at risk of readmission. This was done by
linking the patient’s first heart disorder related admission to the date of the start of the intervention in the
pre-intervention period. In terms of time period the calculation was based on the date one year after the
introduction of the BHF ACCs in the post-intervention period.

3.5 Estimation of the average effect of the intervention
We estimate the average effect of the introduction of ACC on hospital readmissions and bed days using
a ‘Difference in Differences’ (DID) estimator. The DID estimator compares the difference in the average
number of readmissions (or bed days) between the pre-intervention period and the post-intervention
period for each intervention hospital with the corresponding difference in average readmissions (or bed
days) in the control group. This is given formally by the equation:

DID = [Mean number of readmissions for patients in intervention hospital in post-intervention
period) – (Mean number of readmissions for patients in intervention hospital in pre-intervention
period)] – [(Mean number of readmissions for patients in control hospitals in post-intervention
period) – (Mean number of readmissions for patients in control hospitals in pre-intervention period)].
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This resulted in 15 different estimates for the average effect of the treatment in each of the intervention
hospitals. The overall average effect of the intervention for readmissions and bed days was estimated as
the mean of the 15 intervention hospital specific DID estimates. We also estimated the number of risk
days, adjusted readmission rates and number of bed days by multiplying the outcomes by 365.25/(total
number of days at risk following discharge).
The DID method relies on the assumption that the average change in readmissions (or bed days) in
the control group is a reliable estimate of the average change in readmissions (or bed days) in the
intervention hospitals had the intervention hospitals not introduced the ACCs.

3.6 Estimating BHF ACC costs
In order to estimate the total annual ACC costs for the year 2007/8 we take national average unit costs for
all aspects of employing and maintaining an ACC over a 12 month period. These costs are derived from
national sources of unit costs20. The costs include salary, on-costs in the form of national insurance and
superannuation, management and administrative overheads, capital overheads and facilities provision
and additional costs to cover pre-registration and continuing education. Using these figures, highlighted
in Table 10, the annual cost of a trust funded ACC is £60,827.
This annual cost is a mean estimate across England and in order to adjust the figure we multiply it by 1.17
for a nurse in London and by 0.97 for a nurse outside London20. So the mean cost in London is £71,168
and outside London is £59,002.
Table 10: Average Annual costs associated with a trust funded ACC
Item

Average Annual Cost

Salary Costs

£3,5900

NI, Superannuation

£7,776

Management and administrative overheads

£7,445

Capital costs

£3,832

Education and training

£5,874

Total

£60,827

Over a 12 month period 23.5 whole time equivalent ACCs were employed; 11.5 in London and 12 outside
London. Hence we calculate the total annual ACC cost as £1,526,456.

3.7 Estimating changes in readmission rates
In order to estimate any changes in readmission rates we used a pre-post-test design. We calculated mean
readmission rates per eligible patient in the intervention hospitals in the 12 months prior to ACCs being in
post and again for the 12 months after the ACCs had taken up post. Because the period of time between
discharge and readmission in each of the 12 month periods varied by patient, we adjusted the analysis
by the number of days at risk, essentially the number of days between initial discharge and the end of the
accounting period.
One major source of bias with this approach is that the changes in readmission rates between the pre and
post-intervention period can be due to other effects rather than the impact of ACCs being in post. In order
to adjust for this we took all eligible patients in all other hospitals who did not have an ACC in post and
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measured readmission rates over the same period, this was in effect our control group. A further source
of bias is case mix. It is hypothesized that as the majority of intervention centres are specialist sites and
involve potentially more severe cases the probability of readmission is higher in the intervention sites. In
order to address this issue we conducted a linear regression analysis in which we calculated the difference
in readmission rates post-intervention adjusting for readmission rates pre-intervention and days at risk.
Table 11: Mean pre and post readmission rates for intervention and control cohorts
Intervention Mean (SE)

Control Mean (SE)

Readmissions per patient pre- period

11.97 (0.34)

12.12 (0.69)

Readmissions per patient post-period
intervention and control

9.67 (0.37)

10.26 (0.96)

Change in readmissions per patient
intervention and control

-2.30 (0.34)

-1.86 (0.03)

Unadjusted mean difference between
intervention and control
Adjusted mean difference between
intervention and control

-0.4419
0.5024

In the intervention hospitals readmission rates reduced on average per patient by 0.5024 after adjusting
for days at risk, temporal effects and probability of readmission. On average each patient in a hospital with
an ACC experienced half a readmission less than those in a hospital without a ACC. The value is averaged
across all patients for analytical purposes and can be conceptualized in a pragmatic sense as the ACC
preventing one readmission for every two patients under their care.

3.8 Combining costs and readmission rates.
We have used a single 12 month intervention period 1 April 2007 to 31 March 2008. In this period a total
of 1,680 patients were seen. The total cost of nursing provision is estimated at £1,526,456. Extrapolating
from the readmission data suggests that the 1,680 patients experienced a total of 844 fewer
readmissions as a result of the intervention. Costing each readmission at a mean Department of Health
Reference cost of £2,626 the total cost saving in terms of readmissions associated with the intervention
was £2,216,344. Taking away the ACC costs over the period leaves a balance of £689,888.

3.9 Conclusions
If we accept that the difference in readmissions was due to the ACCs, then in terms of readmission rates
each ACC saves the NHS £29,357 per year. Caution should be taken in interpreting these figures because
the analysis does not control for any cost transference; for example, reducing readmission rates may have
increased outpatient appointment rates. Of course where the ACC was the main source of outpatient
appointments the majority of costs will have been borne within the ACC cost calculation. Despite this
caveat it is unlikely that any transference cost will exceed the cost of reduced readmissions.
For the 835 patients who completed the EQ-5D measures there was an improvement in health utility of
0.022 (95% CI (0.037; 0.008)). Assuming a linear relationship in health gain over a 12 month period this can
be expressed as the equivalent of enjoying two weeks of perfect health over a 12 month period.
ACCs may have the potential to save NHS very significant sums of money whilst improving the patients
HRQOL.
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BHF ACCs’ job description and working
patterns

4.1 Aims and methods
The arrhythmia evaluation was designed to audit the work of ACCs. Part of the evaluation aimed to assess
whether or not the ACCs met the objectives set out in the model job description defined to improve the
educational, emotional and practical support offered to patients and their families and to educate other
healthcare professionals in managing arrhythmia.
In order to achieve this, the job descriptions of all the ACCs were compared to assess any differences
across sites. The activities the ACCs were carrying out at the start of their posts were compared with the
model job descriptions and an analysis made of the ACCs’ actual working patterns and the degree to
which these changed over time.
This chapter aims to present these findings by answering the following questions.
l

Did the ACCs’ actual job description match the ‘model job description’ as defined by the expert
group?

l

Were ACCs able to carry out the roles defined in their actual job descriptions?

l

Did these roles change over time?

l

Which activities filled most of the ACCs’ time?

The data collection process for this quantitative phase of the study can be divided into three main steps as
follows:
Step 1 Textual analysis: comparison of the ACCs’ actual job description to the model job description.
Step 2 Two-part survey: analysis of whether the ACCs were able to carry out the roles defined in their
actual job descriptions, and record any changes over time.
Step 3 Diary analysis: comparison of the ACCs’ advertised job description to the daily activities actually
carried out as recorded in the ACCs’ diaries.
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4.2 Methods and Findings
4.2.1 Step 1 - Textual analysis: comparison of the BHF ACCs’ actual job descriptions
to the model job description
a) Rationale
A textual analysis of the ACC job description as it appeared in applications to BHF was undertaken. To
provide an analytical framework, the four categories devised by the expert group and listed in the model
job description were used:
l

Clinical (CL)

l

Educational (E)

l

Managerial & professional (MP)

l

Audit and research (AR)

b) Methods
Each ACC’s job description was examined and the number of items present for each of the above
categories was recorded. Further analysis was also undertaken to determine the degree to which the job
descriptions supported the four key objectives of the ACC role, which were:
l

that primary, secondary and tertiary care services work together

l

that all those who were part of the care pathway, including patients, families and carers, received the
education and training they needed

l

that an effective holistic patient assessment process was in place

l

that ongoing monitoring and auditing of the service took place.

When analysing the job descriptions it became clear that a further fifth classification would need to be
added. This was called the ‘specific role’. In some cases this role appeared to be what the post holders
were being appointed to cover, over and above the more general role of an ACC. Examples included
such descriptions as ‘atrial fibulation (AF) nurse’, ‘implanted cardiac devise (ICD) follow-up clinic nurse’,
electrophisiology‘ (EPS) nurse’.
c) Findings
The majority of the actual job descriptions matched the model very closely (Appendix 9). This was
probably because the model job description devised by the expert group was available to successful NHS
trusts for use after the awards had been made. It seems that the majority of the NHS trusts have since used
the model job description as a template and added some specific role requirements according to their
reasons or needs for applications for the post.
During the comparative analysis of the model and actual job descriptions, the need was felt to further
clarify two issues: (i) whether the model job description had been used simply to meet the perceived
wishes of BHF and, if so, (ii) whether the ACCs would be able to carry out the tasks described in their actual
job description. The decision was made to examine these by undertaking a two part questionnaire survey.
Findings are presented in the following sections.
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4.2.2 Step 2 - Two part survey: analysis of whether the BHF ACCs were able to carry
out the roles defined in their actual job descriptions and changes over time.
a) Rationale
As described in the previous section, the model and actual job descriptions of the ACCs were largely
identical. In all probability, they followed the model job description supplied to ACC employers by BHF as
a guide to be adapted to their needs
b) Aims of the first survey
The aims of the first survey were to describe the degree to which the ACCs were able to carry out the
roles defined in their actual job descriptions and the degree to which these remained as aspirations in the
centres in which they worked, and to monitor annually how this changed over time.
c) Method
A questionnaire was devised, to be administered annually to the ACCs (Appendix 10) and based on the 33
individual activities listed in the various job descriptions. The following questions were posed:
l

Do you undertake any of the following tasks/responsibilities as part of your role?

Some centres might have devolved a role to other staff therefore we asked two further questions:
l

Is anyone else undertaking these tasks in your centre?

l

Does this remain an unmet need in your centre?

The questionnaire was piloted with four ACCs and adjustments were made in light of their comments.
Despite the large number of questions (33 job description activities) which made the completion of the
questionnaires time consuming (the typical time recorded in the pilot was 25 minutes), the questionnaires
were completed very thoroughly.
d) Analysis
The responses were analysed using the same four categories (clinical, educational, management/
professional, audit/research) and the key objectives were those used to analyse the job descriptions. The
first questionnaire was administered to the 32 ACCs in December 2007. Of these 32, four failed to reply
and one post was vacant. Thus, the first survey had an overall response rate of 84% (N=27). The item
response rate was excellent with only three questionnaires having any missing responses. Numerical data
were analysed using SPSS-15 software.
e) Findings
There was a high degree of concurrence between the clinical, educational, management/professional
and audit/research activities carried out by the ACCs or another person in each centre and the ‘model job
description’. However, the degree to which activities were undertaken by ACCs or another person in the
clinical team varied widely.
The findings are presented below for each activity (Appendix 11).
Clinical Domain
Almost two thirds (59%) of respondents felt that there was a need to ensure patients at risk of SCD were
assessed and had rapid access to specialists.
More than half (60%) of the ACCs felt that there was a need to establish nurse-led rapid access/follow-up
clinics for preadmission, new patients and follow-ups.
Educational activities
Over a third (41%) of respondents felt that the establishment of patient support groups was an unmet
need in their centre.
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One third of the ACCs (33%) thought that the development and implementation of policy and practice
guidelines, specific to the management of arrhythmia patients was an unmet need.
Managerial and professional activities
Almost one third of ACCs (30%) felt that they were not in a position to make professionally autonomous
decisions.
Audit and research
Almost one third of ACCs (30%) felt that they were not in a position to participate in/initiate research
projects.
f) Discussion
It became clear that the ACC role, as envisaged in the NSF for CHD chapter eight, set out by a
multi-disciplinary group called together by the Department of Health, was being implemented by BHF
appointed ACCs. The ACCs were also meeting most of the aims in their job descriptions. However there
were a few activities that more than 30% of ACCs were not completing, in particular setting up patient
support groups and ensuring patients at risk of SCD were identified and given access to specialists. It was
the third question (Does this remain an unmet need in your centre?) that produced the most interesting
findings. This indicated further numbers of areas where the ACCs felt there was a need to improve
practice in their centre or to develop their roles (Table 12).
More than half of all respondents identified the importance of participating in nurse-led clinics and
ensuring patients at risk of SCD were identified and were provided with the appropriate access to
specialist services. Forty-four per cent felt that they would like to develop their specific clinical roles further
and 41% felt that a patient support group was also an urgent need. Thirty-three per cent of ACCs felt
that providing continuity of care for patients was an important unmet need along with developing and
implementing arrhythmia specific guidelines.
g) Aims of the second survey
The survey was repeated in the second year of the study to ascertain any changes in ACCs’ responsibilities
and to determine whether the unmet needs had been met or had changed. This time only the questions
were asked that yielded a response of an ‘unmet need’ by more than 20% of ACCs. The questionnaire was
accordingly adjusted to only include 13 questions.
The second questionnaire was sent by email to the 32 ACCs in June 2009. Of the 32 ACCs, 15 failed to
reply and one post was vacant, giving the second survey an overall response rate of 50%. The analysis for
the second survey is based on the responses of 16 individuals.
h) Findings
There was still a high degree of concurrence between the clinical, educational, management/professional
and audit/research activities carried out by the ACCs or another person in each centre and the model job
description. However, the degree to which activities were undertaken by ACC or another person in the
clinical team varied widely.
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The findings presented in Table 12 below are for each activity:
Table 12: Unmet needs
2008 Survey 1
N=27

2009 Survey 2
N=16

P- value

Participating in and establishing
nurse-led clinics

60%

10%

0.0013

Ensuring patients at risk of SCD
are identified and have access to
specialists

59%

20%

0.0129

Undertaking a specific clinical role
(running AF/ICD clinic)

44%

0%

0.0018

Establish patient support groups

41%

30%

0.470

33%

10%

0.090

33%

20%

0.360

Develop and implement care
pathways/referral protocols
Providing continuity of patient care
by following patients’ journey from
preadmission to discharge
i) Discussion

Almost all the needs identified as ‘unmet’ in the first survey had been met in varying degrees by the
time the second survey was carried out. Almost all the ACCs were found to be undertaking a clinical
role through participation in clinics. The degree to which these clinics were ‘nurse-led’ was open to
interpretation and subject to autonomy given to the ACCs by the consultants under whom they were
working.
Ensuring patients at risk of SCD had access to specialist care remained an unmet need even after the
ACCs had been in post for almost three years, although a number of ACCs were in the process of writing
protocols/pathways that addressed this issue. Establishing patient support groups was the main area
where ACCs had made little progress owing to organisational and logistical difficulties (financial support/
finding a place to run groups).
This was a new service and it was evident from previous ACC assessments21 that autonomy and nurse-led
clinics took time to develop as the existing teams got to know and trust the new appointees. It was also
documented that much work had been done in developing protocols and patient care pathways. The
ACCs had a tangible impact on service delivery, being instrumental in addressing identified unmet needs
and should continue to do so in the future.

4.2.3 Step 3 - Diary analysis: Comparison of the BHF ACCs’ actual job description to
the daily activities carried out
a) Aims
An assessment of the types of daily activities undertaken by ACCs and the degree to which these
corresponded with the main roles described for an ACC (clinical, educational, management/professional
and audit/research) was sought. The length of time being spent on administrative tasks was also of
interest.
b) Methods
We created a weekly activity diary and piloted it with three ACCs. Some adjustments were made and
the diary was sent to the 32 BHF ACCs in September 2008. Of the 32, two of the ACCs had left, one was
on maternity leave and one on long-term sick leave; seven ACCs did not reply to repeated requests to
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return the diaries. The analysis for Diary Study 1 was based on the responses of 21 individual ACCs giving a
response rate of 75%. The diary study was repeated in September 2009 to ascertain any changes in ACCs’
work patterns. The response rate for Diary 2 was 55%; 16 replies were received, one ACC was on long-term
sick leave, two posts were vacant and 13 ACCs failed to reply.
Upon analysis of the diaries it became clear that ACCs reported spending substantial amounts of time in
administrative duties, so this time consuming activity was included in the analysis.
c) Findings
A breakdown of the findings for daily activity Diaries 1 and 2 is presented below (Figures 10 and 11).
Clinical activities
Clinical activities took up around 10 hours per week in September 2008 and by 2009 this had increased
slightly to around 11 hours. ACCs primarily helped to run general arrhythmia/ICD clinics and the majority
undertook the assessment of new patients and the ongoing monitoring of existing patients. Additionally
ACCs were called to prepare/assess patients for specific procedures like cardio-version and ablation and
would often take this as an opportunity to educate and reassure patients.
The average time spent in clinical activities differed very considerably from ACC to ACC, ranging from 12
to 24 hours per week depending on the nature of the post.
Education
Education occupied around 11 hours of an average week in 2008, increasing to just under 13 hours
by 2009. The majority of this time was spent advising and supporting patients both by telephone and
in person. Again there was a wide range from under five hours per week to almost 20 hours. Almost
all the respondents were regularly contacted by other healthcare professionals for advice regarding
management of arrhythmia patients. Most provided both formal sessions (seminars or workshops) and
also used informal occasions such as ward rounds to respond.
Management
On average, management activities took up around one hour 40mins in 2008 and decreased to one
hour by September 2009. Management activities involved planning and attending meetings with other
colleagues from the multi-disciplinary team as well as the management of other staff members.
Professional development
This activity included time spent attending courses, reading, discussing progress and development time
with managers and took up an average of around 45 minutes per week in 2008 dropping to around five
minutes per week in 2009.
Audit/research
Audit and research activities took up just over one hour per week in 2008 and decreased slightly by 2009.
Time spent on this activity included completing in-house and external audits (this ranged from none to
around seven hours and included our audit).
Administrative
Activities reported included chasing test results, writing letters to patients and other healthcare
professionals and organising clinic lists. On average, 24% of the ACCs’ time was spent undertaking
administrative duties. In 2008 just over six hours were spent on administrative duties and this increased to
seven hours in 2009.
Phone interviews about administrative workload
After analysing the diaries it became obvious that some ACCs had reported spending substantial amounts
of time in administrative duties. The design of the diaries did not allow for determining if these were
appropriate or would have been better performed by secretarial/administrative staff. To examine this

29

Chapter 4

question a phone interview was conducted with a random sample of five persons, asking which, if any of
the tasks they had reported could be reduced or reassigned to other staff. This information was used in a
further analysis of the work diaries to see where time could be saved for activities more suited to the role.
The ACCs acknowledged that some of the tasks like writing letters, ringing other departments for test
results and booking patient appointments could be undertaken by administrative staff but other tasks
that also seemed routine needed their specialist input. For example, telephoning patients with their
test results. This often led to a number of questions from the patient that required in-depth specialist
knowledge, and to an opportunity to discuss issues that were worrying them as well as an opportunity to
provide patients or their families with education, advice, support or reassurance. Such interactions may go
beyond the immediate concerns with arrhythmia to provide more holistic support of the patient.
An example was given by an ACC who rang an ICD patient to confirm that she would attend her next
appointment as she had missed a previous one. The patient said that she would not be able to attend
owing to a stomach complaint. After further questioning the ACC found out that the stomach complaint
was caused by an antibiotic the patient had been prescribed by her GP. She rang the GP and discussed
the patient’s concerns after which the GP changed the medication and the patient was able to keep her
hospital appointment.
Reanalysis of the diaries using information from the ACCs’ interviews suggested that around half of the
administrative work could have been carried out by administrative and clerical staff saving an average of
three hours per ACC, per week to be used in more suitable activities. Overall the ACCs spent around half of
their working week dealing with patients in person or on the phone, with a further 24% of their time taken
up with administrative duties (Figure 12).

Figure 10: Median time per week spent on each activity
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Figure 11: Range of times spent by the ACCs in the five activities
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Figure 12: Percentage of time spent per week by ACCs on with each activity
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4.3 Summary of main findings
l

The ACCs met most of the aims of their job descriptions, designed to improve the educational,
emotional and practical support offered to patients and their families and to educate other healthcare
professionals in managing arrhythmia.

l

The first survey highlighted a few activities that more than 30% of ACCs were not meeting - in
particular setting up patient support groups and ensuring patients at risk of SCD were identified and
had access to specialists. Almost all the needs identified as ‘unmet’ in the first survey had been met in
varying degrees by the time the second survey was carried out a year later.

l

The wide variation in time spent on activities was largely due to differences in the role assigned to
them at their work site. Some ACCs were working primarily as ICD/arrhythmia clinic ACCs. Others,
especially those working in sites with more than one ACC were able to focus more on educational
activities.

l

Almost all the ACCs were found to be undertaking a clinical role through participation in clinics.
However the degree to which these clinics were ‘nurse-led’ was open to interpretation and subject to
the autonomy allowed the ACCs by the consultants under whom they were working.

l

Ensuring patients at risk of SCD had access to specialist care remained an unmet need even after the
ACCs had been in post for almost three years, although a number of ACCs were in the process of
writing protocols/pathways to address this issue.

l

Establishing patient support groups was the main area in which the ACCs had not made much
progress This was a result of organisational and logistical difficulties (financial support or finding a
place to run groups).

4.4 Conclusions
It was clear that the ACCs were fulfilling the aims of the role envisaged for them in chapter eight of the
NSF for CHD and as defined in the Department of Health model job description.
A lack of administrative support reduced the time the ACCs had to use their skills more appropriately.
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The BHF ACC role: BHF ACC and
consultant perspectives

5.1 Aims and methods
The aims of the qualitative part of the study in eight case study sites were to explore the ACCs, their
patients, their carers and clinical lead perspective and experience of their role. The qualitative work also
investigated the facilitators and barriers in delivering a holistic service to patients.

5.1.1 Rationale
In order to establish the effect of the ACCs, we have conducted interviews with a sample of patients,
carers and ACCs across primary, secondary and tertiary care.

5.1.2 Sites selection
The sample of sites for in-depth interviews were chosen after consultation with BHF project managers
and the arrhythmia care co-ordinators steering group; it was decided that we would choose eight sites
(Appendix 12). They were chosen to address the diversity within the sample and took into consideration
a number of factors, which included the number of ACCs appointed (single handed or multiple) as well
as ACCs assisting in high volume clinics and those with a smaller but more intensive workload, location of
the site (rural/city) and if the site was a major or minor ICD implant centre.

5.1.3 ACC interviews
ACCs at the selected sites were interviewed by telephone and covered the following topics:
l

working pattern and conditions

l

relationship with the multi-disciplinary team

l

evolution of the role

l

education/training needs

l

gaps in the services provided

l

visions of the future of their role

Towards the end of the study interviews with a purposive sample of healthcare professionals working
with the ACCs were carried out in order to understand their role in supporting the ACCs, and how they
perceived the contribution of the ACCs in providing better care for patients and their carers. Whilst every
attempt was made to recruit a varied sample of professionals at each site, including electro-physiologists,
consultants, managers and lead ACCs. Ultimately five consultants were interviewed.
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5.1.4 Data analysis
All interviews were recorded (with the participants’ consent), and transcribed verbatim. The one to one
interviews with ACCs, patients and their carers were analysed using a framework approach22. This involved
a detailed familiarisation with the data, identification of key themes, and interpretation of the findings
within the context of other research and policy and practice considerations.
The BHF ACC interviews were analysed separately from those of the patients and carers. Analysis looked at
similarities and differences within and across sites and focused on the main themes explored in the topic
guide, linking differences and similarities in perceptions across disciplines within and across sites.

5.1.5 Ethical considerations
Details of the study were submitted to National Research Ethics Service (NRES) and the necessary
approvals were sought from each site’s research governance and management departments. Informed
consent was gained from all participants and they were reassured of confidentiality and anonymity.

5.1.6 Interviews with ACCs
Interviews were carried out with 13 ACCs across eight sites. These covered a range of geographic
locations and different team configurations.

5.2 Findings
5.2.1 Quality of care
a) Continuity of care
One of the main benefits emerging from this healthcare model is the continuity of patient care. In
interviews most of the ACCs highlighted how regular contact between them and patients nurtured a
feeling of familiarity and how patients felt reassured when they could put a face to the care they were
receiving. Patients also clearly appreciated that they could always get hold of someone and that they had
a designated contact.
“Quite often we speak to them again after the clinic and quite often they’ll phone up for advice and things
like that. So I think they, kind of, really realise the difference there. You know, well, certainly the difference to
a traditional, kind of service. A lot of patients, sort of, say, “Oh, I didn’t have this last time. Oh, it’s fantastic,
you know,”. They really like – particularly like that they can contact somebody if they have a problem or a
question.” (ACC 1-8)
“I think they see us as a bit of a conduit for the hospital, you know which is what we probably are really. You
know, as a, you know, way in and a contact for, sort of, a big system really.” (ACC 1-4)
Patients received reassurance that someone would be looking after them throughout their procedure,
and that the care did not end when they left hospital:
“You know, that’s the first thing we kind of say really, we’re here, you know, to make sure that you’ve got the
information that you need for your procedure, and we’re here after you’ve gone home. And the nurses here
on the ward will look after you whilst you’re an inpatient but we’re here if you sort of need any help after.”
(ACC1&2-1)

To structure the patient’s care more clearly, the aim was to make one person the lead contact if a patient
received care from several ACCs:
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“Some patients fill so many categories, so they might see more than one cardiac specialist nurse and we tried
very hard to try and make one person a lead for that patient’s care.” (ACC 2-4)
This ensured greater transparency for the patient and reduced anxiety if they understood what was
going on with their condition and treatment. Educating patients was one of the goals of ACCs and all the
interviewed ACCs felt that a large part of their role was teaching. This encompassed education of other
healthcare professionals and patients.
Patients often became overwhelmed if they were given too much information and saw too many people
and really benefitted from having a designated ACC who took the time to discuss treatment options and
to whom they could address questions, either at the time or later on:
“The patients, they have so much information and, you know, they’re picking up on tiny fragments.” (ACC-3)
Patients entered the service with different levels of knowledge so the role of the ACC was also to even out
those differences and to encourage patients to learn about their conditions.
“And it’s their opportunity to ask other questions as well, because some come with no knowledge at all, some
have already raided the Internet for everything they can get, and they tell me.” (ACC 1-4)
The information was structured as clearly as possible and the ACCs interviewed found that patients
responded well to the information offered, especially as they had the option of getting in touch with their
ACCs in a variety of ways:
“I used a BHF folder-they’ve got a slot that I put my card or label in there. That’s where I put in your audit
forms, the patient questionnaires, and all the leaflets pertaining to the arrhythmias-so they’ve got them
all in one pack, so it’s there. And, I usually tell them, I always tell them, that my job is funded by the British
Heart Foundation and I’m here to do this role, and that’s why they see this pack and I’m giving them some
information, “these are my contact details, ring me if you’ve got any problems” – and they do. And then my
email address, I’m getting a lot of emails from patients as well.” (ACC 2-8)
The uptake on the proffered help varied:
“Every patient that I see has my details so that they can contact me and I tell them that, I tell them when I
work and what times I’m here and they can contact me, you know, whenever they need advice. And some I
hear from lots and some I never hear from again.” (ACC 2-4)
A further aim was to make the patient feel understood, and to assure them that they were not the only
people going through this experience.
“They know we’re there but they might come in for like, changes of their device and things like that and there
is quite a lot of anxiety, you know, a huge amount of anxiety, I think, with the patients I speak to who think,
you know, it’s only them that’s got this thing in and it’s quite a lot of surrounding issues. So we’d like to spend
more time, you know, focusing on them, that’s one thing.” (ACC 1&2-site 1)
Patients’ understanding of the ACC role could take a while to develop:
“But that took some months, I’d even say a year for them to actually see what I do. So yeah, I think they do. I
don’t know, I think that patients would probably say that I’m, if you ask the ICD patients, I think they’d say I’m
there to support them, I hope. That I’m accessible and that I’ve got a sort of, lot of, also educate them.” (ACC-6)
Lack of patients’ understanding of these roles did not become a source of frustration for ACCs; on the
contrary they saw it as a challenge and won over patients with their kindness and accessibility.
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b) Holistic approach adopted by BHF ACCs
A recurring theme was the more holistic outlook attributed to ACCs in comparison to consultants whom
patients appeared to view more as part of the healthcare machinery. Patients were more inclined to ask
questions of ACCs and admit to fears they might have.
“You know, I was very concerned when I first came in, when we were given a magnet facility, and when I
asked patients, patients were frightened of the magnet, they didn’t have any written information on how to
use the magnet. I don’t think it’s negative to the cardiac physiologists, I think as a nurse we look at patients
very much more with a holistic view.” (ACC-6)
One ACC (ACC-7) reported a case where a patient forgot his ICD card at an appointment with the
consultant and was subsequently worried about not having it. The consultant had dismissed his fears and
told him to pick it up the following month at the next appointment but the patient’s clear discomfort
led the ACC to post the card. This small gesture of empathy produced profound relief in the patient,
and the ACC cited it as an example of the little things done by ACCs, who were in a better position than
consultants to perceive these small human and interpersonal needs to be addressed alongside the strictly
medical issues. The ACCs repeatedly commented on minor things that might fall between the cracks and
about their duty to ensure patients did not merely get physical attention but also psychological attention
in the form of information and reassurance.
“So they have the contact, and also, they have the trust in the nurses. They all say the same thing, you know,
we’re more kind than the doctors, and far more accessible.” (ACC 2-3)
“Yes, because I’m basically a nurse. And that’s supporting and counselling. Support is the greatest thing of all,
I mean yes, I’m there to guide them through their management plans, and provide some more explanation, I
just can’t do too much. In that respect, they get the whole picture from me, support I would say.” (ACC 2-5)
Some of the ACCs reported that the role of ACC invited patients to share their fears:
“When they have arrhythmias some patients are quite anxious, when they see a nurse they feel that they
can open up. So I get a lot of their worries or their anxieties or they think something they’re worried about
has actually triggered the arrhythmia. So you’re there as a listener, and in a way, counselling. I think when I
did my advanced communication course with the BHF that was the biggest help, focussing, the counselling
session. And also, because you have very little time during the arrhythmia consultation, it’s a clinic, to
channel things. So you’re giving them listening skills, you listen to their problems, you’re telling them what
the illness is all about, they’ve got the information, you haven’t solved all their problems but at least you’ve
filled up the gap so you’ve alleviated the anxiety. You know that there’s help at the end of the day. They don’t
have to go through the high heart rates without any help.” (ACC-7)
One result of many patients’ preference for dealing with a ACC rather than a doctor was an increased
workload for the ACCs, with the logical consequence of reducing the workload of consultants.
“But what I have noticed through my cardioversion services from other consultants is they (ie the patients)
don’t want to go back. That’s why I’m busy. They do not want to go back to their original consultant. That’s
the difficulty. They all want to continue to come and see me at this joint clinic.” (ACC2-site 2)
Interviews with consultants revealed how relieved they were on the ACCs’ arrival, stating how
“unmanageable” their tasks had become before the specialist ACCs took on much of patients’ pre and
post-implant support and counselling. One doctor even stated that he had threatened to look for a job
elsewhere if he was not given the specialist ACC he had applied for, because running the service singlehandedly was no longer an option.
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c) Empowerment of patients
Getting patients involved in their treatment by, for example, asking them to monitor Internationalised
Normalised Ratio (INR) levels themselves was a popular strategy of patient empowerment quoted by the
ACCs we interviewed. By encouraging patients to shoulder some of the responsibilities of their healthcare
they became more involved in the process and more knowledgeable about what was or should be
happening and as a result more able to cooperate and report on their condition.
“And then we just make sure that all the INRs are up to date and rely heavily on the patients ringing us about
their INRs, so that they’ve got empowerment of their Warfarin management. And I’ve also devised a Warfarin
leaflet for patients who are on Warfarin and who have had cardioversion to provide something on how food
can impact on the INR level.” (ACC 1-3)
They ceased to be mere bystanders:
“But you give control back to them, you teach them what their symptoms mean, you teach them how to
control that, so I think they get a lot of that. They get, you know, expert knowledge on the procedure they’re
having done.” (ACC3- 8)
Patients and their families were consulted on the shaping of procedures and policies:
“I very much ask patients really, and partners, what they want, and from that is how I really developed the
service.” (ACC-6)
The ACCs interviewed consistently identified patient support groups as an important part of patients’
recovery, and they were eager to provide and expand this service. The groups that were already
established were well attended:
“With our ICD support group and everything, that has really kicked off, and that is brilliant. A lot of that’s
down to (names of colleague nurses) because they’ve done most of the work for that, but I still go over for
the meetings and everything. And I was quite surprised at the last one, you know, how involved people were,
have become in it and how they’ve welcomed it. Yeah, it’s pretty good.” (ACC 2-4)
“We’ve had patients come to the support group saying, “I’ve had this question for 11 and a half years.” I’ve
had people say, “I’ve not been out the house for six years “cause I didn’t think I was supposed to.” So some of
them got this from other people and some of them couldn’t find anyone to ask.” (ACC1-4)
“It’s more about how they’re coping with their symptoms, lifestyle changes, driving advice, insurance, travel;
all the things that are about quality of life really, although we do talk about the procedure and the dos and
don’ts and all things like that. And we also run a, kind of, we call it our ad hoc clinic, so it’s a clinic for patients
who don’t quite fit into either of those categories, so it might be people with troublesome palpitations and
it might be people with AF, with any, kind of, concern really, related to their arrhythmia, or it may be ICD
patients that have had their ICD for many years and require ongoing support.” (ACC2-4)
The merits of being empowered and knowledgeable are not simply psychological and those effects are
not to be underestimated but have real implications for a patient’s behaviour in a crisis, or at the very least
allow patients to make a rational, informed decision about their options.
“I think giving people back control means that they know what to do when they can’t get hold of me as well.
I think that’s important, you give people plans.” (ACC1- 8)
The ACCs perceived their work as filling a void by providing a new, much needed holistic patient centred
service that had no real precedent in the management of arrhythmia patients. They were unanimous in
stressing the positive impact on patients’ comfort levels.
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“I think that’s just made a huge difference, really enormous, you know, in terms of people’s understanding
of what they’re coming in for, what to expect, you know, on the day and afterward, and in having someone
that they can contact ‘cause there are quite a few problems and queries either before or after the procedure.
So – and there just wasn’t anybody before, you know, there was the consultant and the consultant’s
secretary, you know, and I mean, the consultant won’t take personal calls of that nature, you know, the
secretaries aren’t medically trained, you know, so they can’t answer queries, so…” (ACC3-8)
Patients are given a chance to make informed decisions by having things explained properly and by being
offered psychological space for asking questions in a safe environment where they may not feel the same
stress or pressure as in the presence of a consultant:
“I think with doctors, they’re looking at solutions, we have to diagnose you, how are we going to deal with
you? The patients haven’t got a chance to actually think through things.” (ACC2-4)
“I think they have the correct knowledge to make informed decisions, I think the anxiety levels are
dramatically reduced, I think, for these patients coming in.” (ACC2- 8)
“I think they feel that there’s someone they can ask even silly questions to and I think that gives them a lot of
confidence, and they’ve got increased knowledge about their condition and that’s given them confidence to
go and live their lives and sometimes just knowing someone’s there listening to you, you know, helps people
even if they don’t really use it.” (ACC1- 8)
The ACCs saw the education of the patients as a crucial component of treatment and stressed its
importance in giving patients insight and confidence. They said that a substantial amount of their time
(over 50%) was spent on education and reassurance of patients. One ACC emphasised that she always
made sure the patient was allocated a full hour so they could discuss the condition, its implications and
deal with questions.
d) Time and care
The ACCs stated that patients felt someone was listening and was giving them the time required to be
heard, and not throwing them out after their ten-minute slot:
“So they have the contact, and also, they have the trust in the nurses. They all say the same thing, you know,
we’re more kind than the doctors, and far more accessible.” (ACC2-site 3)
There wasn’t the same substantial gap between initial contact and follow-up, so patients were not only
seen more quickly but psychologically they also got more continuity. Not only did they get a designated
contact person which remained a constant but they were also seen sooner so there was a greater degree
of recognition and information retention.
“Also we give them information to read and take away, they’ve got my contact number if they want to get
back to me, and also in terms of if we’re looking at diagnostics, they can turn around and come back and
see me in two weeks time with diagnostics done, so basically we already know a little bit more about the
arrhythmias, you can advocate a treatment plan. Whereas in the past they couldn’t before, by the time
they’re seen again they’re talking about a few months later.” (ACC2-site 1)
One consultant reported that their department used to get frequent complaints from patients that
they had had to wait hours for a consultant who subsequently only spent five minutes with them. The
consultant affirmed that since the appointment of the ACCs, these complaints had virtually disappeared.
The consultant cariologist further stated that what used to be an ad hoc and random service had been
“revolutionised” and now regularly attracted compliments.
A particular concern mentioned by the ACCs was that of how to cast a wider net by offering different
components of care that complemented each other. Some of these services, such as the telephone
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advice line, were designed to be more easily accessible and thus perfect for less urgent or minor enquiries
that could not wait weeks for an appointment or were deemed too small by the patient to bother with
a proper appointment but that nevertheless constituted a nagging worry, turning out to be significant
and requiring treatment. The ACCs emphasized the importance of this service in identifying patients who
might otherwise have fallen through the cracks of the system because nobody had picked up on them.
“Yeah, yeah, I mean, I used to work on coronary care anyway, and I know the girls on B1 and C5, so I’m
well known on the wards anyway, and we always go up and ask, “Is there any ICD patients? Is there any
patients, you know, with arrhythmias?” Or whatever, and we go and read through the notes, and a lot of
the time as well some of the nurses will say to me, “That guy had VT over there last night, and he’s due to
go home tomorrow.” Especially on C5, the surgical ward, so then we’ll go down and see Doctors (names of
doctors) and say, “Look, there’s a guy up there with a VT, I think you should see (him) before he goes home,”
or whatever. And a couple of those have ended up, we’ve kept them, done an EP study on, and then they’ve
ended up having ICDs.” (ACC- 6)
ACCs actively looked out for risk patients who might otherwise have gone undetected.
“Because that’s the thing I’m most concerned about if we miss somebody who is potentially at risk.” (ACC- 6)
In many cases determining potential problems had an immense advantage over waiting until people had
deteriorated further. Preventative measures probably saved some people’s lives, as in this case where early
detection gave a family the chance to take precautions:
“We’ve had one family who they’d had one sudden death in the family and they all came in and had
Ajmaline challenges, and all the ones that are positive they went into VT during their Ajmaline challenge, so
they’ve all ended up with defibs, you know, and there’s a 21 year old, a 17 year old, a 35 year old, you know, if
their defib goes off once appropriately, you know, you’ve saved their life. So – and I love that aspect of my job,
you know, the fact that they’ve never had an issue before, this is a potential issue and we can fix it.” (ACC- 6)
The ACCs praised the versatility of this service because it catered for patients whose symptoms or
concerns did not slot into neat categories. They also highlighted the fact that its flexibility attracted
referrals from various professionals such as social workers and dentists.
e) Reducing unplanned/inappropriate admissions
The installation of ACCs across hospitals reduced the number of inappropriate emergency admissions by
sifting out patients who could be treated by other means.
The pre-assessment process streamlined admissions by avoiding inappropriate admissions for patients
turning out to be sub-therapeutic. Prior to ACCs coming into post such patients would be deemed
unfit for a cardio-version procedure and would be sent home. This resulted in a cancelled procedure
and a charge of £400 to the PCT. Also nurse-led practice meant that patients did not need to sit around
unnecessarily, waiting for consultants to be free to consent patients.
Often the care through ACCs prevented and pre-empted admissions. Many of the ACCs felt they had
prevented many unnecessary A&E admissions by being a port of call for patients who for example, had
routine side effects of procedures.
“So even something [as] simple [as that] might have turned into an admission. But I think we’ve probably
headed off quite a few more, just those little worries that could’ve taken them to A&E.” (ACC1&2-1)
“I think I’ve done two things, I think I’ve stopped people going into A&E when, if I wasn’t here, they would’ve
done. I think, I can’t avoid the weekend bit, because I don’t work weekends, so those that, you know would
have come in previously in a panic over the smallest thing will wait to speak to me now.” (ACC2- 8)
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ACCs stated that they made sure patients were prepared for tests and prevented waste of time such as
patients showing up without necessary preparation so they had to be sent away again. The consultants
interviewed, drew particular attention to the time savings the ACCs had made by screening out patients
not appropriate for procedures and they also stated that cancellations had dropped dramatically
The emphasis was on planned care and planned allocation of resources and in this model continued care
and interventions were administered as needed before something became a crisis.
“I also think as well, that if they’ve got good support at home when they go home, and have had lots of
information, they’re likely to stay at home rather than come back in. […] When they go home, I follow them
up with a phone call, very soon after they’ve gone home. And they know that there’s somebody to support
them. And I make sure I am, and I really try to make myself accessible to them and that’s why I carry a bleep.
You know, and there’s voicemail, I come into the office first thing in the morning and just before I go home.
So, you know, I do try to make sure that I ring people back quite promptly.” (ACC- 7)
Avoiding inappropriate admissions reduced patient stress and also saved time and money.
The ACCs interviewed were quite modest about their role of giving patient expert advice and reassurance
if there was no actual need for a hospital admission. However, when questioned more closely most of
them acknowledged that they probably had reduced unnecessary admissions. They stated that often
patients were admitted because A&E staff were unsure or inexperienced with those conditions, when an
ACC could have offered adequate support and prevented an admission:
“I think some of the ICD patients that have maybe had shocks might in the past have just dialled 999 and
may have been admitted if the A&E staff they saw were unsure, inexperienced or whatever, whereas often
now, they will phone us and we’ll talk to them on the phone and try and decide whether they should stay
home or whether they should come in and have a check or should be admitted.” (ACC2-site 5)
Consultants also mentioned problems in the past when it had been “nigh on impossible to get an urgent
patient in”, so that they were forced to admit patients as the only way to get around the crippling waiting
times.
f) Streamlining as a way of making the service more accessible for patients
Streamlining the service is one of the highly positive outcomes of this model and the ACCs involved
displayed a high level of pride in the pay-off their efforts had achieved. Whilst ACCs acknowledged what
had already been achieved they also stressed the importance of continued efforts to improve the services
offered:
“I would like maybe to be a one-stop – what I would love to do is the same as what they do in (name of
place) within the larger Boroughs, like a one-stop nurse clinic, and then see the consultant, but it’s – like
I say, it’s funding, it’s the availability of tests on one day, you know, it’s really difficult. So I think my best
compromise would be to go and meet the patients when they come in for their tests. […] They’ve got to
come in for, like, four tests before they see the consultant. Well I try and get it all done on one day, but, you
know, sometimes they’re coming back three or four times to the hospital, and then that just – they lose
interest really if they’ve got to do that all the time.” (ACC-6)
The ACCs have taken up the challenge to address the shortcomings of the system they were handed,
trying to balance vision against resources:
“I think the problem is when we first step into our roles we’re stepping into a minefield. They were fragmented
services, we are giving them some structure, some organisation, and some focus, but it does take time. And
in the course of things, we find that we need more work to get them much better organised, so it’s like living
with an imperfect system. Working with them, gaining their trust and saying right “I don’t want to rush into
anything but this is what you need to do”, you do it first, and then turn round and say, you know, I think this
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is a better way of doing things, and they trust you, and that’s how you’re leading them. So, in a way we’re
giving them a little bit more structure. In terms of the arrhythmia clinics we’ve expanded them because they
come and see us a lot quicker.” (ACC2- 8)
Numerous ACCs explained how they had eliminated unnecessary visits by combining previously separate
visits or by rearranging procedures into a more logical sequence. Time is saved, the patient’s as well as
that of the hospital staff.
“Not only have I reduced the waiting time, I’ve also cut out an appointment where they would need to
come back to the hospital, ‘cause what would happen they’d come back to the – they’d come for their first
appointment, wouldn’t have had any of their tests done, so then they’d be sent away for the tests, and then
come back three months later. So I think I’ve reduced the anxiety of the patients.” (ACC- 6)
The ACCs were clearly satisfied with the dramatic reduction in waiting time:
“I think it’s just that a lot of them appreciate that they’ve seen somebody, they know what she looks like, and
they know that they can phone me at any time. And, you know, if I say I’m going to do something, then I do
it, I’ll let you know. And a lot of them say that they, you know, they’re really pleased about that. And I think
the ones that come through on the rapid access, I mean, I saw a chap a month ago, and he’s having his
cardioversion this week, so it’s a month, waiting from referral to cardioversion. Whereas he probably, if he
had been seeing the consultant wouldn’t even have got, had his appointment yet“. (ACC 3- 5)
They were excited by the opportunity to reduce waiting times for patients and in some cases were even
undertaking studies to reflect this.
“We’ve just submitted an article to the British Journal of Cardiac Nursing about the impact we’ve measured
of running such a service in terms of speeding up time it takes to get to see an appropriate practitioner for
their arrhythmia.” (ACC 1&2-2)
These particular ACCs proudly stated that their rapid access clinic had reduced patients’ average referral
time from their GP to a cardiologist from six to eight weeks previously to only 17 days.
In each case, the patients’ needs were cited as the impetus for innovation.
“That is my little mantra. “I’m here for the patients. I’m here for the patients [laughs].” (ACC- 6)
The ACCs saw it as their mission to take a fragmented service and improve it to reduce waiting times and
save patients coming in unnecessarily.
“I looked at cardioversion because that is something that was needed. They’ve got a cardioversion service but
it is fragmented, there’s no pre-assessment, there’s no dedicated anaesthetic service.” (ACC 2-8)
This was by no means an easy task and although some specific obstacles may vary with the institution,
there were several recurring culprits most of which was due to lack of time.
“The main problem is not having enough time. Time is the biggest thing, and also the fact that there is more
work to actually improve our present services in order to free up the time to make it a bit more efficient.
Cardioverting in two days is, you know, without a dedicated anaesthetic service is the biggest stumbling
block.” (ACC 2-8)
The ACCs reported how a reduction in waiting time not only cut down on the period of anxiety for the
patient, which by itself was already a considerable improvement for the patient’s quality of life, but how it
also increased the effectiveness of treatments if they happened sooner.
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“Yeah, yeah, it’s been good. And, when I first came into post, a lot of patients that I was seeing on the
cardioversion list, you know, have been in AF anywhere between six (to) twelve months, and the whole
purpose of doing the rapid AF clinic was to try and speed that so we got them within the first six months, so
that makes the success more likely.” (ACC-3)
The contact between patients and their ACCs also saved time and resources that might otherwise have
been wasted in exploring misdiagnoses. Additional data about a person’s condition were shown to lead
to a more accurate diagnosis and the opportunity to ask questions prevented misunderstandings:
“And I think it works, not just for psychological support; it works that they can ring up and say “what do I do
with this medication?” Or “what do I do if I feel like this?” And then you send them for all the right tests and
then you get the diagnosis right.” (ACC3-8)
This reduction in waiting time was supported by the interviews with consultants who agreed that the
ACCs had streamlined the service and had made it more consistent. They were pleased with the protocols
and patient pathways that the ACCs had implemented. One consultant praised the efficiency of the new
system, where the ACCs were the first point of contact instead of the technical team, who would end up
referring almost everyone to the consultant. The out-of-hours response was also mentioned as having
improved beyond all recognition.

5.2.3 Increased responsibilities and remit for BHF ACCs:
a) Learning
Taking specialist modules, the ACC prescribing course and study days helped to increase ACCs’ skills, but
also came out of their work time, so it had an impact on the handling of their caseload. The ACCs pointed
out that this was something that needed to be factored into the decision making process for the number
of ACC hours required in a particular community.
The ACCs interviewed recognised and appreciated the training and support provided by BHF but felt they
would benefit more from a tailor made package of training that took into account the knowledge and
skills required in their particular work setting.
Some ACCs who were more involved with devices found the course less relevant than the ones who
mostly dealt with the arrhythmia itself. It was suggested, for the future, to have a general core module
but to make the rest of the course more modular. People could then select specific areas they felt they
needed support with, and leave out what was irrelevant for them. This would result in more in-depth
training in areas they would particularly benefit from or that had been neglected in their original training.
The general opinion of the ACCs was that they would prefer to be able to pick and choose modules, with
maybe a core course for everyone.
Networking opportunities provided by BHF through training days were highly valued, as they presented
opportunities to share experiences and learn from colleagues and general requests for more training days
were made.
All ACCs identified a need for further training in counselling, some in basic training in Cognitive
Behavioural Therapy.
“I think I haven’t done the communication, the extended communication skills that I need to do in the BHF.
Basic CBT (cognitive behavioural therapy), I think I’ve been going on about this, definitely. And counselling
skills, even though I think I’m quite an experienced nurse.” (ACC- 7)
Modules were seen as useful in highlighting issues, especially in their new increased teaching and
advisory roles. It was felt that although the courses contained mostly known information, they served as
refreshers especially for skills not used since the initial training. As a specific example of things becoming
clearer, one ACC stated she could now see connections and the significance of test data.
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Another ACC suggested additional electro-physiology studies training because they felt that such skills
get rusty and require refreshing. This view was shared by colleagues from another hospital, and the ACCs
mentioned that they were proactively trying to arrange a joint study day.
Some ACCs felt they were lucky enough to learn a great deal from their immediate colleagues:
“I think it’s a difficult thing to run a course that needs to be so, the knowledge needs to be spread over such a
wide area but for me personally, it didn’t really add a great deal.[…]. I’ve learned so much more, I think, from the
cardiologists here. They have just been amazing really, you know, they’ve been very, very helpful.” (ACC1&2-site 1)
The hospital in question (Site 1) is teaching oriented, so ACCs benefited from consultants who were used
to everyone asking questions and who were receptive to this. For others, BHF modules provided teaching
they may not have got through other channels.
The Communications Skills module was singled out for special praise primarily because it was taught
using ‘role play’, provided direct feedback and was delivered by an actor.
The positive response to the modules came with a caveat raised by one ACC who lauded the usefulness
of the course and the need for more people to take this course, but who pointed out the potential
difficulties with finding the time for it.
Overall, the ACCs described increased self confidence and job satisfaction as a direct result of taking BHF
modules and commented on the great feedback they had had from patients.
b) Nurse prescribing
The topic of nurse prescribing for repeat or routine prescriptions got a mixed response, as some of the
ACCs were wary of the additional responsibility.
“I can see, I can see the purpose of it, I feel a bit cautious of the responsibility that comes with it because I’m
already finding the clinics, you know, quite a responsibility.” (ACC-site 3)
Opinions were ambivalent, which partly stemmed from the fact that increased skills would increase the
workload but there was not necessarily going be another colleague to share this increased workload with.
It was seen as unfortunate that the lack of additional staff constituted as an obstacle to gaining a wider
remit and becoming more versatile. As the benefits of having nurse prescribing skills would have greatly
reduced waiting times for patients.
Several ACCs indeed expressed the view that nurse prescribing would be a very useful addition to
their training because it would cut down on chasing consultants’ signatures for some of the required
prescriptions. This would have the added benefit of reducing the consultant’s workload at the same time.
In practice many of the medication changes signed by consultants had actually been suggested by the
ACCs in an email or discussion about the patient, so some ACCs viewed the prescribing qualification as a
ratification of a process that was already happening anyway.
Others were reluctant to take on the responsibility of prescribing and drew attention to the fact that
arrhythmia was not a black or white area.
c) Autonomy
A major outcome of the ACCs’ extended remit was the significant reduction in waiting time for patients
who would traditionally have seen a doctor. The ACCs all agreed that direct referrals constituted an
enormous time saver because the route via a consultant could add disproportionate lengths of time.
“I’d like to be able to take the referrals myself, get all their tests done and then get them seen in clinic.
Obviously, I discuss it with Doctor (name of doctor), but if the referral comes directly to me – because what
happens at the moment is the referral letters go to Doctor (name of doctor) he says, “Send to (name of
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person).” They get sent down to Med Records, and then they get sent to me. And that can take two weeks,
whereas if I’d had the referral I could have ordered their tests, then given him the letter, then it could have
gone to Med Records, whereas, you know, it’s so much time wasting.” (ACC- 6)
Most of the ACCs felt that consultants were available if needed but the clinics were definitely nurse-led.
They remarked that they rarely went and asked consultants at the time but were likely to discuss patients
at clinical meetings.
“Talking to other of our colleagues around the country, it sounds like they’ve been over-managed and have
been held back by the bureaucracy at every stage. […] And I think we’re probably making more decisions
without having to consult the consultant. And it’s fine, isn’t it really? I think, it’s just nice to know that the
support is there, that if you just want to make sure you’ve made the right call really.” (ACC 1&2-site 2)
The majority of ACCs reported acceptance from consultants after a period of time. After they had been in
post for a while and now that they had completed BHF arrhythmia modules, most referrals came from the
consultants themselves, as a consequence, ACCs were seeing patients earlier in their journey. The ACCs
however, also pointed out the limits of the autonomy they could achieve.
“I think, as I’ve built the service and the more confidence I’ve got and the more I’ve learnt, there’s a, I’ve got
more autonomy, I can make decisions and feel quite confident with those. But there are certain things
that even the registrars have to go to the consultants about, you know, because I, you know, myself or the
registrars, we don’t do the ablation procedures, it has to be a consultant decision. So a lot of the time it can’t
be nurse-led, if that makes sense?” (ACC1- 8)
“I think we have quite, I think we have a good, quite a good balance of, you know, autonomy and knowing
when to ask and then knowing when we’re out of our depth as well. And we probably have as much
autonomy as we need.” (ACC1&2-site 1)
Whilst ACCs appreciated the high level of autonomy required in their roles, they also recognised that they
were operating as part of a wider team. Their role was characterised by its ability to interface with a wide
variety of other staff and agencies.
d) Source of referrals
Over 60% of referrals to ACCs were made by consultants and a further 15% were made by GPs, cardiac
nurses and physiologists made up a relatively small proportion (3%) of referrals. Over one third of
consultant referrals accounted for AF investigations or treatment and a further 26% accounted for
palpitations, syncope and ICD related concerns. GP referrals were dominated by AF investigations (50%)
and for palpitations investigations (30%) with smaller numbers for syncope and chest pain.
Many of the ACCs had previously worked for the same hospital or trust for a number of years and had built
up good working relationships with staff which in turn helped in their role as an ACC. Referrals were more
forthcoming and their advice was sought opportunistically for example an elderly patient who had been
experiencing breathlessness the previous night was identified and referred although no formal protocol
was in place.
e) Educating other healthcare professionals
In quarterly monitoring reports the ACCs reported having carried out 930 teaching sessions for healthcare
professionals over the three years of the evaluation. There is no information about whether these were
one to one informal sessions or formal group education.
An important part of the ACCs role was to help educate healthcare professionals about optimal
management of patients with arrhythmias.
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“So I took over for the pre-ICD counselling, so it was making sure that, before Dr (name of doctor) did the pre-ICD
counselling and obviously did a fantastic job, but he didn’t have enough time to inform all the staff.” (ACC- 7)
While this lightened the workload for consultants, it also meant a move towards a wider remit for the
ACCs by taking on something that had previously been reserved for the consultant. This was supported by
interviews with consultants who emphasised the ACCs’ importance in educating patients. One consultant
stated he had found it very difficult to find time to counsel people and give them information, and they
viewed the ACCs as the perfect solution to everyone’s problems.
“Either I would have collapsed, or some other aspect of the service would have given out.” (Consultant- site 6)
Educating others about the services offered by ACCs was described as a vital part of the job because many
healthcare professionals did not fully understand this new role and could therefore not play their part in
the referral process.
“We did a lot of work, particularly in the first six months, to try and get that across, and we spent a long time
going to wards, just looking through notes, to get referrals with, you know, because people didn’t really
understand whom they should refer to us.” (ACC2-site 5)
Some of the persons at the receiving end of the ACCs’ approach were community matrons and other staff
at the hospital or neighbouring hospitals:
“I did a lot of teaching a huge amount of teaching; I went out to all the wards.” (ACC- 7)
“And the role has been huge on teaching. I’ve been, I did so much teaching within the first year and, you
know, I very much went out to (name of hospital) and I’ve been out to our neighbouring hospitals in our
region. And it’s very important that the cardiac nurses, the cardiac rehab teams were updated they’ve got
base links, with the rehab teams and with the heart failure nurses.” (ACC- 7)
Furthermore ACCs regularly held events for GPs to distribute information on the services offered by ACCs
and about the referral process GPs could avail themselves of. These study days for GPs, where GPs were
invited to learn about the role of ACCs and about who was suitable for referral to ACCs, proved very useful
and popular. ACCs were pleased with this outcome and were keen to organise streamlined events for
many GPs at once, where they could widen the circles of their role by spreading the word.
In Site 2 ACCs focussed primarily on the management of atrial fibrillation and aimed to improve the
pathway of care between primary and secondary care. A nurse-led rapid access atrial fibrillation clinic was
set up within secondary care and continues to run successfully. This clinic offers assessment of any patient
with new onset symptoms of AF, suspicion of paroxysmal AF or incidental finding of AF.
Referrals are made mainly by GPs but also by pre-operative assessment clinic, A&E or by wards for patients
discharged with AF. Patients are seen within 10-15 days of referral at the one stop clinic meaning all
necessary diagnostic tests are undertaken during one hospital visit ie ECG, echocardiogram and 24-hour
holter monitoring where indicated. During the 30 minute appointment the ACC takes a detailed history,
clinically examines the patient, makes definitive diagnoses and discusses treatment options with the patient.
Cardiologists provide clinical supervision at each clinic if required. The patients are given patient
information leaflets and contact details of the ACC and a treatment plan is sent to the GP within two
days of the clinic. The clinic has been evaluated positively by patients and GPs and has received local and
national recognition by the Primary Care Trust and Arrhythmia Alliance. An AF audit tool was initiated
by the arrhythmia team and with the support of the local Cardiac Network has been developed into
a validated tool which is now available nationally. A paper has been published in the British Journal of
Cardiac Nursing about the impact of this clinic.
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It was widely felt that these events were highly beneficial and that overall referral numbers were increasing
partly as a result of those events.
“It could be anywhere in the country so you might find that they’re going to their GP saying they’ve got more
palpitations or whatever, and the GPs are ringing us saying, oh, “don’t know what to do with them” or “what
should we do?” Or “I’m thinking about increasing the medication or whatever, is that okay with you?” (ACC1&2-1)
In general, ACCs reported a positive response towards them by healthcare professionals and patients. They
described gaining trust from other professionals as a process. The increased awareness of the ACC services has
led to more referrals and ever increasing caseloads, leading to a need for an expansion of services. The phone
advice line and support groups have become very popular and virtually all of the interviews reflected the wish
to expand and run more clinics and groups, but the ACCs asserted that they already had a bigger caseload
than they could comfortably handle. It was reported that waiting times were creeping back up from going
down significantly when the service was started. This increased rate of referral will require the employment
of additional ACCs in order to simply maintain the current quality of care, before the desired expansion of
services can even be contemplated. Since there are not enough ACCs to manage all the potential patients,
ACCs reported having to allocate their resources to those who needed them the most.
f) Acceptance/trust in ACCs
When asked about their rapport with consultants, one ACC declared that “these things take time” (ACC Site 3).
The ACCs interviewed were aware that it would not happen overnight and had realistic expectations. The ACCs
seemed content to let their skills speak for themselves and watch a gradual building up of colleagues’ acceptance
of them and understanding of their role.
“Our cardiologists, when we first started, said they were a bit, well not sceptical, but now a lot, if they call us, they
sent an email and said we should ask our girls to deal with this, and we thought we had actually arrived, you
know that was quite warm we felt.” (ACC1-4)
“I think people’s trust has been built. But I think now, yes, because, one silly example, a small example is
departments that only take referral letters from doctors will now accept (letters) from me. Consultants who
have never ever probably had a nurse specialist write to them for referral will now write back to me, not to the
consultant, which always makes me feel quite good because, in some ways, that shows they’ve got a level of
respect for you, I think.” (ACC2-8)
Initial scepticism from consultants was reported by some of the ACCs, and the impression that certain
consultants, usually older and more established ones, felt threatened or reluctant to delegate tasks they
viewed as rightfully their own. However the ACCs also agreed that usually consultants warmed to the ACCs
and were quite happy to let them take on more duties as time progressed.
“I think probably initially it was difficult to let go a little bit of a service that he was quite proud of.” (ACC-7)
The ACCs interviewed felt that word was spreading about their presence and that they were establishing
themselves in the healthcare system, with increased referrals from GPs. Many of the ACCs pronounced that
even though it took a bit of time to get the word out there, and for people to understand what ACCs did,
there was a definite interest in and appreciation of their work.
“I think I’ve gained trust from people a lot quicker than I thought, than I gave to myself actually.” (ACC 1&2-2)
g) Confidence
In the light of their increased responsibilities, the ACCs stated that having the appropriate support was crucial
for ACCs if they were to feel they could take on further duties and still give the optimal performance they
were striving for.
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“Yeah, I mean when I worked in coronary care, I thought I knew about atrial fibrillation, but ha! I know so
much more about it now, stuff that I never thought I would’ve ever known, ever. And each time I go on,
and you know, you talk to consultants about it, you’re looking at echo cardiograms and you see how it’s
all significant and how it’s all relevant. And yeah, my knowledge has really increased, and because there’s
people there to ask as well.” (ACC 3-5)
They were led by a desire to make the role their own.
“It’s difficult when it’s a new role though. I almost feel sort of driven or responsible to lead it really, to change.
Which I’m quite happy to do.” (ACC- 7)
In the interviews different types of support were discussed and the following constituted the major
factors contributing to the continued evolution of the role and work of ACCs.
h) Support
An increase in urgently needed ACC hours and additional specialist ACCs to share the workload were not
the only requests made by the ACCs interviewed. Repeated mention was made of several areas in which
the service could benefit from tailored support from other quarters. One main theme was how the ACCs’
time could be used more appropriately through delegation of various tasks.
i) Bureaucracy/admin
“There’s always lots of red tape and, you know, jump through many, many hoops and 20 committee
meetings before anything can be instigated.” (ACC2-site 5)
“And then in between, it’s sort of phone calls. Phone calls, letters, appointments, that sort of thing.” (ACC1&2-1)
“It’s nationwide, but it is impacting on our role, you know, it is impacting on the amount of stuff we can do.”
(ACC- 6)

“I am wasting a lot of time by doing admin work, ‘cause, I mean, at the moment what I’d like to be able to do
is when the patients come in for their echoes, their 24 hour tapes and stuff, I’d like to be able to go and meet
with the family, just to say, you know, “Have you got any issues? Is there anything you want to ask me?” But
I’m not able to do that at the moment because of all the other stuff that I’m doing. I can’t get out to speak to
GPs. I can’t get out to speak to, you know, District Nurses or anything like that, because of the admin support,
you know, I – it’s bogging me down really.” (ACC- 6)
“I don’t think they see how much chasing of notes, ECG results, you know, and patients, generally that needs
to be done.” (ACC1&2-1)
“And then letters to GPs, running round after the consultants again. So it’s those kinds of things that take up
a lot of your time.” (ACC 3-5)
Virtually everyone interviewed expressed a need for admin support, ranging from mechanical tasks that
could be delegated quite easily, to tasks that would require some initial training but that would then
become manageable even for an administrator. Some tasks could also be delegated to lower level nursing
staff:
“And also organising the cardioversion list. It is a bit of a fiddly job and you would need somebody who
understood it and knew what they were doing with it, and checking the blood tests and everything.” (ACC-3)
“I think I perhaps didn’t anticipate the amount of time I’d spend on the telephone when we first started. But
it’s not just about the amount of time we spend on the phone because that phone call then might generate
something else. I think the initial phone call definitely needs to be us, and I think the end result and talking to
the consultant needs to be us but anything in between may be very well be able to delegate.” (ACC1&2-1)
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“I did a pre-ICD checklist that I put in the notes and I also wrote standards to go with that that I put on the
wards so that all the nurses or any health professional really could see what information we were given.”
(ACC- 7)

These statements pointed to the potential benefits of employing and training additional support staff for
routine tasks like collecting test results that would not require a trained ACC.
The ACCs asserted that if there were not enough purely secretarial tasks that would justify hiring a full
time designated person for them, then perhaps they could share a secretary with other departments:
“It would be good to have a secretary, wouldn’t it? To have an admin assistant one day every week, but yeah,
it would be great to have a secretary who would do our audit work for us, do our letters. We’re sort of getting
a list together for the clinic, that we have to look up dates of bills, we have to look up results for the clinic,
perhaps could be doing that for us, it’s just all those little bits. We do get a lot of calls for admin problems as
well, about appointments and stuff like that.” (ACC 1&2-2)
The importance of admin support was not only highlighted by those who didn’t have it, but also by the
minority who did:
“I would have said admin, but now our admin support assistant has started, she’s doing it all, so that’s really
improved things for us vastly.” (ACC2-5)
“Ourselves I think as well, developing our knowledge certainly. And I think what has been an issue is admin
support and I think that really should be up there at the front, at the start. I think it’s taken us a long time to
get admin support and it was really important, we really struggled, there was one point where we really did
struggle to keep everything going to be honest. And once we got the admin support, it was much more, it
was much easier. So I think really, that if the British Heart Foundation are going to fund any more arrhythmia
nurses I think it should be right there at the beginning, that the admin support should be, you know, not left
to chance, it should be there because I think it’s crucial.” (ACC1&2-1)
It became clear that many factors had to contribute to the successful implementation of the ACC
programme and that support was crucial for it to work as it was supposed to:
“Some people are running clinics, but they’re running alongside the consultant so they haven’t got a separate
referral system so it’s not speeding up the process […] whereas ours really does reduce the waiting time,
we’re focusing on AF that can be managed in so many different ways, and those patients with AF are getting
a very good service here. And I think that’s, and it’s succeeded because of the support from the consultants.
We’ve got admin support, that’s where other people have struggled with, you know, we’ve got dedicated
admin support.” (ACC 1&2-2)
j) Access to a psychologist
This emerged as one of the most frequent requests, so that ACCs would be able to refer patients
elsewhere instead of regularly having to go beyond their training. Most of the ACCs showed a positive
attitude towards helping their patients with their psychological needs as best they could and one ACC
stated that they had had a lot of positive feedback from patients, with some patients saying that they
had felt better counselled than by a counsellor. However, they realised they were not really equipped to
provide the level of support required by certain patients.
“But I haven’t got time to counsel everybody and I haven’t got all those skills so we refer to the counselling
department but there’s a waiting list at the moment.” (ACC- 7)
“But yeah, we do, and I have referred a couple of people to rehab but psychologists, there is access but really
only if we feel there’s a desperate, desperate need. That’s one of the things we really could do with.”
(ACC1&2-Site 1)
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Some aspects of patients’ psychological wellbeing were less challenging than others:
“I think most people’s psychological difficulties are usually what I’d call understandable anxieties which
you can take, just a brief nursing intervention. We very rarely come across anybody who’s got, who we’ve
recognized as having deeper psychological issues with atrial fibrillation but there certainly, yeah, there is a
lot of, quite severe sometimes, but understandable anxiety that can be dealt with quite easily through brief
nursing intervention.” (ACC 1&2-2)
“The ICD patients come in to see a physiologist first, and then us after, so sometimes, we will do a joint
consultation, so if the patient’s particularly anxious, or has concerns, then we may attend their physiologist
appointment with them, and then see them afterwards.” (ACC2-5)
Many patients require more serious psychological support and the majority of the ACCs agreed that
there was a serious need for access to a psychologist. Ideally, this should be someone who would accept
more than a single referral per year, as the case was in one of the interviewed ACCs’ hospitals (ACC 1-5).
Another ACC resignedly reported that there were no psychologists available, not even part-time. Cases
of depression that periodically cropped up were referred to GPs. However, referrals to GPs for counselling
needs regularly proved problematic, as GPs were often reluctant due to long waiting lists, and sent
patients away saying they did not need counselling even if they clearly did.
“And in the long term, what we’d really like to do is to get together and put in a bid for a psychologist
for cardiology, because I know that the cardiac rehab nurses have very similar issues with some of those
patients. So on a day to day basis, we use HAD scores, we use the skills that we learnt on the Advanced
Communication, but at the moment, we’re left with referring patients back to GPs for counselling, for which
there’s a long waiting list.” (ACC2-5)
“That’s something that has been flagging as an area that is quite poor really. So there is no direct route, so
what I have to do, write to the GP saying can you see (name of patient) and refer on. Which feels a bit like
writing into a black hole.” (ACC- 3)
The assistance provided by ACCs ranged from attending physiologist appointments with patients if they
were anxious (ACC2- 5) to talking things through and just listening. The consensus was that there was a
lamentable lack of access to psychologists, and there was an air of resignation among ACCs about this
gap in the service.
The interviews showed how psychological support through trained staff was important in two ways. It
served to avoid stress and demands on staff who were not equipped to handle a situation or did not
have time. But it also ensured that the patient got the best treatment they could, because a trained
psychologist was more effective, even if ACCs were willing to take on extra duties to support patients.
“Yeah, and to a point where I sometimes think, this has gone on beyond my training as a nurse and that’s
when I’ll make a referral. I think a lot of nurses go over that line because they like to take on sometimes a bit
too much, I think. And then you realise at that point, I’m not being as effective as a psychologist could be.”
(ACC2- 8)

There was an unusual case where the ACC was satisfied with the situation. Their hospital seemed to have
found an approach that worked, which could potentially be used as a model for other hospitals:
“Yeah, we’ve got a good working relationship with rehab, and we can use their psychologist, but our
consultant nurse, (name of nurse in question), is a qualified counsellor, and a lot of our patients go to her
first. If she feels they need to go further then she’ll refer them onto the psychologist, but to be honest, the
majority of our patients who’ve gone to (name of nurse) haven’t needed to go any further. ‘Cause she does
a lot of the cognitive behavioural therapy with them, and (name of different nurse) now has done her first
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year of counselling course, and she’s looking a CBT Module, so that (name of nurse) can take over that side of
things, and then at least we’ll have a counsellor within our group then.” (ACC- 6)
Another ACC expressed her eagerness for the start of clinical supervision by a psychologist which was
being set up for ACCs in her hospital. Even where the situation was better than average, ACCs pointed out
areas for improvement, because the psychological support available usually did not meet the demand:
“We’ve got very good links to counselling and in fact here in the counselling department we’ve met with an
academic from [Name] University and two counsellors who have all been great actually. And we’re putting a
research proposal in because what I’m concerned about is that if [ICD patients] had several shocks they find
it difficult to recover. And we get them onto cardiac rehab and an IC and then we try the ICD plan with them
which is brilliant. But they need counselling then as well.” (ACC- 7)
Several nurses suggested that it would be a good idea for them to get additional qualifications that would
equip them better for counselling patients, in the absence of access to a psychologist or to bridge the gap
until the patient could be referred.
“That’s probably a lot of what, in terms of reassurance and phone calls, and a lot of it is anxiety. So much so
that, I mean, we’re both thinking about doing qualifications really, in sort of anxiety management. We both
fancy doing cognitive behavioural focus stuff, because we do have such a huge burden with patients.” (ACC1-1)
“I did not realise that the psychological support was going to be so pivotal to this patient group. And I really feel
that I could do with having some formal training in it. […] I think it is a particular need in this role.” (ACC2-1)
k) Shared plan/vision
There was a consensus among the ACCs about how beneficial a shared plan could be, and how a vision of
what was supposed to happen made it much easier for everyone to go in the same direction.
“I think general, teamwork, we’ve all got – like I said there’s a three-year plan, you know year one, year two,
year three – so whenever you think, where are we going you have to sort of constant, you know, this is your
plan of where we’re going.” (ACC1- 4)
Getting a new system underway was seen as fraught enough even if there was a plan.
“I think the problem is when we first step into our roles we’re stepping into a minefield.” (ACC2- 8)
Therefore an agreed plan that can be referred to would save many meetings, thus much time. Planning a
clear strategy and having a timed development plan emerged as a necessity and this should carry on even
after the initial three years in order to avoid arguments and residual disagreements over where the service
is headed.

5.2.4 Multi-disciplinary teamwork
a) Working as part of a team
The relationship with consultants and other team members seemed to be very important: supportive
team members helped the ACC to develop their confidence by giving them the autonomy they required
but also by being on hand to help out, for example when the ACCs were running the clinics.
“I think it’s – we do very much work as a team. I think our opinions are valued. I think if they wanted to drive
something which we didn’t agree with, I feel that we would be listened to.” (ACC2-5)
Also teamwork was cited as useful for a myriad of little things eg when off sick or away, many ACCs had
got procedures where they gave information packs to ward staff, and research staff would fill in for the
ACCs. ACCs overwhelmingly identified themselves as part of a team with other staff and recounted the
web of connections that allowed them to help each other out.
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The ACCs frequently quoted the good rapport with colleagues they shared offices with and the
reassurance and gratification they felt from being part of a symbiotic team. A recurring plus point was
the opportunity to get opinions, colleagues’ perspectives and support. Shared patients led to improved
communication, exchange of skills, and prevention of isolation. ACCs concluded that they much preferred
to have contact with colleagues to having a designated space for just themselves, and emphasized how
nobody could do things in isolation and that they relied on each other.
b) Relationship with consultants
ACCs could be seen as a threat to some aspects of the role of consultants and some consultants appeared
to have anxieties about ACCs trespassing on their territory.
“I mean I came into an established team to a consultant who’s been a one-man band. And to target
physiologists who are all quite senior as well.” (ACC-7)
A consultant’s acceptance of a new ACC was often determined by their previous exposure to ACCs:
“Yeah, and I think some of our newer consultants have come with a lot of experience of working with nurse
specialists at registrar level, and I think that makes a difference to the way that they work with us now,
whereas some of the older consultants perhaps haven’t had that contact with working.” (ACC2- 5)
In general, most of the interviewed ACCs’ relationship with their consultant was good apart from
a pervasive lack of time on both sides. This led to the common syndrome of consultants being
approachable but not easily accessible. Though not easily available, consultants were said to be helpful
when asked for explanations or clarification
“Yeah, well I’ve never had anybody say, no I haven’t got time. And quite often, especially with pacemakers, I find
I’m asking the same thing over and over again because they’re not my, it just goes over my head some of the
things on it. I just cannot get it into my head, you know, about pacemakers. And I ask the same questions and
they probably think, oh she asked me that last week, but nobody minds, it’s fine, just laugh at me.” (ACC 3-5)
ACCs anticipated a lot more interaction with them once the setting up of the multi-disciplinary arrhythmia
clinic was completed.
The level of availability required by ACCs of a consultant was not always the same:
“At the moment we are quite dependent on the cardiologist and I think that will lessen as time goes, as we
gain confidence.” (ACC1&2- 1)
On the whole, the ACCs reported a positive relationship with their consultants and expressed confidence
that any initial problems were temporary.
“But I think things have changed in that the consultants are now, whether the way they view us has
changed, now that we’ve done our Arrhythmia Module, and they’re used to working with us, I don’t know,
but now they tend to be the ones making the referrals, and we’re seeing patients earlier in their journey,
before they become inpatients. […] I think doing the Arrhythmia Module and, you know, providing us
with the clinical support for that, I think, sort of, made them [the consultants] realise that we were taking it
seriously.” (ACC2- 5)
“They, you know, they wholeheartedly support it and not just our lead consultant, but the other consultants
have made it very clear that they would – they support the business case. Actually, our business case,
although we are writing some of it, it’s being written by our managers, so there’s quite a lot of proactive
support for us in the business case.” (ACC2- 5)
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The interviews with consultants echoed this positive attitude and showed how much the consultants had
come to rely on the ACCs. Doctors stated that the quality of information passed out to patients, plus the
quality of any documentation, had improved immensely since the start of the project. One consultant very
proudly stated that he was the only one among his colleagues who, when given the choice of support
through a registrar or an ACC, had chosen the ACC, and was now envied by the others.
“During a recent audit it emerged that my clinic is embarrassingly better than the rest; so many orders of
magnitude better.”
c) Relationship with management
One ACC said her skills definitely were not being used to their full potential; her Trust (unlike some other
Trusts) wasn’t pro-active in extending the roles of clinical nurse specialists:
“No, I think it is a Trust thing as well. I’m the only clinical nurse specialist in cardiac, this Trust has not been very,
hasn’t really promoted. Well the thing with the Trust, we’re a large Trust now but as [NHS Trust], I do not think
we’re very pro-active to clinical nurse specialists and that was due to management.” (ACC- 7)
However several ACCs were happy with the level of management in that the management were not in
the foreground but were there if needed. One ACC was delighted that she and her colleague had passed
on their own passion for their work and for the programme to the manager.
“The certain manager in primary care has learned a lot about our role through us because she’s completely
new to it. And I think we’ve really succeeded in engaging her interest in it because she’s quite passionate
about it now. And I think that’s down to us being passionate about it and passing that on, and she’s, so she’s
providing the right support in that way. And the consultants are extremely supportive of it and really believe
in it.” (ACC 1&2-2)
d) Relationship with other healthcare professionals
Close working relationships with other team members were seen as facilitating seamless referrals, so the
ACCs were quite conscious of the ongoing need to raise awareness of their role to make sure colleagues
recognised which patients were appropriate to refer to them.
“I’d say I’m part of the cardiac rehab team although I’ve got a stand-alone role really. But I work in the same
office with them, and if I’m not here, one of them will always take a query, try and answer it, and they hand
out the booklets, leaflets, etc, on my behalf.” (ACC 3-5)
The ACCs had made getting to know colleagues and promoting the role of specialist ACC one of their
priorities:
“We’ve developed quite good links with community matrons and practise nurses who ring us for advice
about patients. The heart failure nurses sometimes ring us; we have got that connection, yeah.” (ACC 1&2-2)
“Nurses found it particularly helpful when they shared an office and often said that they very much worked
as a team with other healthcare professionals, and couldn’t do the job in isolation. Some ACCs reported very
good links with BHF heart failure nurses in primary care and revealed that they were using them substantially
as a link to primary care. Nurses also reported good links with community matrons and ambulance services
for whom they had provided study days, and many of them were also providing training to practice nurses.”
e) Relationship with GPs
ACCs commented on the challenge of breaking out of the old hierarchy, with GPs referring along
pathways they had become accustomed to. Some GPs mentioned by the ACCs showed a certain
reluctance to deviate from this path and refer to ACCs instead. ACCs talked about their dedication to
developing good relationships with other areas of healthcare in order to get referrals in cases where ACCs
were the most appropriate persons to provide care. They described holding numerous educational events
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for GPs and presentations to GP practices and were very happy with the uptake of their services that these
events had generated.
“It could be anywhere in the country so you might find that they’re going to their GP saying they’ve got more
palpitations or whatever, and the GPs are ringing us saying, oh, “don’t know what to do with them or what
should we do?” (ACC1&2-1)
The ACCs said they were not only getting considerably more referrals from consultants but also from GPs
and asserted that ACCs’ services were gaining ground, as illustrated by the fact that ACCs were regularly
contacted by GPs and asked for advice or opinions.
“And the fact they’re sending, they’re continuing to send their patients, you know, the same GPs, they’re
obviously happy with that service. At the end of the day, GPs also ring us about advice, about whether to,
what can we do for them in clinic, what can they do in the meantime.” (ACC 1&2-2)
f) Equality of access to care
One important concern raised again and again by the ACCs was that not all the people who would benefit
from access to ACCs could actually get it. This is because BHF provided funding in a limited number of sites
to pilot this project, with the hope that the NHS would continue this work. Another limiting factor was the
number of ACCs employed in a given area. It was pointed out that some hospitals had more than one ACC,
but others didn’t, even though they were responsible for an area or population of equal or even greater size.
As these limited resources could only be stretched to a certain point, the effect was said to manifest itself in
patients’ increased travel time or the length of time they had to wait for appointments.
“I think, I think if I was honest with you, if I had another member of staff, I could do so much more. That’s
how I feel. I feel like, because at the moment, although I’m going out to two peripheral clinics, they, the
consultants, want me to do a lot more. They want me to come to (lists three other locations), and of course
there’s only me. And if I go out there, they’d like me to have, you know, clinics that could see new patients as
well, and, to be honest, that’s where I always saw it going. But I’m limited with the fact that there’s only one
of me. And then, obviously, if we had another person, that person could be centred here at this hospital the
whole time so I could, or am able to go out of the hospital and the service is always covered. And also we
could see the ICD patients as well.” (ACC-8)
There was a feeling that there should be a better geographical distribution of this service to ensure
patients could access it more easily.
“I think the service at the moment is quite (name of service) orientated I’m aware of that. And that our ICD
patients are right down west but we hold a support group in (name of hospital), we have an educational
group in (name of hospital) and we need to roll that out down to the west areas so it’s accessible to all.” (ACC-7)
Some ACCs felt that even if the number of clinic slots happened to be appropriate in a given location,
the geographical distribution could be better in order to accommodate patients further away and reduce
their travelling time and effort required to get to a clinic.
“Yeah, and I feel for the patients really, because it’s not so bad now that [NHS Trust] has just appointed
arrhythmia nurses, but until recently, we would provide support from here, and then they would go off
for their procedure to the Tertiary Centre, and neither NHS Trust] or [NHS Trust] had arrhythmia nurses.
So they would go there, and we’ve had emails from patients in their beds on their laptop saying, “Oh, I’m
here in ward whatever, and no-one’s talking to me.” And I feel really that we don’t perhaps have the level
of knowledge that we could, and then they go there and there isn’t perhaps the level of support that there
could be, so as a package, they don’t get a very good experience, but [NHS Trust] have now appointed three
arrhythmia nurses, as you know, so I think that will improve, and the communication between the two
centres will improve as a result.” (ACC2-5)

53

Chapter 5

In this context, the phone helpline was praised by everyone, in particular in the case of rural areas, and
also for people with limited mobility. The ACCs stressed how important it was to offer this and how
popular it was. They also felt that many of the long conversations essentially replaced clinic visits.
“Because of Site 5 being quite rural, a lot of patients prefer the telephone support, to coming into clinic. Some
people prefer to come in and see us face to face; other people very much prefer to talk to us on the phone,
and it’s not unusual to talk to a patient for an hour on the phone. I think even those patients that don’t ring
as often say that the knowledge that they can ring, and there is someone there, is reassuring.” (ACC2-5)
Several of the ACCs stressed the obligation to provide some support that does not rely on websites. Many
patients are of an older generation and do not use the internet as a resource. It has also been pointed out
that many people will not want to or will not be able to come to support groups of varying kinds. This
may be due to shyness or mobility problems or lack of transport. It is important to make and keep services
accessible and provide different types of access because patients will want to use it in different ways.

5.2.5 Satisfaction and successes
a) Job satisfaction/feeling appreciated
The ACCs showed a high degree of job satisfaction and unanimously declared how appreciated they felt
and how proud they were of their contribution to the improvements in health services. They were happy
about the official recognition that comes with being shortlisted and/or winning awards, but above all else
they treasured the positive response from patients, shown by the compliments and thank you letters they
received on a regular basis.
“Believe it or not they come in at 9 o’clock on a Thursday for cardioversion and go home about 12:30-13:00 and
it’s very rare that they don’t say what a lovely morning they’ve had; it must be the general anaesthetics.” (ACC1-4)
“Yeah, they do seem to like us and we get loads of thank you letters.” (ACC1- 4)
The ACCs were grateful for BHF initiative and for what that has made possible:
“And I’ve had some lovely letters and emails that say about kindness, most of probably what people say,
support, I think support, education and information, the nursing staff on the cardiology ward, cardiac short
stay, the cath lab have been fantastic.” (ACC- 7)
“To be honest, since I’ve taken on this job with the BHF, I’ve never felt more valued in all my life. I just found
everything outstanding in the courses they give, the funding they give, and even, you get that cardiac
nursing journal free. I found it absolutely astounding, the support that you get.” (ACC1-4)
“The public have been asking somebody to do this role, no matter who it is, and it just happens to be that it’s the
nurses who’ve picked up the challenge to do that but to be able to do that we’ve had an awfully steep learning
curve and a very fascinating and satisfying one as well that’s enabled us to take more traditional support
of educational nursing roles and put it together with more traditionally diagnostic and treatment decision
making medical roles and putting it together into one job, into one person that the patient sees.” (ACC 1&2- 2)
The training provided by BHF was seen as a wonderful starting point for further developments, and for
making more components of the system resemble the ACCs’ positive experience.
“The training [ BHF] provide is excellent, and they’re so encouraging, they’re so, you know what it’s like
working for a Trust [laughs], you’re un-thanked, and you’re just here to do your job, but the British Heart
Foundation, they really make a difference in how you’re perceived, and they really promote you, and that has
made such a difference in those times where you think, oh, God, nobody is interested in what I’m doing. The
British Heart Foundation, you know, and they just support you really well, and they’re encouraging, and they
want you to do these courses, you know, when you struggle to be able to get on a course within the Trust, the
British Heart Foundation, the education is fantastic.” (ACC- 6)
54

Chapter 5

b) Success of the programme
All the ACCs were very positive about the future and shared an ardent wish to continue this service and
for it to take root and spread.
“I think we have integrated with primary care staff and we are there as an advisory service for, and that does
work and we’ve had positive feedback about that, we do find when they ring us they are getting the advice
they want or that they feel the advice they get is useful so that’s something that’s been constructively fed
back to us.” (ACC 1&2-2)
They were confident about the usefulness of their role and their ability to fulfil it in the expected way and
were buoyed by the extensive favourable feedback.
“I think when I first started this job, never in my life did I think that it would take off like this. I think the first
year was finding our feet, second year was establishing our service, there was the time when we were making
improvements in the service and now, third year, it’s making the whole process a bit more sleek, more
organised.” (ACC 2-8)
The steep learning curve was seen as the path to uniting the roles of traditional nursing with treatment
and diagnostics. The ACCs agreed that it was part of their role to push boundaries and challenge the
status quo.
The consultants interviewed were uniformly supportive of the scheme and reported personal battles with
hospital management and funding bodies to ensure the continuation of this service at their hospitals.
One stated that he had finally won the philosophical battle to appoint two extra ACCs, but that they now
had to find the money. Another vowed that ACCs were one of their priorities and that the hospital would
make savings in other areas to be able to fund the ACCs. Consultants unanimously state that the ACCs
have made a wonderful difference.
“I don’t think our service would still be here if she hadn’t arrived.”
c) Result of success: need for more ACCs
The ACCs interviewed shared the view that the information and education measures seemed to be
working. Referrals from GPs and consultants were picking up steadily as the trust in this new service was
gradually being built up.
However they also observed that this successful programme was becoming increasingly busy, its
reputation growing and increased numbers of patients wishing to avail themselves of it. In a way, ACCs
turned into victims of their own success, because once patients experienced the personalised and
improved care provided through the ACCs, they were unlikely to want to return to a less transparent and
less streamlined service.
“But what I have noticed through my cardioversion services from other consultants is they don’t want to go
back. That’s why I’m busy. They do not want to go back to their original consultant. That’s the difficulty. They
all want to continue to come and see me at this joint clinic.” (ACC 2-4)
The popularity of this service is obviously a great result and exactly what was hoped for, but it carries with
it its own challenge. It is only the first of many steps in an ongoing development.
All of the ACCs expressed hopes to establish various other clinics or extend the ones that were offered
and there was a high level of excitement about future possibilities.
However many of them quoted the lack of time as an impediment to these changes. Also extending the
services offered was often not feasible because the continuing increase in patient numbers meant that
more ACC hours were needed even to maintain the current level of initial care and follow-up care.
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In order for the quality of the care not to be compromised, additional posts for ACCs are desperately
needed.
“So we will need another nurse or another consultant. And I think, you know, the role at the moment
has been pushed almost to its maximum. […] And I felt that my role at the moment has probably been
expanded almost, I think, to the limit. Now I don’t think there’s much more, and I was very conscious that
what I delivered was of a good quality of service. And I said if I spread myself too thinly, perhaps that quality
would go.” (ACC-7)
Patients are coming to expect this higher level of care. One ACC (ACC2- Site 5) stated that people were
often surprised that BHF paid for this service and were quite shocked to know that the NHS wasn’t
providing that service as a given. They felt this should come as part of NHS care. This suggests that
patients perceive this as an essential service and not as a luxury.
Sometimes a service had to be dropped because of increased overall referrals:
“And, indeed what is already happening, might have to be reduced because our incomes will continue to
increase so our follow-ups so, will be growing and growing. But if there are more arrhythmia nurse hours
then we would like to re-establish the palpitations clinic, and get that going, and probably be able to develop
the ICD follow-up and meet the increased demand sort of thing.” (ACC-3)
The increasing patient numbers also had a major impact on waiting times. One of the reasons for this
service in the first place had been to reduce waiting times for patients.
“I mean, that could be inevitable. I mean, before we cancelled the palpitations clinic, the waiting time into
the rapid access service started to creep up. So, I normally aim to see them within four weeks of referral and
that’s creeping up to seven or even eight weeks sometimes.” (ACC-3)
d) Lack of time
Some of the ACCs complained that the ever increasing number of out-patients made it very difficult for
them to see patients on the ward:
“You know, that’s just the way the role has developed whereas it was initially all the patients on the ward and
very few out-patients. It’s reversed itself now and I actually get very little time to see patients on the ward. […] So
the majority of it is spent with the out-patient side of things which I’ve already spoken to my boss about because
I feel kind of uncomfortable about that but there is only so much you can actually do anyway.” (ACC 3- 5)
“The only thing is I would like more time now to be able to see patients on the ward. As I say, you’re limited,
with the hours you’ve got; you can only do what you can do. Just from my point of view, that magic wand,
someone to see the patients on the ward. Because I think most of the other things that are really relevant to
here are being covered now. Just time, I mean, I don’t want any more hours, but it would be nice if there were
more hours.” (ACC 3-5)
The shortage of time also restricts their contact with primary healthcare professionals, which in turn limits
the scope for advertising ACCs’ services outside the ‘inner circle’ of the hospital.
“It’s down to time. It would be nice if, you know, occasionally you could just go out to the practices and
actually meet the nurses. If I have a day out where I’ve gone over to (name of hospital), I just find that it’s
playing catch up then.” (ACC 3- 5)
Another reason more ACCs are required is so they can cover for each other when one ACC is not available
due to illness, holidays, study days, or the workload simply outstripping their availability.
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“No cover [when I am on holiday] and that’s what I’m finding difficult. […] You know, to realise there’s only
one of me and, you know, I can’t be everywhere. I try to take my holidays the same time as Dr (name of
doctor) so that I’m here to help the work over and I don’t have to miss patients. But then sometimes I don’t
go to the BHF conferences and things because I think, oh the workload’s heavy. […] And it would be nice to
have another colleague as well.” (ACC-7)
Many ACCs conceded that colleagues would step in and deal with requests, but pointed out that there is
a limit to what they were able to do and that people unfortunately had to wait until the ACC was available
again. ACCs perceived this as a gap in the service.
“There’s a lot of inpatient work, potential inpatient work with AF, which we think would be very interesting,
but, you know, it’s a big commitment and it doesn’t always work – sit well alongside clinics. You know, if
you’re in clinics, you can’t, you know, you can’t be called to the ward and all that sort of thing, you know, so
unless you can arrange a better system of cross covering and that kind of thing, you know, it’s difficult to see
how that would work. Probably if you had a third Nurse and that might be more feasible.” (ACC1-8)
Also, even when there is more than one ACC it may not be enough. If they start at different times or there
is no overall plan on how to divide the work between them, they may not be able to run an efficient
service between them. This highlights the need for a structured plan for how multiple ACCs will divide up
their responsibilities:
“So, at the moment we’re not quite together, so we’re doing separate things. I think we’re trying to bring
everything in together because we’re coming to the end of a three year project now, and basically we should
have more cross cover. I think at the moment we can’t cover each other’s because of the way the service is
up. Remember I said to you that they were already established, we’re just there to do the work, you know, but
now that we need to sort of say that right, say I do cardioversions one day and he does tilts another day, so if
I’m not here we can cross cover each other, or both the services have to close.” (ACC2-8)
Single-handed ACCs in particular conveyed concerns about working in a kind of vacuum. There was a
feeling of wanting to share the responsibility and providing better coverage as a result:
“And again, that’s why, so, more arrhythmia nurse hours would be, yeah, would ease that. And, you know,
it’s not a great feeling as the person running the service if you, you know, haven’t got anyone to hand over
to. You know, if [patients have] got any query, they haven’t got anyone, you know, just got an answer phone
message saying, you know, I’ll be back.” (ACC-3)
The increased demand for ACC services could be seen as a “downside” to the personal service provided
because it was found in this study that patients never really left the service as they could still contact
the ACCs even if they were discharged by the consultant. Other patients began to rely on the ACCs and
would regularly ring them to let them know how they were getting on; such calls were time consuming
but at times led to unexpected positive outcomes.
e) Popularity of telephone helpline
The phone helpline emerged as a great success in this study, and was documented to be well used (over
26,000 calls made and received over three years). In addition to replacing clinic visits in many cases and
saving patients the wait and the journey, it was shown to capture episodes patients would have deemed
too insignificant to make an appointment but that might well have been or become serious.
The ACCs recounted that dealing with the phone helpline took up a significant amount of their time and
that this needed to be addressed. In most cases a colleague would be required to share and effectively
handle the workload. This is especially true as the phone helpline is becoming more popular, mirroring the
overall increase in the uptake of the services offered by ACCs as part of the general expansion of this service.
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“Quite often we speak to them again after the clinic and quite often they’ll phone up for advice and things
like that. So I think they, kind of, really realise the difference there. You know, well, certainly the difference to a
traditional, kind of, service. A lot of patients, sort of, say, “Oh, I didn’t have this last time. Oh, it’s fantastic, you
know,” [laughs]. They really like – particularly like that they can contact somebody if they have a problem or
a question.” (ACC1 &2-1)
The ACCs mentioned how although the helpline is for all arrhythmia patients, it also got used beyond that:
“That’s mostly used by patients that have ICDs, but it is open to any patient with an arrhythmia and some
healthcare professionals call it, Dentists, Doctors, Social Workers, all sorts of people.” (ACC2-5)
The helpline has had a greater impact on patients’ lives than most people would suspect and has become
an essential element in their lives.
“And the patients as well, that the telephone helpline is the major thing. Somebody described it as a lifeline,
this is not a helpline, it’s a lifeline.” (ACC 3-5)
f) Expansion of services
All of the ACCs declared they would like to see the service expand and progress in a variety of ways. It was
universally perceived to be growing and spreading already and various requirements and suggestions
were brought up.
“I want more people. I’ve always said, I’d like a team, so I’ve always looked at (name of person)’s team up in,
and I’ve always looked and thought, that’s how I would like this to be, that we could have, you know, three,
four nurses that could do outreach, you know?“ (ACC1-8)
The ACCs affirmed that they could build on this model now that it had been tried and refined, as there
was scope to replicate this model and let it evolve. They proposed taking it on in bite-size chunks, eg
taking the next step in a logical progression and establishing multi-disciplinary-palpitation clinics or
syncope clinics.
“And, indeed what is already happening, might have to be reduced because our incomes will continue to
increase so our follow-ups so, will be growing and growing. But if there are more arrhythmia nurse hours
then we would like to re-establish the palpitations clinic, and get that going, and probably be able to develop
the ICD follow-up and meet the increased demand sort of thing.” (ACC- 3)
The initial project has been instrumental in identifying areas for further development.
“Because I was the first BHF nurse in (name of site) so I do see what I’ve got to do? But you know, if it works
well then hopefully we’ll get a heart failure nurse in and those sorts of things.” (ACC-7)
g) Need for more than one ACC
Having a colleague to share the workload was quoted as a desirable solution to the fragmentation of
attention. Because the ACCs would then, for example, be able to split the phone helpline or the clinics
between them.
“Yeah, I think it needs one person to do it. I don’t think you can do setting up the sudden cardiac deaths and
ICDs, or/and AFs. I think it does need – initially you can probably do a little bit of that, but once it takes off
they’ll be too busy to do anything else.” (ACC- 6)
Having admin support was highlighted as another essential requirement for being able to work
effectively:
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“I mean obviously you know how long it took us to get admin support here. And once I got our admin person
in place, and she’s been here a number of months now, honestly, although she’s not clinical, she could
answer my phone and she could filter a calls and it took a lot of the stress away. So, and obviously she helped
me with all the questionnaires and all the data collection so I, yeah, I would definitely say it took some of my
stress away.” (ACC2- 8)
Several ACCs wanted to make inroads into primary care but felt time would not permit it:
“I’d be a bit reluctant to take the service, and weary if I wrote to every GP surgery, every local GP surgery, and
said I was an arrhythmia nurse, I had this vision of being bombarded with all the AF patients.” (ACC- 7)
“There’s a huge chunk of work that we’ve not even attempted to take on and that we wouldn’t have time to
do. I mean, I think there’s probably scope for at least one more arrhythmia nurse within the Trust, and I think
there’s probably scope for one or more arrhythmia nurses working in Primary Care as well. You know, again
Primary Care is an area where we’ve had minimal impact so far, I think, and I think that’s an area that would
be difficult to really take on without being based there.” (ACC1- 8)
One of the problems was trying to address too many issues at once without then having the staff to
develop each branch further. This created dilemmas as the ACCs wanted to overhaul the existing system
and address each area. Since this meant exponential growth of work and staff requirements, this forced
them to leave issues unaddressed because they weren’t able to start a service and then drop it due to
being understaffed.
“And we’re very conscious of that, and that does frustrate me and yeah, I do feel quite bad that I’m not able
to give the service that I’d like to give to the patients really. […] You just think, God, they’re out there, and
probably just getting on but maybe not. And it’s just about having that time to contact them really.” (ACC1&2-1)
Consultants made the same points in interviews, remarking how thinly the ACCs had to spread
themselves and how there was a true need for additional ACCs to cover the work. One consultant
reported a tripling of atrial fibrillation patients that they viewed as independent of the ACCs appointment
of the ACCs and which the hospital would have been unable to cope with without the ACCs’ support.
More than one consultant pointed out the unrealistic position they were put in of being given a fixed
number of procedures or cases that they were supposed to aim for. Because it was not really an option to
turn patients away once that number had been reached. The consultants indicated that the ACCs were
invaluable in speeding up the process and giving patients the information and reassurance they required,
even when heavy demands were placed on the system.
Ideally specialist nursing programmes would be given additional staff as time goes on, clinics take off, and
patient numbers increase as word gets around. The ACCs warned that there needed to be an awareness
of the expansion of the service as it was implemented, because the number of staff sufficient to run it at
the beginning would not be enough to keep it running efficiently and smoothly. Therefore there had to
be a built-in staff expansion as services grew. It would also be highly beneficial to ensure a good level of
admin support and access to psychological support for patients so that referrals could be made when
necessary. ACCs drew attention to the problematic nature of expansions in the service that were not
accompanied by a staff increase.
“Well, this is the problem when you’re trying to, kind of, spread yourself across, you know, a, kind of, broad
range of, sort of, practice areas really. It’s very good from a developmental point of view but, you know, you
do have to be careful that you don’t bite off more than you can chew.” (ACC-7)
The ACCs while aware of the service’s limitations, were proud of what had already been achieved, and all
of them saw enormous potential for the future in those areas which had yet to be developed:
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“I just see us, you know, continuing on strength for strength really. You know, if more hours become available
then I can see that we could improve it even more.” (ACC 3- 5)
h) Improvements to existing services
The ACCs said that in order to extend the service there would have to be more ACCs in existing sites to
share the workload. One could then expand the service across areas where there were no ACCs. The ACCs
interviewed were keenly aware of geographical limitations and tended to have specific suggestions for
how the expansion should be tackled, so that the same improved care would be accessible to all. They
affirmed that a rise in patient numbers would necessitate more clinics.
“Three [clinics] at the moment, but probably, there’s room for more.” (ACC1&2-1)
The increased number of clinics should also go hand in hand with continued streamlining of the existing
service to satisfy the ACCs’ vision of what should happen next:
“I think to have the rapid access clinic, you know, up and running every morning of the week, with like a good
flow of patients through, and a real nurse-led, competent clinic, I think that would be ideal really, you know?
That’s personally, you know, how I sort of see it.” (ACC1&2-1)
An expansion into the wider healthcare sector was a frustration for the ACCs as many would have liked
to do this but were either too busy running AF clinics or dealing with ICD patients. One consultant, eager
for the continuation and expansion of this programme at their hospital, voiced some thoughts about
obstacles that had to be overcome. Their hospital was keen to set up nurse-led clinics but felt they could
not do this with a single ACC, as the service would have to be running 52 weeks a year, so they were
trying to get two or, ideally, three ACCs.
“The main barrier that is holding us back is the NHS. A less responsive body to deal with is hard to imagine.”
The recurring improvements suggested by the ACCs involved more time, delegation and more staff. They
were concerned about there not being enough time to sit down and consult literature about different
conditions and their treatment options and expressed that they would like more time for further study on
the job and time for looking things up. They were also unhappy that they had to sacrifice seeing patients
and weren’t able to ring them to check up on them because of a lack of time.
High quality of the existing care and a flexible approach to patients’ needs was a priority for all the ACCs.
They were continually revising their methods to find the best way to ensure that all patients got the care
and information they needed. This sometimes meant alternative ways of providing support to make sure
that all patients were able to take advantage of educational materials or get support.
“ [I am doing an] audit looking at the information that we give patients. We need to develop a newsletter,
which we’re going to look at, because not everybody will use a website [..] And not everybody will come to a
support group.” (ACC-7)
Accessibility of information was shown to be of paramount concern to the ACCs, as many of their patients
were elderly and did not use computers or were not mobile enough to come out to a group. The ACCs
emphasised the important psychological benefits of support groups because people feel reassurance if
they are part of a group where they can exchange advice and share experiences.
The ACCs were sometimes impatient with the inertia of the system but they were clearly watching it
change in front of their eyes, expressing satisfaction about what had already happened. The appreciative
reactions of their patients were giving them hope and energy to continue with the changes.
“I felt quite frustrated that the cogs aren’t turning quick enough. That I’ve got all these ideas in my head and
we’ve got all these things that were mentioned in the bid that we’ve yet to achieve, and I just want to get on
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with them and achieve them, and, “Let’s make things better for the patient,” but in the real world [laughs] it
all takes much longer, and you wonder then, what other people think of your service, but they all seem to be
quite pleased.” (ACC2-5)

5.3 Summary of main findings
l

The introduction of ACCs reduced waiting times for patients and made access to care more
streamlined.

l

ACCs shouldered much of the preparatory workload leading to substantial time savings for patients
and consultants.

l

Over time trust in the ACCs’ abilities had been established within the clinical setting.

l

The ACCs’ provided many educational events for GP practices and colleagues within the hospital.

l

There was a strong belief that the consultants workload had changed following the appointment of
the ACC. With the ACC taking on more of the communication and psychosocial care.

l

Consultants thought it essential that the service continue.

l

Admin support and access to a psychologist were perceived to be the major points where the service
could be improved further.

5.4 Conclusion
Interviews with staff suggested that the arrhythmia pathway was greatly improved by the introduction of
ACCs. Patients faced less delay and enjoyed better communication and education. The service was more
efficient in the use of consultant time and the ACCs were able to co-ordinate services to the benefit of
both improved efficiency and the patient experience.
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The role of the BHF ACC: Patient and
carer perspectives

6.1 Interviews with patients
Chapter eight of the Coronary Heart Disease (CHD) National Service Framework1 highlighted the need
for people with arrhythmias to receive timely and high quality support and information, based on an
assessment of their needs. In order to see if this aim was being met and to establish the impact of the
ACCs we decided to conduct interviews with a sample of patients and their carers.

6.2 Data collection
In order to select patients to be invited to take part in telephone interviews for the evaluation, information
on patients entered into the CCAD database was extracted. Patients were chosen from each of the sites
randomly apart from ensuring that we obtained a mix of patients with ICDs and AF (we did not have
access to names and addresses because of patient confidentiality). A patient identification sheet was then
completed by the York team containing patient’s unique record ID used on the CCAD database and was
sent to the ACCs along with patient recruitment packs (Appendix 13).
The ACCs were instructed to identify the patients via their unique CCAD identification and write to them
with our request for a telephone interview. The criterion for inclusion was that the patient should have
seen the ACC within the past six months so that the interviews could focus on patients with relatively
recent experience of the service. Additionally it was left to the discretion of the ACCs if they wished to
exclude any patients that they deemed unsuitable due to having mental health problems or for any other
legitimate reasons (eg serious illness or recent bereavement). However, it was stressed to ACCs that they
should not exclude any patients just because they are very old or frail or the ACC thought they wouldn’t
respond – we wanted to give people a chance to give their views if they wished.
We eventually recruited 30 participants following a theoretical sampling strategy that would represent
the diversity within the entries on the CCAD database in terms of age, gender, whether patients were
newly diagnosed or had the condition for a period of time and type of condition. Twenty-six participants
classified themselves as white and British (14 men and 12 women between 44-77 years), two women
classified themselves as white other (ages 67 and 72) and two of Indian origin (one man aged 59 and one
woman aged 67 years) (Appendix 14).
We also interviewed 10 carers (Table 3). All interviews were carried out in English.
Participants came from different socio-economic backgrounds, although a large number were retired
their previous occupations ranged from engineers to cabinet makers. One third of the participants had
co-morbidities, especially arthritis (Appendix 14). We managed to recruit 18 men and 12 women. The
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mean age of participants was 63.5 years. Three of them lived on their own and the remaining 27 lived
either with spouses and/or adult children, reflecting different levels of social support available within a
household.
A topic guide was used for the interviews and it covered three main areas for patients: i) understanding
of their condition ii) experiences of health services and iii) views of the ACC service. Similarly, the topic
guide for carers covered the following three areas: i) caring responsibilities and impact of caring ii) health
and well being and iii) views of the services provided by the ACC service. All the interviews were recorded
and transcribed. We used a constant comparative method to look at the differences and similarities in
experiences by gender, age and socio-economic position.

6.3 Findings
1. Accessibility of service
Patients had contact with ACCs at the hospital, at home, and over the telephone. Many of them expressed
particular satisfaction with the increased accessibility of the service now that they were able to reach their
ACCs via the telephone helpline.
“To be able to have a discussion on the phone is so useful; it’s not as difficult as making an appointment.” (P6)
This made an enormous difference to people, especially to those with limited mobility or who lived far
from the hospital. The telephone helpline was highly praised by patients who said they would have felt
like hypochondriacs making appointments for “minor” issues, which were reducing their quality of life
nevertheless and which could be cleared up with a phone call.
Patients observed that the helpline represented an improvement for everyone involved.
“If I make four phone calls to various people to find out one simple thing, it is costing the service more to do it
this way than to have one person to do it properly. Most people won’t ring the helpline to ask “Oh, I coughed
twice this morning; is that bad?” So, from an economic point of view as well, the BHF nurses really make
sense.” (P21)
One patient showed profound relief at finally having been given a phone number where he could actually
get through and another was impressed by the quick response to his emailed questions.
“I sometimes email her and she always responds very quickly, and when she needed to check something with
the consultant, she said she would get back to me, and then she did. She always contacts me straight backit’s quite incredible. They are conscientious and really exceptional.” (P28)
Several patients reported how relieved they were that they were able to stay in touch with their
designated ACC and ask for help if they needed it.
“If it wasn’t for my specialist nurse, I wouldn’t have anyone to talk to about this.” (P4)

2. Improvement of patients’ lives
ACCs provided help to patients in various ways, often involving issues that could be seen as minor but
that prevented people from seeking or getting help effectively. They picked up on small issues that the
patient did not want to bother consultants with, while they also provided practical help with getting
appointments and making sure the patient would see the appropriate person. It emerged from the
interviews that for many patients, the ACCs’ help was crucial to the success of their treatment.
“If it wasn’t for the nurse and her associates, I’d be floundering and not know what was happening.” (P19)
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Patients cited many ways in which their life had improved through the ACCs’ presence in it. Not only had
they been given help with the major issues but also practical support in making their lives a little bit better
with each small step. One patient derived comfort from the “relaxing tape” given to her by the ACC, which
she played regularly on her computer. Another patient acknowledged how important it was to her to
get some help with life’s practicalities, eg before she went on holiday, her ACC would help her find the
nearest hospital she could go to at her holiday destination in an emergency.
Patients declared that in many cases, phone calls or appointments with ACCs even replaced hospital visits,
and that they were much happier that way.
3. Patient views of the health services in general
Experiences of and attitudes to the healthcare system were mixed. One patient declared himself fully
satisfied with all of the care he had received, not just that from the ACC.
“I don’t think I could have had better if I’d gone private; I really don’t.” (P19)
Another patient who displayed a very positive view about his experience of the health services stated
that there was a good link between his GP and his consultant, which demonstrates the importance
and positive consequences of good communication between different healthcare sectors. A different
patient expressed disappointment that his GP did not know about the ACCs and would have kept him on
medication if the patient’s wife hadn’t been a GP also, and got him a referral to the ACCs. He felt he would
have missed out on vital treatment, information and his support group due to a lack of awareness of this
service in the wider healthcare sector.
A fourth patient felt the information and treatment received were good but he was dissatisfied with
how difficult it was to get to the hospital: when he was ill he drove to a hospital nearby, but no-one was
available to deal with him until he eventually found a ACC and they decided to dial 999. An hour and
a quarter later the ambulance arrived. He felt this was too long. Waiting times were also criticised by
another patient (P5), who pronounced the typical one week wait for a GP appointment “poor”.
Some patients refused to discuss their GPs or consultants altogether, which may hint at negative
experiences. Others were forthcoming with specific grievances; for example, a common complaint was
that GPs were not so knowledgeable about ICDs, so having help from ACCs was very welcome.
“The balance of seeing the nurse, who was seeing a whole range of arrhythmias, and my GP was very useful.” (P14)
Patients realised that GPs’ knowledge was generic, and reported a loss of trust when, for example, they
were unable to explain ECG results fully (P23)
Another patient was passed around four different GPs and was repeatedly told she had a chest infection
before her heart condition was finally discovered, but even then she was not referred to a hospital or
specialist.
“They didn’t know me…I didn’t know them…and nobody was really taking it seriously.” (P18)
She concluded that her condition made her less assertive and she thus did not challenge the recurring
misdiagnoses, with the consequence that she ended up having to call 999 during a particularly bad
episode. Her disappointment in the health services was subsequently re-addressed by her contact with
the arrhythmia ACC, whom she trusts and whose support has reconciled her with her condition and the
health system.
“It’s a very, very frightening feeling, a frightening prospect when someone says” heart failure” to you, so I
needed to find information around it to see that I could live with it, and that and reassurance is what I got
from the specialist nurses.” (P18)
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She felt strongly about the benefits of the service and felt it should be available nationwide.
“I don’t understand why this isn’t available everywhere – I feel it’s essential. Essential. The whole thing is just
terrific.” (P25)
Another patient (P1) also felt her GP did not explain her condition properly, and at the hospital she got
moved from bed to bed and the doctor did not speak English very well.
Some patients had preferences for certain hospitals, but they all made positive comments about the
specialist nursing care, wherever it came from, and generally contrasted it favourably with care they had
received in the past.
“It’s so organised; I went through the different phases and just slotted right in – it’s great.” (P12)
One patient with varied and long-standing heart problems marvelled at how much healthcare he had had
over the years and how brightly the recent care through the ACCs and their consultants stood out.
4. Information from BHF ACCs
Patients entered the service with different levels of knowledge; for example, some patients with
congenital heart disease stated they were knowledgeable about their condition, but for others the
symptoms had been sudden and they were keenly aware of their information deficit and of the
powerless feeling this entailed. Before ACCs came into place, ICD patients would seek information from
ICD technicians but were often frustrated as they were usually under-staffed and did not have time for
explanations.
Patients really appreciated the chance to ask questions covering the entire spectrum, from simple to
specialised, and to ring up the ACCs or ask questions face to face whenever they had any concerns.
Some patients were happy with the information they had received from their GPs or their consultant, and
had studied all the booklets and pamphlets closely. Many others admitted that they did not remember
much about the printed information, although they had probably been given some, but had positive
memories of what the ACCs had told them. Everyone interviewed agreed that the ACCs’ information was
of the highest quality, and that they were always happy to provide additional feedback.
“I was given reassurance, and it was pointed out what could happen…I was given all the information; I was
told the truth. The choice, at the end of the day, was left to me.” (P12)
Patients remarked that doctors often lacked time for explanations, and that the ACCs took on this function
admirably. It also emerged that some patients found doctors to “speak down” to people and thought that
they came across as a little “snobbish”, so they much preferred the ACCs’ competent, intelligent and kind
explanations.
One patient was impressed by the information given to him by the consultant, who had printed out
information from the internet for him and explained some of it, but was very glad that the ACC was
subsequently available to answer his questions and give him a less technical explanation.
A patient described how his ACC allayed his fears before the cardioversion procedure and how, after it
had failed, she had contacted him, outlining his options and explaining each one thoroughly. He felt this
enabled him to make an informed decision and significantly reduced his anxiety.
Another patient appreciated not being patronised:
“They were reassuring in a practical, positive way, not in a “There, there, dear; don’t worry” kind of way.” (P9)
Several people declared that they overall preferred the information received from the ACCs because it was
the clearest.
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5. Improving the information
There were some patients who felt that the educational materials they had received did not cover all
practical implications of the condition. One patient’s consultant and ICD technician were unable to tell
him what would happen if he got an electric shock from his ICD, and another patient was wondering
whether he could use an electric razor or go on a vibrating plate (for exercise) with his pacemaker.
Another patient asked the ACC about whether his teeth could be cleaned with ultrasound and she
enquired with the manufacturers, who responded that ‘it should be all right’. It was stipulated that there
should be detailed booklets explaining what you could and could not do with an ICD, because the current
BHF booklets were seen as too general.
6. Psychological wellbeing
Many of the patients felt anxious or depressed about how the symptoms had affected their lives; some
were even on anti-depressants. They had had to cut down on many activities, leave work, give up even
healthy habits such as running or swimming, and make many and far reaching changes to their lives. One
woman described her exasperation with herself at getting tired even walking around a large supermarket.
Several of the patients interviewed showed gratitude that there was someone to support and advise
them during and after these transitions in a personal way, and who helped them come to terms with their
condition.
“I can see in my mind’s eye the person I am talking to at the other end of the phone. It’s the personal face of
the NHS. It had a purely positive effect, and I’m actually a professional moaner!” (P3)
Patients were pleased about how encouragement from the ACCs made it easier to cut down on counterproductive habits and stated that the ACCs played a vital part in their lives.
“The service is extremely important. They reassure you. It’s a confidence booster. If you’ve got an illness, that’s the
one thing you need. To have someone to say “Don’t worry about it, ring us and we’ll sort it out with you.” (P27)
Patients’ reactions to their condition varied wildly, with some thanking their “lucky stars” that they were
not worse than they were, or being happy that they had “got this far” (age 73), and others admitting they
felt downhearted or downright depressed. However, they unanimously thought that the ACCs had made
things better for them and had helped them move on.
7. Support groups
Twelve ACCs had made a determined effort to organise or rejuvenate existing support groups. These
groups were mainly for ICD patients and their families and provided a forum where patients could ask
questions about their condition and get general advice and education:
“I absolutely loved going to the support group it gave me the opportunity to ask questions and meet others,
my partner also found it useful she could finally understand that I wasn’t the only one with this implant
inside me.” (P15)
Other patients were grateful that they had the opportunity to meet people who had been living with a life
threatening condition for many years and felt hopeful that they too could have a future.
“When I was diagnosed and they told me that I was going to have this implant my world just fell apart but
seeing the nurses before and after my operation was wonderful. They told me about the support group, and
although I was a bit reluctant I went along to it the people I met were great and although some of them had
an implant for many years they were just getting on with their lives. That really gave me hope.” (P22)
Some patients could see the appeal of support groups but didn’t think it would be suitable for them.
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8. Trust in BHF ACCs
Many times over, the ACCs were portrayed as helpful, friendly and efficient. Patients described their
encounters as unrushed and stated there had been enough time for questions.
“I got to spend as much time as I liked with her; I asked questions, and she was absolutely wonderful. She
visited me, and anything that I wanted to know, she explained to me. It certainly quietened one down to
know exactly what was happening.” (P19)
ACCs were seen as taking as much time as was necessary to get the information across, and patients felt
they were being listened to. Patients also stated that the ACCs had more time than doctors, with whom
they usually felt rushed.
Patients felt they could relax with the ACCs and trusted they would do everything possible to help them
if they contacted them. They felt reassured by the fact that they had their ACC’s phone number and were
able to call them at any time. Patients also applauded the ACCs’ reliability in returning calls when they had
left a message.
“I don’t expect her to be there 24 hours just for me, and if I leave her a message, she always contacts me
promptly and without fail.” (P28)
Patients were aware that their ACCs had limited time available and that they were working on a too-full
schedule. The patients realised that ACCs were doing the best they could, were very appreciative of their
efforts and felt and that more ACCs were required because they were improving the quality of arrhythmia
patients’ care so much. They also felt that this service should be available to everybody. All patients said
they valued the time the ACCs spent with them and that they would like to see the ACCs more often, not
because they felt neglected, but because the service was so good.
One patient who worked as a senior executive for a multi-national company and had access to private
medical insurance preferred seeing the ACC in the local NHS hospital.
“I discussed it with my GP and we both felt that this (NHS) service was better than private hospital service, the
diagnostic skills and equipment provided were very good.” (P6)
When given a choice of waiting to see a consultant or seeing an ACC sooner, patients often opted to see
an ACC rather than a consultant cardiologist because they were confident that the ACC was fully able to
respond to their needs.
9. Personalised care
The introduction of ACCs produced an overwhelmingly positive response in the patients interviewed.
Patients mentioned how friendly and kind the ACCs were, recounting numerous ways in which they had
benefited from the them. The patients could not praise them enough and many expressed profound relief
at finally having found someone who would look at them and their condition in a holistic way instead of
an anonymous system generating bits and pieces of conflicting information or disjointed care.
Patients appreciated the continuity that came with having a designated specialist ACC who co-ordinated
the various aspects of a person’s treatment and acted as an access point and guide for a system perceived
as confusing.
“The communication is one of the greatest improvements, with the BHF nurse. Patients have a nurse’s name,
so it’s personal; a name and a number. I hope it will be perpetuated and extended to other parts of the
country. I think it’s marvellous.” (P21)
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Furthermore many of the patients were elderly and not confident in seeking help and dealing with a
faceless system so they appreciated the more personal and accessible approach, with a real person to ask
questions of and to ring when they had concerns. Appointments with consultant cardiologists could be
intimidating and patients would not remember to ask all their questions at the time. Providing them with
the phone number of an ACC meant that patients felt less anxious at home when they knew there was
someone at the end of the a phone, even better, someone they had met and interacted with before.
“The whole set-up has been extremely positive. I compare and contrast with my brother-in-law who had this
serious heart condition and who was pushed from pillar to post and who hardly ever saw the same person
twice, and he is quite envious of the fact that in his area they don’t have the benefit of a BHF nurse, whereas
in my area I am fortunate we do.” (P21)
ACCs often acted as intermediaries when things went wrong. For example, after repeated mistakes on
the hospital’s part, one patient (P1) only felt able to continue to use the hospital services because of the
ACC support. The patient showed a high level of suspicion of the healthcare system after having received
inappropriate advice and information, being misdiagnosed and being given the wrong medication on
more than one occasion. They also complained about having been discharged prematurely from their
local hospital due to a mix-up in paperwork. Furthermore, they felt that their GP did not really understand
their condition. However they felt that things had taken a turn for the better when they encountered the
ACC and that they now felt able to continue using hospital services even after they had failed them.
10. Suggested improvements
Everyone was very positive about the ACCs and even a patient who confessed that their first choice for
asking questions would usually be the consultant cardiologist, stated that the ACCs were an excellent
source of information and always answered their questions. When encouraged to voice criticism or
suggestions patients were at a loss to come up with anything but several of them pronounced that the
service ought to be expanded.
“I don’t see how you can improve it; apart from…the nurses are extremely busy, so having two would be
wonderful.” (P28)
Some patients were only introduced to the ACCs after having had one or more failed cardioversions so
they would have liked to meet the ACC earlier on.
11. Importance and effectiveness of the service
Patients rated ACCs as vitally important and realised how wide their remit was. They were happy to put
themselves in the ACCs’ hands entirely during procedures like cardioversions performed by the ACCs in
conjunction with an anaesthetist.
Several patients declared that they felt they had got better service from ACCs than they would have got
through their own private medical insurance, and everyone interviewed agreed on the efficiency of the
ACCs.
“Without being asked to, she followed up our conversation with some paperwork and put it all in the post to
me so I had it all written down and in front of me before I went to see my GP.” (P21)
“If you get an appointment at 10 o’clock, you are seen at 10 o’clock. They’re very prompt and very, very good.”
(P29)

Patients were able to see that this service took some of the pressure off consultant cardiologist and were
pleased that this would make it easier to see consultants when necessary.
The interviewees insisted that they could see that the ACCs were doing everything they could to make
the patients’ experience less stressful and complicated and said it had made a real difference to their lives.
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“There’s nothing they could have done that they didn’t do. In my view, it would be impossible to have
anything better.” (P27)
“They’ve all got a sense of humour, they’re always polite, and they give you the feeling they all care. I feel like I
am the only patient they have. Out of 10, I’d give them 11.” (P28)
12. Involving carers
The patient interviews illustrated that the effects of a heart condition were not simply limited to the
patient, but were also felt by the patient’s family and other carers. In all the interviews conducted during
this project, the ACCs emerged as educators and confidantes not only for their designated patients but
their help was requested and appreciated by a significantly wider audience. Carers were reassured by
the ACCs’ presence and were clearly very much in favour of this new approach. Many carers praised the
quality of the care that patients were receiving:
“It’d be a shame if it (the service) goes down. Because they are so good, they are, I mean, you could be talking
to a consultant when you are talking to them, they’re dedicated to what they’re doing. The friendliness is
almost overwhelming.” (P13 carer)
Virtually all the patients commented on how big an impact their heart condition had had on their lives.
There were many new and frightening aspects to this new life and they were immensely grateful for the
ACCs’ assistance and guidance through the initial shock and also through recurring problems. Several
of their worries concerned patients’ carers because patients were fully aware of the anxiety experienced
by their carers about the new situation. Patients expressed that this would have caused them added
uneasiness if it had not been for the ACCs who did their best to involve the carers into the process and
who were a point of contact whenever carers needed assistance. It was widely felt that the ACCs did an
exemplary job keeping the carers informed of the condition and of anything that was happening.
“The service the nurses provide is very good. They listen, and answer all the questions you may need to
ask. They’re very good. And they are at the end of a phone, and are always saying for us to ring if there is
something we want to ask.” (P10 carer)
“Everybody was very good at explaining, and answering questions- the answers were fine. The nurses were
very knowledgeable, excellent. No complaints at all. It was admirable.” (P28 carer)
Patients reported being able to rest more easily in the knowledge that their loved ones were receiving
support and had someone they could turn to with questions, someone who would explain and help in
any way they could.
“They were all as good as gold. They took the time out to explain things to me, and also to my wife; what was
going on, what was happening to me.” (P12)
In the same way that patients reported their relief at not being patronised by the ACCs or fobbed off with
platitudes the carers appreciated the straightforward and honest answers provided by the ACCs. They
welcomed the information they received from them and thought it appropriate.
“I’ve always found that they’ve given me the truth. I’ve always said I don’t mind what you tell me, but I want
the truth. I don’t want to be placated with anything short of, I don’t want them to tell, well it’s possibly going
to be alright, you know what I’m saying, no, I want to know. I don’t want the details, but I just want to know
the truth and I’ve always found that they do that.” (P22)
Patient support groups were also highlighted as a valuable institution for carers, who were invited to
come along and ask questions and meet other carers. This was seen as a priceless platform for exchanging
stories and helpful information, and patients and their carers benefited equally from those groups.
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Patients as well as their carers viewed the ACCs as a wonderful improvement in the healthcare service and
being able to approach the ACCs for information and reassurance provided invaluable peace of mind for
everyone affected by a patient’s heart condition.
“In fact, my wife went with me and one of the first things we said when we came out of the hospital was:
Well, you can’t get much better service than that.” (P 20)

6.4 Summary of main findings
l

Patients appreciated having easier and quicker access to specialist arrhythmia care.

l

They realised that GPs’ knowledge was generic and that an ACC was better equipped to deal with
their condition.

l

The telephone helpline emerged as a major success and all interviewees praised the new level of
accessibility this provided.

l

Patients were impressed with the reliability of the ACCs’ response to phone calls and emails and felt
well supported.

l

Patients agreed that this level of service should be available to everyone as a matter of course. They
suggested the service should be continued and expanded.

l

Many patients pointed out that the new service was more efficient because they now had a
designated contact person from start to finish instead of scattered and unco-ordinated contacts.

l

Having a designated contact was also highly rated due to its personal dimension and the chance to
build up intimacy.

l

This personal dimension was found to foster trust, or to regain it in cases where it had been lost due to
previous negative experiences with healthcare.

l

Patients were relieved that it had become easier to see the appropriate person and to get better,
clearer and more comprehensive information.

l

Patients commented on the nurses’ friendliness, competence and readiness to spend time with them.
They emphasised that they felt much less anxious as a consequence.

6.5 Conclusion
The interviews with patients confirmed many of the improvements reported by NHS staff. In addition it
was clear that many patients had been unimpressed with the treatment they had been receiving prior
to the arrival of the ACCs. The experience of being cared for by the ACCs served to reconcile many with
the healthcare system. Features that were particularly welcomed were the ACC taking on the role of
intermediary, better communication and coordination of care, the personal relationship and the rapid
response to requests for information.
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Chapter 7
The evaluation’s main questions,
findings and recommendations

7.1 Introduction
In 2005 the Department of Health (DoH) added a further chapter to the National Service Framework for
Coronary Heart Disease. Chapter eight suggested that “people with long term arrhythmic conditions
should receive support in managing their illness from a named Arrhythmia Care Co-ordinator (ACC)”. This
person would act as the ‘key worker’ to assess the patients’ needs and ensure they received the multidisciplinary care that the assessment revealed was required.
After the publication of chapter eight a working group was convened by the heart team at the DoH to
further define the role of the ACC. To encourage the development of the ACC role, in 2006 BHF invited
applications from NHS Trusts for funding to support 32 new ACC posts across 19 sites in England and Wales.
The BHF also funded an evaluation of the new posts by BHF Care and Education Research Group at the
University of York. The evaluation used a mix of quantitative and qualitative methods including audit,
survey questionnaires, diaries, secondary data and in-depth interviews with ACCs, consultant cardiologists,
patients and carers. The evaluation aimed at answering ten main research questions. The summary of the
main findings are presented below.

7.2 Main research questions and findings
7.2.1 Mapping the work of the ACCs: who were appointed to these roles? How were
services structured? Which patients did they see?
a) Who were appointed to these roles?
There were 32 appointees of whom 27 were female. All were registered nurses. Eleven were appointed
at Grade 7 and 21 at Grade 6. Only three used the title of ACC, the others were given the title Arrhythmia
Nurse Specialist.
Nine of the sites were awarded funding for a single handed ACC. Eight sites secured funding for two ACCs,
while two sites were funded for three and four nurses respectively. Funds allocated to centres ranged
from £123,000 to £552,000.
Although BHF invited bids from all over England and Wales half of the appointees were based in Greater
London. Wales had four ACCs, while the South West region had six, the Midlands had four ACCs and the
North West two.
The majority (76%) had previously worked in a coronary care unit or a cardiology ward environment, 15%
had previously worked in primary care and 9% had previously worked in cardiology labs.
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Around half had undertaken the Advanced Life Support qualification as part of a degree level cardiac
course and 5% an echo course qualification.
Eighteen ACCs were based in secondary or tertiary care and fourteen were positioned between the
secondary and primary sectors. Two were appointed across all three care sectors.
b) How were the arrhythmia services structured?
Awards were made to 12 large teaching hospitals, eight district general hospitals, two cardiology
networks, and three tertiary centres.
An established arrhythmia service was already in place in 13 out of 19 of the trusts prior to BHF funding. In
these sites the ACCs were employed to provide support and to develop services by fitting into a
pre-existing organisational structure.
These services ranged in size and complexity from one or two people typically a consultant cardiologist
with an ‘interest’ in the management of arrhythmias and electro-physiology to specialist tertiary centres
with a full complement of dedicated arrhythmia specialists.
The average number of consultant cardiologists in a service was three. At inception there were a wide
range of services that were already being offered in these sites. 47% had a grown up with congenital heart
disease, 74% had an end of life or palliative care service, 42% had a paediatric service, 53% had a genetic
or sudden cardiac death service.
c) Which patients did the ACCs see?
According to data from BHF over the three years, ACCs saw a total of 25,526 patients of these 18,180 were
new patients and 7,346 were seen more than once. ACCs made and received 26,372 patient consultation
phone calls. They also undertook 2,105 teaching or educational sessions directly with patients and their
families.
According to the Cardiac Database, over 60% of referrals to ACCs were made by consultants and a further
15% were made by GPs. Atrial fibrillation (36.5%) and palpitations (15.4%) accounted for over half of all
referrals. More than half of the patients were male (61%) with an average age of 65 years. Overall 86%
were White British and 53% were married.

7.2.2 Did the ACCs meet the objectives set out in the model job description?
The ACCs met most of the aims of their job descriptions, designed to improve the educational, emotional
and practical support offered to patients and their families and to educate other healthcare professionals
in managing arrhythmia.
The first survey showed that there were a few activities that more than 30% of ACCs were not meeting. In
particular, setting up patient support groups and ensuring patients at risk of SCD were identified and had
access to specialists. Almost all the needs identified as ‘unmet’ in the first survey had been met in varying
degrees by the time the second survey was carried out a year later:
l

Almost all the ACCs were found to be undertaking a clinical role through participation in clinics.
However the degree to which these clinics were ‘nurse-led’ was open to interpretation and subject to
autonomy given to the ACCs by the consultant cardiologists they were working under.

l

Ensuring patients at risk of SCD had access to specialist care remained an unmet need even after
the ACCs had been in post for almost three years although a number of ACCs were in the process of
writing protocols and pathways that addressed this issue.

l

Establishing patient support groups was the main area that ACCs had not made much progress in due
to organisational and logistical difficulties (financial support and finding a place to run groups).
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7.2.3 How did the ACCs perceive their role and the barriers and facilitators in
establishing their service?
In sites without an existing service the remit of the ACCs was different as they had to develop a
completely new service by establishing contacts, writing referral protocols, gaining the trust of consultants
and other staff and finding a niche in the delivery of services.
Entering an existing service and starting a new service presented challenges for the ACCs. ACCs working
in established services felt that they were hired to do a particular job of streamlining and improving
service delivery to patients and that they had to fit into a team. While ACCs whose role was to establish a
new service felt that they had more input into the direction that the new service should take.
More specifically the ACCs interviewed raised the following points:
l

The introduction of ACCs reduced waiting times for patients and made access to care more
streamlined.

l

The telephone helpline proved enormously popular because patients felt able to get help with minor
problems.

l

ACCs believed patients felt reassured and less anxious because they had a designated contact and
were able to call them at any time.

l

ACCs increased their teaching role with GP practices, community matrons and hospital colleagues.

l

ACCs reported having carried out 930 teaching sessions for healthcare professionals over the three
years of the evaluation

l

The ACCs’ additional responsibilities increased their self-confidence and reduced the consultant
cardiologists’ workload leading to a more efficient working environment.

l

The ACC post became key in co-ordinating patient care and disseminating good practice.

l

Admin support and access to a psychologist were perceived to be the major points where the service
could be improved further.

l

ACCs who were part of Regional Cardiac Networks felt their roles were not fully understood by both
local and regional management. Having two levels of management often resulted in conflicting
priorities to deal with which ACCs felt compromised quality of care.

7.2.4 How did patients perceive the ACCs?
Patients were very happy with the ACCs personalised approach which made the treatment less
intimidating and abstract. Patients viewed ACCs as efficient, kind, clear and welcoming, and all agreed
that the new service was a wonderful improvement for them. Being cared for by ACCs served to reconcile
many patients with the healthcare system, and this was reported to be an immensely positive experience:
l

Patients appreciated having easier and quicker access to specialist arrhythmia care. They realised that
GPs’ knowledge was generic and that an ACC was better equipped to deal with their condition.

l

The telephone helpline emerged as a major success and all interviewees praised the new level of
accessibility this provided.

l

Patients were impressed with the reliability of the ACCs’ response to phone calls and emails and felt
well supported.

l

Patients agreed that this level of service should be available to everyone as a matter of course. They
suggested the service should be continued and expanded.
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l

Many patients pointed out that the new service was more efficient because they now had a
designated contact person from start to finish instead of scattered and unco-ordinated contacts.

l

Having a designated contact was also highly rated due to its personal dimension and the chance to
build up intimacy. Patients were relieved that it had become easier to see the appropriate person and
to get better, clearer and more comprehensive information.

l

This personal dimension was found to foster trust, or to regain it in cases where it had been lost due to
previous negative experiences with healthcare.

l

Patients particularly commented on the ACCs’ friendliness, competence and readiness to spend time
with them. They emphasised that they felt much less anxious as a consequence.

7.2.5 How did the physicians perceive the role?
The consultant cardiologists were also highly supportive of the ACCs. The most common point they made
were that the ACCs had brought significant improvements to many aspects of the care the hospital was
able to provide. They also mentioned the following points:
l

Patients used to complain about having to wait hours for a consultant cardiologist who subsequently
only spent five minutes with them. Since the appointment of the ACCs these complaints had virtually
disappeared.

l

Consultant cardiologists said what used to be an ad hoc and random service had been “revolutionised”
and now regularly attracted compliments.

l

In some cases the introduction of ACCs helped to reduce hospital admissions as in the past consultant
cardiologists were forced to admit urgent patients as the only way to get around the crippling waiting
times.

l

Consultant cardiologists were pleased with the protocols and patient pathways that ACCs had
implemented. The out-of-hours response was also mentioned as having improved care beyond all
recognition.

l

Consultant cardiologists found it very difficult to find time to counsel patients and give them
information and they viewed the ACCs as the perfect solution to fulfil this role.

l

Some consultant cardiologists reported personal battles with hospital management and funding
bodies to ensure the continuation of this service at their hospitals.

7.2.6 Did the ACCs improve the patients’ health-related quality of life?
In patients whom the ACCs saw on more than one occasion, we measured changes in quality of life in
three ways:
l

A questionnaire measuring anxiety and depression

l

The Hospital Anxiety and Depression Scale (HADS)

l
l

The Dartmouth COOP quality of life scales
The EQ5D.

We found high levels of anxiety and depression amongst patients, with 29% of them scoring borderline
or clinically anxious and 18% scoring borderline or clinically depressed on their first assessment. However
when patients were followed up (six months later) we observed a reduction in anxiety levels to 25%
(P=0.04) and a slight increase in depression levels to 19% (P=0.45) (Figures 13 and 14).
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Graph 13: Patients’ anxiety measures
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Graph 14: Patients’ depression measures
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Patients often stated that the ACCs had reassured them and these results show that there was a
slight reduction in anxiety and a slight increase in depression however these improvements are more
statistically than clinically significant.
It is clear that clinically the ACCs were not able to improve the anxiety and depression of their patients.
However patients interviewed for the qualitative part of the evaluation commented on the ACC’s
friendliness, competence and readiness to spend time with them. They emphasised that they felt much
less anxious as a consequence.
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The Dartmouth COOP quality of life scales are a generic measure of functional status and were used to
evaluate aspects of functioning and well-being. There are eight questions that cover physical fitness,
feelings, daily activities, social activities, pain, overall health, social support and quality of life. Each item is
scored from 1 to 5, a score of 1-3 is categorised as normal and 4-5 as abnormal.
The COOP showed an improvement in all the scales between Assessment 1 and follow-up except in social
support, where a small yet statistically significant decrease was recorded. The largest improvements were
seen in the physical fitness and feelings scales (Figure 15).

Figure 15: Patients’ anxiety measures
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The Euro Qol 5D (EQ5D) instrument was used to measure patients’ health state and to ascribe appropriate
values across five dimensions (mobility, self-care, usual activities, pain and discomfort and anxiety and
depression). Three possible responses (no problems, moderate problems or severe problems) are given by
the patient for each of these dimensions reflecting the patient’s own perception of their health state.
The EQ5D showed an improvement of 0.025 between Assessment 1 and follow-up and that equates to
two additional weeks of perfect health if maintained for one year.

7.2.7 Did the ACCs help to reduce costs and hospital readmissions?
In the hospitals with a BHF appointed ACC readmission rates reduced on average per patient by 0.50 after
adjusting for days at risk, temporal effects and probability of readmission. On average each patient in a
hospital with an ACC experienced half a readmission less than those in a hospital without an ACC. The
value is averaged across all patients for analytical purposes and can be conceptualized in a pragmatic
sense as the ACC preventing one readmission for every two patients under their care.
In terms of readmission rates each ACC saves the NHS £29,357 per year in addition to all costs associated
with the post.
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7.3 Conclusions
The recommendation in the NSF for CHD to create an ACC role appears justified and all arrhythmia
services should include one or more ACCs as part of their MDT.
All the sources of information in this evaluation confirmed that the ACC role significantly improved the
arrhythmia services, in which the ACCs were placed and may also have reduced the cost of providing the
service.
The ACCs met all of the roles described in the model job description developed with the Department of
Health.
Benefits were recorded in patient’s anxiety and health related quality of life, the efficiency of clinics and in
the reduction of the numbers of patients being readmitted. The reduction in readmissions resulted in a
significant cost saving of £29,537 a year for each ACC employed when all of the ACC sites were compared
to hospitals that did not have a BHF ACC.
Patients and consultant cardiologists praised the ACC role in communicating, ensuring a holistic service
and acting as a key worker and a single point of contact.
Consultant cardiologists reported that they were able to be more productive as the ACCs took over some
of the routine clinical work and often introduced improved pathways and protocols.

7.4 Recommendations
Even in the relatively better staffed services ACCs were aware that more patients could benefit from their
services and that there was still further work required in setting up systems and protocols, especially for
those at risk of sudden cardiac death and those with implanted devices. Services should be extended to
ensure that all patients are offered individualised education and support.
Further improvement in efficiency might be produced if the ACCs were freed from some of the routine
administrative and secretarial work they have to undertake; nurse prescribing was extended; ACCs
were freed from the more routine work in running clinics and more often allowed to use their specialist
knowledge in leading clinics.
Once well established, the popularity of the ACC role often challenges their ability to spend sufficient
time with each patient. Realistic workloads should be established and further ACCs employed once this
limit reached.
It is clear that the psychological needs of some patients are not being met, the incidence of cases of
anxiety and depression amongst arrhythmia patients is high and the ACCs make little impact on patients
with clinically significant psychological problems. The ACCs are aware of the need to further develop their
skills in this area and for more adequate psychological services.
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Appendix 1: Model job description for ACCs
1 Assessing healthcare needs/screening patients experiencing or at risk of experiencing cardiac
arrhythmias.
2 Participating in establishing and running nurse-led rapid access/follow-up clinics for arrhythmia/AF/
ICD preadmission, new patients and follow-ups in tertiary secondary/primary settings as appropriate.
3 Working towards developing skills in taking a comprehensive medical history/undertaking physical
examination.
4 Develop and employ robust care pathways/referral protocols for ensuring patients with identified
arrhythmias receive prompt, appropriate investigations and treatment in the appropriate settings.
5 Making diagnoses in conjunction with consultant cardiologists.
6 Ordering investigations.
7 Reviewing medication and recommending changes in conjunction with consultant cardiologists,
depending on individual needs.
8 Referring patients to other healthcare providers.
9 Establishing/providing specialist advice on the telephone helpline.
10 Providing continuity of patient care on a daily basis by following the patient’s journey from
preadmission/admission, discharge, follow-up.
11 Admit/discharge patients from caseload.
12 Demonstrate skills in interpretation of electrocardiograms/tilt table test/exercise tolerance test, etc.
13 Ensure patients at risk of SCD are assessed and have rapid access to specialists.
14 Liaise with other specialist services (clinical psych, rehab, HF).
15 Liaise with the arrhythmia management team (consultant cardiologists, registrars, secretarial staff,
cardiac catheter laboratory team including radiographers, physiologists and registered nurses,
cardiology ward staff) to ensure effective communication pre/post procedure.
16 Category related to the autonomous role of BHF ACC.
17 Provide patients with suitable educational and information materials regarding arrhythmias, diagnostic
and treatment procedures and counselling and reassurance.
18 Establish patient support groups to ensure patients receive sufficient information to enable informed
consent by communicating complex information regarding management of care, including: benefits;
risks; (ie mortality risks) alternatives; complications and lifestyle advice.
19 Co-ordinate the development and review of current, comprehensive health information for arrhythmia
patients and their carers. In addition to ensuring full understanding of complex cardiac conditions, the
information must be relevant to age, level of understanding, culture and language in conjunction with
patients, their families, clinical staff and patients information service.
20 Provide specialist advice/consultancy to other healthcare professionals/act as a resource.
21 Provide formal/informal education/teaching for healthcare professionals/act as a lead.
22 Support people to enable them to manage/live with illness.
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23 Develop and implement policy and practice guidelines specific to the management of arrhythmia
patients.
24 Make professionally autonomous decisions.
25 Maintain accurate/detailed patient records.
26 Ensure practice is evidence-based/keep up to date with relevant clinical literature and with
professional issues/promote clinical governance.
27 Provide leadership within and external to the organisation.
28 Co-ordinate and manage individual care programmes in collaboration with patients.
29 Develop/maintain expertise in arrhythmia care and management.
30 Audit and evaluate the arrhythmia service/ensure effective systems are in place to collect and input
relevant audit data.
31 Analyse, collect and use information relevant to ICDs /arrhythmias.
32 Participate in research projects/highlight areas/initiate research.
33 Participate in BHF evaluations/submit quarterly reports/assist in identifying suitable evaluation criteria
for assessing effectiveness of this new role.
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Appendix 2: ACC sphere of operation of an ACC
Arrhythmia Care Coordinator (ACC)
Role: coordination and development of structure below, plus specific clinical input as appropriate.
A&E

GP

Syncope clinic, rapid access arrhythmia clinics, spr/or acs,
neuro + arrhythmia specialist nurse
Other

Neurologist

Ongoing provision of training/
education for:

Cardiologist

Secretaries/AA
list for procedures

• Patient/families
• Healthcare professionals involved
in the care of arrhythmia patients in
the primary, secondary and tertiary
settings

Pre admission
clinic

Developing protocols, guidelines,
care pathways

Procedure

Further tests/follow-up eg:
• Regular device checks

•
•
•
•
•

Referral eg
Genetic services
Cardiac rehabilitation
Psychology services
Heart failure nurses
Etc.

•
•
•
•
•

Support
One to one
Telephone helpline
Newsletter
Websites
Group meetings

•
•
•
•

Preparation
Clinical exam
Give information
Informed consent
TESTS – ECG, Blood, etc.

Inpatient support
• Ward rounds/visits
• Involvement in procedure
where applicable
• Device checks/
programming

Discharge

• 24-hour tape
• ETT
• Echo
• Psychological support

Assessment
• Patient
• Family

Outpatient
Review

Assessment
• Ongoing support where
applicable
• Access to telephone
helpline
• Device checks
Assessment
Advice
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Appendix 3: Map showing distribution of Arrhythmia
Care Co-ordinators

Bromley (1)
Epsom and St Helier (2)
Lewisham (1)
Queen Elizabeth (1)
Queen Mary’s (1)
Royal Brompton and Harefield (1)
St Barts (2)
St George’s (4)
St Mary’s (2)

Leeds (2)
Manchester (2)
North East
Wales (2)

Swansea (1)

Nottingham (2)

Cardiff (1)

West Dorset (1)
Yeovil (2)

London (16)

South Devon (2)
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Appendix 4: Detailed description of sites
Arrhythmia Sites Demographic Profiles
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Appendix 4

86

Appendix 4
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Appendix 5: List of variables collected in the arrhythmia
database
BHF minimum arrhythmia data set: Record Form
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Appendix 6: Patient recruitment flow chart/instructions
Arrhythmia audit questionnaire guidelines
Data Collection
We are assessing a wide range of roles in a number of different settings therefore we can’t prescribe one
single approach to the audit of need, caseload and outcomes. If what follows is not a good fit with your
work, York University will be happy to discuss your situation. Some people will have to have a bespoke
audit.
What is the point of the audit?
To record the work of the ACC, as a person embedded in a team and where appropriate in her or his work
individually with patients. The audit will record – the number of patients seen, the demographics and
gross morbidity, the reasons for being seen, the needs of the patient group and wellbeing before and
after the interaction with the team and or ACC.
How will it be useful?
It will demonstrate the value of the charitable donation from BHF. We hope that it will help the ACCs build
a business case for retention of their own posts, for more time with the patients or an expansion of the
team, it may demonstrate the need for funding for a more multi-disciplinary input to the patients, and
establish the case for a rehabilitation programme. It will describe what the local population each centre is
dealing with and may demonstrate inequalities. It will help to define and describe the psychosocial needs
of arrhythmia patients from a large national sample. It can be downloaded for local use.
Where should the questionnaires be completed?
Questionnaires can be completed
•

in the clinic waiting room before seeing the ACC, or

•

in the first few minutes of the first consultation (psychological and QOL first, others can be completed
after the consultation), or

•

by post with the appointment letter “please fill these in and bring them with you”.

What if my work does not involve seeing patients face to face?
In some centres, for example, those mainly working on GP registers to identify high risk patients we will
need to develop a different method to audit the impact of the post holders. They should still use the
database for any patients they do see face to face.
When should the questionnaires be completed?
Assessment 1 – baseline for ALL patients. If the patient is discharged and no longer under the care of the
team then no further questionnaires are required.
Assessment 2 - if the patient continues with the arrhythmia team then we want a single follow-up at 6
months (plus or minus a couple of weeks).
Assessment 1a If the patient and the ACC work on a one to one basis, either signposting to other services,
or counselling the patient, we want an interim assessment when the ACC feels that this work is finished.
If there is less than a month before the 6 month assessment then there is little point as the 6 month
follow-up will capture the improvement.
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First contact with Patient
Assessment 1 As far as possible all patients complete questionnaire pack. Baseline.

Discharged - negative
findings, reassurance and
discharge, refer to other
team, etc. Not expected
back

Put on waiting list for
intervention, expected to
come back, taken on as case
by team. No individual work
by the ACC

Taken on as case by the
ACC, expect to see on more
than 3 occasions over next
few months, individual case
work for specific problem

Purpose

Purpose

Purpose

Baseline data to provide a
description of work load,
case mix, demographics,
and psycho-social needs of
patients coming through

To provide audit of outcome
of the work of the team and
see if there are further unmet
needs (e.g. depression,
rehab, etc)

To provide an audit of the
outcome of any individual
work, case management,
sign-posting, between an
Arrhythmia Care Co-ordinator
and the patient
Assessment 1a
Post case management
– but only if more than 4
weeks remaining before 6
month follow-up

No further questionnaires

6 months

Assessment 2
Follow-up questionnaires by post or follow-up clinic

How many times do we need to request and remind patients if questionnaires are not returned?
Ideally, patients should be sent out reminders at two week intervals twice after the original questionnaire.
We know that some programmes do not have the resources to do this.
How long do we need to keep the paper questionnaires?
For at least 6 months after the data is entered.
Do we need the consent of patients?
Absolutely not - this is an audit, like MINAP etc. and no consent is required. However, it is a good idea to
provide an explanation sheet and we will prepare one for you that you can modify to suit.
What if patients don’t want to fill in the questionnaires?
Of course they don’t have to but, from our experience with these questionnaires in 25,000 cases of CABG
and MI patients, this is rare. It may sometimes be a cover for a literacy problem, in which case saying
something like – if you’ve left your glasses at home I can read it to you, or do you want to take them home
to fill in may be a help.
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Qualitative and quantitve
analysis, feed back to
ACCs
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Appendix 7: The evaluation timetable

2

Time in months
1
Recruit
Researcher
Recruit & induct ACCs
Pilot and debug audio and online software
MREC and LREC approval, local sign-off
Train ACCs in audit
Map and classify service models
Collect audit data for study

Conduct interviews
collect local
protocols

Collect HES data
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Appendix 8: Improvements in HRQOL by centre
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Appendix 9: Comparison of the ACCs actual job descriptions
with the model job description
Main task/responsibility listed in job
descriptions

Main work
areas

Key objective
1-5 (see key
below)

% of job
descriptions
containing item

1

Assessing healthcare needs/screening
patients experiencing or at risk of
experiencing cardiac arrhythmias.

Clinical

3

100

2

Participating in establishing and running
nurse-led rapid access/follow-up clinics
for arrhythmia/AF/ICD preadmission,
new patient and follow-ups in tertiary
secondary/primary settings as appropriate.

Clinical

5

100

3

Working towards developing skills in
taking a comprehensive medical history/
undertaking physical examination.

Clinical

3

97

4

Develop and employ robust care
pathways/referral protocols for ensuring
patients with identified arrhythmias
receive prompt, appropriate investigations
and treatment in the appropriate setting.

Clinical

3

81

5

Making diagnoses in conjunction with
consultant cardiologists.

Clinical

5

84

6

Ordering investigations.

Clinical

5

87

7

Reviewing medication and recommending
changes in conjunction with consultant
cardiologists depending on individual
needs.

Clinical

5

78

8

Referring patients to other healthcare
providers.

Clinical

2

91

9

Establishing/providing specialist advice on
the telephone helpline.

Clinical

2

34

10 Providing continuity of care on a daily
basis by following the patient’s journey
from preadmission/admission, discharge,
follow-up.

Clinical

2

100

11 Admit/discharge patients from caseload.

Clinical

5

66

12 Demonstrate skills in interpretation of
electrocardiograms/tilt table test/exercise
tolerance test, etc.

Clinical

3

87

13 Ensure patients at risk of SCD are assessed
and have rapid access to specialists.

Clinical

2

62

14 Liaise with other specialist services (clinical
psyche, rehab, HF).

Clinical

2

87
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Main task/responsibility listed in job
descriptions

Main work
areas

Key objective
1-5 (see key
below)

% of job
descriptions
containing item

15 Liaise with the arrhythmia management
team (consultant cardiologists, registrars,
secretarial staff, cardiac catheter
laboratory team including radiographers,
physiologists and registered nurses,
cardiology ward staff) to ensure effective
communication pre/post procedure.

Clinical

1

94

16 Category related to the autonomous role
of a BHF ACC.

Clinical

2

62

17 Provide suitable educational and
information materials regarding
arrhythmias, diagnostic and treatment
procedures and counselling and
reassurance to patients.

Education

2

100

18 Establish patient support groups to
ensure patients receive sufficient
information to enable informed consent
by communicating complex information
regarding management of care, including:
benefits, risks, (ie mortality risks) alternative
complications and lifestyle advice.

Education

3

56

19 Co-ordinate the development and
review of current, comprehensive health
information for arrhythmia patients
and their carers. In addition to ensuring
full understanding of complex cardiac
conditions, the information is relevant to
age, level of understanding, culture and
language in conjunction with patients,
their families, clinical staff and patients
information service.

Education

2

100

20 Provide specialist advice/consultancy to
other healthcare professionals/act as a
resource.

Education

1

100

21 Provide formal/informal education/
teaching for healthcare professionals/act
as a lead.

Education

2

100

22 Support people to enable them to
manage/live with illness

Education

2

100

23 Develop and implement policy and
practice guidelines specific to the
management of Arrhythmia patients

Education

2

87

24 Make professionally autonomous decisions

Management/
Professional

5

100

25 Maintain accurate/detailed patient records

Management/
Professional

4

100
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Main task/responsibility listed in job
descriptions

Main work
areas

Key objective
1-5 (see key
below)

% of job
descriptions
containing item

26 Ensure practice is evidence-based/keep
up to date with clinical literature and
professional issues/promote clinical
governance.

Management/
Professional

2

91

27 Provide leadership within and external to
your organisation.

Management/
Professional

1

100

28 Co-ordinate and manage individual care
programmes in collaboration with patients

Management/
Professional

2

97

29 Develop/maintain expertise in arrhythmia
care and management.

Management/
Professional

5

100

30 Audit and evaluate the arrhythmia service/
ensure effective systems are in place to
collect and input relevant audit data.

Audit/Research

4

100

31 Analyse, collect and use information
relevant to ICDs /arrhythmias.

Audit/Research

4

97

32 Participate in research projects/highlight
areas/Initiate research.

Audit/Research

5

91

33 Participate in BHF evaluations/submit
quarterly reports/assist in identifying
suitable evaluation criteria for assessing
effectiveness of this new role.

Audit/Research

5

100

CL= clinical, E=Education, MP= Management/Professional, AR= Audit/Research
The third column indicates which of the five key objectives outlined by the DoH group are being met by
the ACCs. Although we have added an extra objective that we feel addresses the specific role of the ACC.
l

that primary care, secondary care and tertiary care services work together

l

that all those who are part of the care pathway, including patients, families and carers, receive the
education and training they need

l

that an effective holistic patient assessment process is in place

l

that ongoing monitoring and auditing of the service takes place.

l

category related to the autonomous role of BHF.
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Appendix 10: Survey questionnaire - BHF ACC role description
Job Title

Grade

Yes

No

N/A

Yes
No
N/A
(Please state why below)

Centre

N/A

Does this remain an unmet need in your centre?

No

Is anyone else undertaking
these tasks in your centre?

Yes

N/A

Do you undertake any of the
following tasks/responsibilities
as part of your role?
1. Assess healthcare needs/screen
patients experiencing or may be at risk of
experiencing cardiac arrhythmias

No

N/A

Yes

No

No

N/A

Yes

Yes

No

N/A

N/A

Yes
No
N/A
(Please state why below)

Yes

No

No

N/A

Yes
No
N/A
(Please state why below)

Yes

Yes

Yes
No
N/A
(Please state why below)

2. Run nurse-led rapid access/follow-up
clinics for arrhythmia/AF/ICD

3. Take a comprehensive medical history/
undertake physical examination

4. Develop care pathways/referral
protocols
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Yes
No
N/A
(Please state why below)

Does this remain an unmet need in your centre?

N/A

Yes
No
N/A
(Please state why below)

Is anyone else undertaking
these tasks in your centre?

N/A

Yes
No
N/A
(Please state why below)

Do you undertake any of the
following tasks/responsibilities
as part of your role?

No

N/A

No

Yes

No

Yes

N/A

Yes

N/A

No

N/A

No

Yes

No

Yes

6. Order investigations

Yes

N/A

5. Make diagnoses in conjunction with
consultant cardiologists

7. Review medication and recommend
changes in conjunction with consultant
cardiologists

No

N/A

Yes

No

N/A

Yes

No

N/A

Yes

No

Yes
No
N/A
(Please state why below)

Yes

Yes
No
N/A
(Please state why below)

8. Refer patients to other healthcare
providers

9. Provide specialist advice on the
telephone helpline
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Yes
No
N/A
(Please state why below)

Does this remain an unmet need in your centre?

N/A

Yes
No
N/A
(Please state why below)

Is anyone else undertaking
these tasks in your centre?

N/A

Yes
No
N/A
(Please state why below)

Do you undertake any of the
following tasks/responsibilities
as part of your role?

No

N/A

No

Yes

No

Yes

N/A

Yes

N/A

No

N/A

No

Yes

No

Yes

11. Admit/discharge patients from
caseload

Yes

10. Provide continuity of patient care on
a daily basis by following the patients
journey from preadmission/admission,
discharge and follow-up/continuous
support

12. Interpret ECG/tilt table test/exercise
tolerance etc

N/A

N/A

No

No

Yes

Yes

N/A

N/A

No

No

Yes
No
N/A
(Please state why below)

Yes

Yes
No
N/A
(Please state why below)

13. Ensure patients at risk of SCD assessed/ Yes
rapid access to specialists

14. Liaise with other specialist services
(clinical psyche, rehab, HF)
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Yes
No
N/A
(Please state why below)

Does this remain an unmet need in your centre?

N/A

Yes
No
N/A
(Please state why below)

Is anyone else undertaking
these tasks in your centre?

N/A

Yes
No
N/A
(Please state why below)

Do you undertake any of the
following tasks/responsibilities
as part of your role?

No

N/A

No

Yes

No

Yes

N/A

Yes

N/A

No

N/A

No

Yes

No

Yes

16. Do you undertake a specific clinical
role eg running AF/ICD clinics

Yes

N/A

15. Liaise with arrhythmia management
team to ensure effective communication
pre/post procedure or care

17. Provide education, counselling and
reassurance to patients

No

N/A

Yes

No

N/A

Yes

No

N/A

Yes

No

18. Establish patient support groups

Yes

Yes
No
N/A
(Please state why below)

Yes
No
N/A
(Please state why below)

19. Development and review of health
information for patients and their carers
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Do you undertake any of the
following tasks/responsibilities
as part of your role?

Is anyone else undertaking
these tasks in your centre?

Does this remain an unmet need in your centre?

N/A

No

Yes
No
N/A
(Please state why below)

Yes

Yes
No
N/A
(Please state why below)

N/A

N/A

Yes
No
N/A
(Please state why below)

No

N/A

Yes
No
N/A
(Please state why below)

Yes

No

N/A

20. Provide specialist advice/consultancy
to other healthcare professionals/act as a
resource

Yes

No

N/A

No

N/A

Yes

No

Yes

No

N/A

Yes

N/A

Yes

No

N/A

No

22. Support people to enable them to
manage/live with illness

Yes

No

Yes

23. Develop and implement policy
and practice guidelines specific to the
management of arrhythmia patients

Yes

Yes
No
N/A
(Please state why below)

21. Provide education/training to staff/act
as a lead nurse

24. Make professionally autonomous
decisions
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Do you undertake any of the
following tasks/responsibilities
as part of your role?

Is anyone else undertaking
these tasks in your centre?

Does this remain an unmet need in your centre?

N/A

No

Yes
No
N/A
(Please state why below)

Yes

Yes
No
N/A
(Please state why below)

N/A

N/A

Yes
No
N/A
(Please state why below)

No

N/A

Yes
No
N/A
(Please state why below)

Yes

No

N/A

25. Maintain accurate/detailed patient
records

Yes

No

N/A

No

N/A

Yes

No

Yes

No

N/A

Yes

N/A

Yes

No

N/A

No

27. Provide leadership within and external
to your organisation

Yes

No

Yes

28. Co-ordinate and manage individual
care programmes in collaboration with
patients

Yes

Yes
No
N/A
(Please state why below)

26. Promote evidence based practice/
clinical governance

29. Develop/maintain expertise in
arrhythmia care and management
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Do you undertake any of the
following tasks/responsibilities
as part of your role?

Is anyone else undertaking
these tasks in your centre?
No

Does this remain an unmet need in your centre?

N/A

Yes

Yes
No
N/A
(Please state why below)

N/A

Yes
No
N/A
(Please state why below)

No

N/A

Yes
No
N/A
(Please state why below)

Yes

N/A

Yes
No
N/A
(Please state why below)

30. Audit and evaluate the arrhythmia
service

No

N/A

No

Yes

No

Yes

N/A

Yes

N/A

No

N/A

No

Yes

No

Yes

32. Participate in research projects/
highlight areas/Initiate research

Yes

31. Analyse, collect and use information
relevant to ICDs /arrhythmias

33. Participate in BHF evaluations/submit
quarterly reports/assist in identifying
suitable evaluation criteria for assessing
effectiveness
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Appendix 11: Questionnaire highlighting unmet needs
Clinical activities described in BHF ACCs job descriptions matched to key objectives
Main task/responsibility listed in job
descriptions

Key
objective

% (n)
% (n) others % (n) unmet
undertaking undertaking need?

Liaise with the arrhythmia management
team to ensure effective communication
pre/post procedure.

1

93 (25)

74 (20)

19 (5)

Ensure patients at risk of SCD are assessed
and have rapid access to specialists.

2

33 (9)

70 (19)

59 (16)

Liaise with other specialist services (clinical
psyche, rehab, HF).

2

93 (25)

74 (20)

26 (7)

Category related to the specific clinical role
of BHF ACC (running AF/ICD clinics)

2

85 (23)

52 (14)

44 (12)

Referring patients to other healthcare
providers.

2

96 (26)

93 (25)

15 (4)

Establishing/providing specialist advice on
the telephone helpline.

2

100 (27)

52 (14)

15 (4)

Providing continuity of patient care on a
daily basis by following the patients’ journey
from preadmission/admission, discharge,
follow-up.

2

78 (21)

59 (16)

33 (9)

Demonstrate skills in interpretation of
electrocardiograms/tilt table test/exercise
tolerance test, etc.

3

85 (23)

96 (26)

26 (7)

Assessing healthcare needs/screening
patients experiencing or at risk of
experiencing cardiac arrhythmias.

3

89 (24)

82 (22)

15 (4)

Working towards developing skills in
taking a comprehensive medical history/
undertaking physical examination.

3

67 (18)

89 (24)

15 (4)

Develop and employ robust care pathways/
referral protocols for ensuring patients with
identified arrhythmias receive prompt,
appropriate investigations and treatment in
the appropriate setting.

3

93 (25)

52 (14)

19 (5)

Making diagnoses in conjunction with
consultant cardiologists.

5

78 (21)

67 (18)

22 (6)

Ordering investigations

5

93 (25)

96 (26)

11 (3)

Reviewing medication and recommending
changes in conjunction with consultant
cardiologists depending on individual
needs

5

82 (22)

82 (22)

15 (4)

Admit/discharge patients from caseload

5

67 (18)

56 (15)

15 (4)

Participating in/establishing and running
nurse-led rapid access/follow-up clinics for
arrhythmia/AF/ICD preadmission

5

60 (16)

37 (10)

60 (16)

103

Appendix 11

Educational activities described in BHF ACCs job descriptions matched to key
objectives
Main task/responsibility listed in job
descriptions

Key
objective

% (n)
% (n) others % (n) unmet
undertaking undertaking need?

Provide specialist advice/consultancy to
other healthcare professionals/act as a
resource

1

96 (26)

82 (22)

15 (4)

Provide suitable educational and
information materials regarding
arrhythmias, diagnostic and treatment
procedures and counselling and
reassurance to patients

2

100 (27)

63 (17)

15 (4)

Develop and implement policy and practice
guidelines specific to the management of
arrhythmia patients

2

89 (24)

44 (12)

33 (9)

Support people to enable them to manage/
live with illness

2

96 (26)

67 (18)

15 (4)

Co-ordinate the development and review of
current, comprehensive health information
for arrhythmia patients and their carers.
In addition to ensuring understanding
of cardiac conditions, the information is
relevant to age, level of understanding,
culture,language in conjunction with
patients, families, clinical staff

2

93 (25)

59 (16)

15 (4)

Provide formal/informal education/teaching
for healthcare professionals/act as a lead

2

96 (26)

82 (22)

15 (4)

Establish patient support groups to
ensure patients receive sufficient
information to enable informed consent
by communicating complex information
regarding management of care, including:
benefits, risks, (ie mortality risks) alternatives
complications and lifestyle advice

3

26 (7)

44 (12)

41(11)
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Management/professional activities described in BHF ACCs job descriptions
matched to key objectives
Main task/responsibility listed in job
descriptions

Key
objective

% (n)
% (n) others % (n) unmet
undertaking undertaking need?

Provide leadership within and external to
your organisation

1

70 (19)

63 (17)

22 (6)

Ensure practice is evidence based/keep up
to date with relevant clinical literature and
with professional issues, promote clinical
governance

2

100 (27)

85 (23)

4 (1)

Co-ordinate and manage individual care
programmes in collaboration with patients

2

74 (20)

59 (15)

11 (3)

Maintain accurate/detailed patient records

4

100 (27)

85 (23)

4 (1)

Make professionally autonomous decisions

5

63 (17)

82 (22)

30 (8)

Develop/maintain expertise in arrhythmia
care and management

5

97 (26)

63 (17)

19 (5)

Audit and research activities described in BHF ACC job descriptions matched to key
objectives
Main task/responsibility listed in job
descriptions

Key
objective

% (n)
% (n) others % (n) unmet
undertaking undertaking need?

Audit and evaluate the arrhythmia service/
ensure effective systems are in place to
collect and input relevant audit data

4

93 (25)

41 (11)

4 (1)

Analyse, collect and use information
relevant to ICDs/arrhythmias

4

82 (22)

48 (13)

15 (4)

Participate in research projects/highlight
areas/initiate research

5

48 (13)

56 (15)

30 (8)

Participate in BHF evaluations/submit
quarterly reports/assist in identifying
suitable evaluation criteria for assessing
effectiveness of this new role

5

100 (27)

26 (7)

4 (1)
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Appendix 12: Profile of centres chosen for in depth interviews
and specialist nurses
Study site 1
Geography-urban/rural/tertiary
Major/minor ICD centre (>25 implants per annum):
No of ACCs appointed:
Date appointed:
Referrals primary care/secondary care:

Geographically large; City and
rural; tertiary centre
Major
3
2- Nov 2006/1- March 2007
Primary & secondary

ACC interviews:

2

Patient interviews:

3

Carer interviews:

1

Developments in post: nurse-led clinic providing care to arrhythmia patients with cardiac
resynchronisation (CRT) devices and those with implantable defibrillators (ICD). Running a telephone
helpline for arrhythmia and device patients. Running a Rapid Access Heart Rhythm Clinic for new GP
referrals. Providing information, education, advice and support to patients and their families. Working
within a multi-disciplinary team to ensure co-ordinated service is provided and undertaking education
with healthcare professionals through seminars/workshops. Writing protocols and pathways.
Study site 2
Geography-urban/rural/tertiary
Major/minor ICD centre (>25 implants per annum):
No of ACCs appointed:
Date appointed:
Referrals primary care/secondary care:

Geographically large; city
Minor
2
Feb 2007
Primary & secondary

ACC interviews:

2

Patient interviews:

5

Carer interviews:

2

Developments in post: nurse-led rapid access atrial fibrillation clinic within secondary care, offering
assessment of any patient with new onset symptoms of AF, suspicion of paroxysmal AF or incidental
finding of AF. AF clinic takes referrals mainly from GPs, but also from pre-operative assessment clinic, A&E
and from wards. Patients are seen within 10-15 days of referral at the one stop clinic where diagnostic tests
are undertaken during one hospital visit and are also given information leaflets and contact details of the
ACC. The ACCs also offer psychological and emotional support pre and post procedure to patients having
ICDs or/and CRT devices implanted. Both ACCs are involved in running regular education seminars within
primary care about the management of atrial fibrillation. These are aimed at GPs, community nurses and
allied healthcare professionals. The clinic has received local and national recognition by the primary care
trust and Arrhythmia Alliance.
An AF audit tool was initiated by the arrhythmia team and with the support of the local Cardiac Network
has developed into a validated tool called GRASP-AF which is now available nationally.
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Study site 3
Geography-urban/rural/tertiary
Major/minor ICD centre (>25 implants per annum):
No of ACCs appointed:
Date appointed:
Referrals primary care /secondary care:

Geographically large; rural
Minor
3
Dec 2006
Primary & secondary

ACC interviews:

1

Patient interviews:

6

Carer interviews:

3

Developments in post: the elective cardioversion service has been taken on by the ACCs and is now a
nurse-led service providing pre-assessment of patients prior to procedure as well as medication advice,
information and general advice and support. Patients having ICD implants are also given information,
advice and support from ACCs pre and post implant as appropriate. A telephone helpline has been set
up to answer questions regarding symptoms and on going management of arrhythmias from patients
and from healthcare professionals. Protocols and pathways have been developed that have stream lined
the delivery of services. ACCs have also undertaken education with healthcare professionals and have
developed a model of training aimed at encouraging medical staff (doctors, paramedics, student nurses)
to attend at least one DCC session. The ACCs have assisted in setting a Regional Arrhythmia Nurse Group
to share current best practice and have assisted in the local development of AF Map of Medicine.
Study site 4
Geography-urban/rural/tertiary
Major/minor ICD centre (>25 implants per annum):
No of ACCs appointed:
Date appointed:
Referrals primary care /secondary care:

Geographically large; rural
Minor
2
Jan 2007
Primary & secondary

ACC interviews:

2

Patient interviews:

7

Carer interviews:

2

Developments in post: nurse-led clinics have been set to manage and support ICD and general arrhythmia
patients. ACCs provide education (pre/post implant) and counselling to ICD or reveal patients and carry
out routine tests. A nurse-led cardioversion service has also been established as well as a telephone
helpline. Referrals are made from hospital wards, cardiologists, physiologists and GPs.
The ACCs run educational events for community matrons and practice nurses in primary care and for
nurses and healthcare assistants in secondary care. Since coming into post the ACCs have developed new
patient pathways and updated established protocols.
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Study site 5
Geography-urban/rural/tertiary
Major/minor ICD centre (>25 implants per annum):
No of ACCs appointed:
Date appointed:
Referrals primary care /secondary care:

Geographically large; city
Minor
1
Sept 2006
Primary & secondary

ACC interviews:

1

Patient interviews:

4

Carer interviews:

0

Developments in post: ACC has set up an Inherited Cardiac Conditions Service for patients and families
and has also established the only nurse-led Ajmaline testing clinic in the UK. The ACC has helped the trust
funded nurse (in post for four years) to run the ICD service for patients and their families, by helping to
provide patient education and write guidelines and protocols.
Both nurses have recently taken over the running of the cardioversion service, where previously there
were ongoing problems with cancellations. They are now responsible for listing patients and ensuring
that their INR is within therapeutic range, which has led to a reduction in cancellations.
Both nurses have also been involved in educating a wide range of healthcare professionals (ambulance
staff/paramedics/nurses). A nurse-led clinic for syncope has been established and protocols have been
written to ensure optimal management of patients on Midodrine. The BHF ACC was recently highly
commended for the contribution to ICC services by the HRUK.
Study site 6
Geography-urban/rural/tertiary
Major/minor ICD centre (>25 implants per annum):
No of ACCs appointed:
Date appointed:
Referrals primary care /secondary care:

Geographically large; City
Minor
1
Dec 2006
Primary & secondary

ACC interviews:

1

Patient interviews:

2

Carer interviews:

1

Developments in post: ACC has taken charge of running the pre and post service for ICD patients. The
ACC provides information, advice and reassurance to patients undergoing an ICD. A nurse-led Inherited
Cardiac Conditions Service for patients and families has also been established as well as a telephone
helpline and an ICD support group.
The ACC has also written an ICD checklist for healthcare professionals and runs educational events for
doctors, ward nurses and healthcare assistants in secondary care. Since coming into post the ACCs have
developed new patient pathways and updated established protocols.
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Study site 7
Geography-urban/rural/tertiary
Major/minor ICD centre (>25 implants per annum):

Geographically large; City
Major

No of ACCs appointed:
Date appointed:
Referrals primary care /secondary care:

1
October 2006
Primary & secondary

ACC interviews:

1

Patient interviews:

2

Carer interviews:

1

Developments in post: Nurse-led follow-up clinics for patients undergoing EPS/RFA has been set up to
provide pre and post procedure management advice. Along with joint arrhythmia clinics a nurse-led
ablation clinic has also been developed, providing post catheter ablation follow-up and treatment. A
helpline for patients has also been introduced that is also widely used by both primary and secondary care
for advice.
The ACC works regularly across three sites and provides an outreach service to eight peripheral clinics. She
also holds teaching sessions on the wards, has taught on the trust cardio-respiratory rotation programme
and at a local Network GP meeting as well as BHF study days.
The service was nominated in 2008 for the trust excellence award and won BHF excellence reward for
cardiac clinical practice.
Study site 8 (Part of a Regional Cardiac Network of 4 Sites)
Site A
Geography-urban/rural/tertiary
Major/minor ICD centre (>25 implants per annum):

Geographically large; City
Major

No of ACCs appointed:
Date appointed:
Referrals primary care /secondary care:

2
March 2007
Primary & secondary

ACC interviews:

2

Patient interviews:

0

Carer interviews:

0

Developments in post: Three nurse-led services have been established
l

Rapid access arrhythmia clinic, allowing quicker assessment and diagnosis of AF and possible stroke
risk.

l

Pre-assessment clinic for cardioversion and electrophysiology, reducing numbers of cancellations
result in cost savings for the trust.

l

A joint nurse/physiologist-led tilt service results in reduced waiting times for patients.

ACCs provide information, education, advice and support to patients and their families, working within
a multi-disciplinary team to ensure co-ordinated service is provided and undertaking education with
healthcare professionals through seminars/workshops.
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Site B
Geography-urban/rural/tertiary
Major/minor ICD centre (>25 implants per annum):
No of ACCs appointed:
Date appointed:
Referrals primary care /secondary care:

Geographically large; City
Minor
2
May 2007
Primary & secondary

ACC interviews:

2

Patient interviews:

0

Carer interviews:

0

Developments in post: ACCs’ main role is to help run the AF and general arrhythmia clinics. Referrals come
mainly from primary care with lesser numbers from hospital wards, and other consultants.
ACCs help out in the arrhythmia clinic and this involves providing education to patients and carrying
out routine tests. A cardioversion service has been developed by the ACCs who co-ordinate the patient
list, run a pre-assessment clinic, perform the cardioversions and then follow-up patients four weeks later.
Support is also provided locally post ICD implant and ablation. They have also set up a cardiac helpline for
patients and a Head Up TILT test clinic.
Since coming into post the ACCs have written new patient pathways and established new protocols for
AF. The ACCs have also been involved in research and have finished a study for Sanofi Aventis for AF and
are one of the five UK sites involved in the ARTEMIS trial for cardioversion and dronaderone.
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Dear
Re: Evaluation of BHF Arrhythmia Care Co-ordinators
Please find enclosed a set of <10> packs that I would like you to send to the patients listed on the
attached sheet. I have also enclosed a spare pack, so you have a copy for your reference. I have also
recently emailed you this information sheet and the attached sheet, so you have it electronically.
On the sheet, the patients are identified by their unique record ID used on the CCAD database (we do
not have access to their names and addresses because of patient confidentiality). The patients listed have
been selected in the hope that the final sample of people to be interviewed from all case study sites will
be a good mix of patients with ICDs and AF.
If you wish to exclude any patients that you deem unsuitable due to having mental health problems or for
any other legitimate reasons (eg you know they are seriously ill or have just been bereaved) please do so.
Please do not exclude any patients just because they are very old or frail or you think they won’t respond
– we would like to give these people a chance to give their views if they wish.
Packs and instructions
Each pack contains an Information Sheet for Patients, a Response Form, and a pre-paid envelope
addressed to the researchers.
Please could you:
1. Address the packages, taking care to match the name and address to the unique record ID code on
the package. If you prepare labels electronically, save a copy so that you can use them again were a
reminder needs to be sent in due course.
2. Email to let me know when the packages were posted, so that I can plan when to send you any
reminders due after two weeks.
3. Keep a record, using the enclosed sheet, of when the packs were sent out and any reasons why
you excluded patients (if applicable). Please email or mail a copy of this sheet to the address on it as
soon as you have sent out the packs.
4. If, after two weeks, we have not had a response from patients, we will send you packs with
reminders in to send out again following the same procedure as above.
Please complete and post the packs as soon as possible and within the next two weeks at the latest.
Thank you.
If you have any queries about the instructions, or want to discuss any patients you are not sure whether or
not to exclude, please phone or email me. If you have any questions about searching the CCAD database,
please also get in touch or email.
I will be monitoring response rates and expect to conduct two or three rounds of recruitment per site,
depending on the response rate, between now and February 2009.
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Those patients who are interested in taking part will deal directly with us for the duration of the study. If
they contact you with questions please refer them to us.
I hope all this makes sense. If you have any questions or require any further information, please do phone
or email me.
Best wishes,
Yours sincerely,
< INSERT >

Enc
• Sample pack for site
• 10 packs for patients
• List of patients to be sent packs
• Instructions on searching the database

Instructions for mailing the packets
Please could you:
1. Address the packages, taking care to match the name and address to the unique record ID code
on the package. If you prepare labels electronically, save a copy so that you can use them again were a
reminder needs to be sent in due course.

Tips for locating the patient in the CCAD database
To search for a patients unique ID
In the All Patients view click on the header ‘Unique Record ID’ which is at the very right of your screen.
It will then sort the IDs into order but if you then also start typing in the first five numbers/letters of the
Unique ID a search box will appear. Once you have put in the first five numbers/letters click on search and
it will bring that record to the top of the patient list.
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Date of birth
The date of birth of each patient appears in the All Patients view. To sort it by date order click on the ‘date
of birth’ header.
Email me to let me know when the packages were posted, so that I can plan when to send you any
reminders that may be due after two weeks.
Keep a record, using the enclosed sheet, of when the packs were sent out and any reasons why you
excluded patients (if applicable). Please email or mail a copy of this sheet to the address on it as soon as
you have sent out the packs.
If, after two weeks, we have not had a response from patients, we will send you packs with reminders in to
send out again following the same procedure as above.
Please complete and post the packs as soon as possible and within the next two weeks at the latest.
Thank you.
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