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Foreword
Given that two of the defining characteristics of charities are their independence – born of a desire to
produce change – and their passion for what they do, it is probably not surprising that they do not
always find it easy to work together.
We are delighted that the British Heart Foundation (BHF) and Marie Curie Cancer Care (MCCC) – both
at least as passionate as others in the sector – have been able to prove exceptions to the general rule.
The two charities have shown that by joining forces in a well-defined area of activity with a very clear
objective, and with organisational values which match perfectly, a huge amount can be achieved.
Many of those reaching the end of their lives as the result of heart failure have hitherto failed to receive
the type of care to which the two charities believe they should be entitled. The BHF and MCCC saw,
three years ago, that by combining the BHF’s understanding of heart failure with MCCC’s extraordinary
knowledge of providing end of life care, there was a wonderful opportunity to produce change. The
Better Together project was conceived to show what could be done and we are delighted that it has
been such a success, with four out of five patients dying in their preferred place of care. Not only did the
project succeed in its principal objectives, but it also gave the two organisations huge opportunities to
learn from one another, as well as the satisfaction of working co-operatively between two like-minded
organisations.
As a result of the project, MCCC and the BHF are continuing to work together to establish what we
believe will be a world leading centre in Glasgow, developing the practice of providing end of life care
for those dying of heart disease.
We are immensely proud of what we have achieved together, both for its own sake and for the example
we believe it provides in how two proud and successful charities can work together.

Peter Hollins
Chief Executive
British Heart Foundation

Thomas Hughes-Hallett
Chief Executive
Marie Curie Cancer Care

Better Together

1

Chapter 1: Introduction
Heart failure is a common condition associated with poor prognosis and quality of life, and high rates of
readmission to hospital in the years preceding death. There are about 63,000 new cases each year in the
UK, with 707,000 people living with heart failure at any one time. Heart failure is the cause of 5% of acute
medical conditions, 0.6% of all hospital admissions and 1.6 % of emergency admissions. People with heart
failure take up 10% of medical beds and one million bed days, which is 2% of total bed days. Admissions
are projected to rise by 2% per year. The one year mortality rate for patients with advanced heart failure
is approximately 40%1, with a 10% annual mortality each year after. Heart failure causes about 5% of all
deaths. Heart failure has a worse prognosis than many cancers, but patients with heart failure are rarely
offered palliative care.
Heart failure specialist nurses (HFSNs) have gone some way to improving the optimal management of
these patients, and can reduce readmissions by 30%2, improve quality of life and be cost effective3. HFSNs
have an active caseload of between 50 and 80 patients at any one time, dependent on the severity of
their heart failure and other socio-demographic factors; and only see a small proportion of people living
with heart failure. It has been reported that in England only 20% of people with heart failure get follow up
by the specialist heart failure team4, and in a recent report by the BHF5 only 34% of patients coded with
heart failure are in the HFSN caseloads. It has been suggested that about 10% of any HFSN caseload would
benefit from supportive and palliative care.
There is evidence that palliative care teams have managed patients with heart failure successfully using
similar approaches known to be beneficial to people with cancer6. However, heart failure patients
frequently do not have a clearly defined terminal phase and are more likely to have sudden death
than cancer patients7. This is an elderly population with multiple co-morbidities and an unpredictable
prognosis. Clinicians may therefore be reluctant to define palliative status and predict a time to death for
their heart failure patients8.
Studies9 indicate that palliative care for patients with heart failure is not always available in the place or at
the time desired by patients and their families. Many patients who wish to be cared for, and to die in their
own home or a hospice, have been unable to have their needs met due to lack of service provision, and
Ward10 suggests that a third of patients may have their views and wishes about dying ignored. As over
50% of people express a wish to be cared for at home at end of life, it is clear that expectations are not
being met with 18% dying at home and 58% dying in hospital11. Many patients with heart failure spend
time in hospital at end of life; Formiga12 reported that 40% of patients in his study in hospital were given a
major treatment intervention in the last three days of life. People with heart failure expect active care, but
they also need to have their choices respected and to be able to die with dignity13. Good co-ordination of
care, and continuity of care with one or two healthcare professionals, may be able to provide this14.
There have been concerns that increasing access to conventional palliative care to heart failure patients
could result in skill and funding shortages, reducing the ability of existing specialist palliative care teams
to care for cancer patients15. It may be that more alternative service provision, better suited to heart failure
patients and their family care givers, needs to be developed16. With community nurses playing a larger
part in caring for people with chronic illnesses, it may be that a patient centred palliative shared care
approach in the community can be provided by extending the current teams 7.
Recent documents from the Department of Health have highlighted the need for patients with nonmalignant conditions to receive good supportive and palliative care17. The current lack of such services for
patients with advanced heart failure compared to patients with cancer is inequitable. However, despite
2
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the government agenda to extend the provision of palliative care to non-cancer patients11, little is known
about the acceptability of such services to this patient group and their families, whose attitudes and
beliefs about palliative care may not encourage them to accept the offer of such services.
It is unclear when, how and by whom supportive and palliative care should be provided during the heart
failure patient’s illness trajectory. The care must be responsive to a wide range of needs and is likely to
be provided in a variety of settings. Regular day or night nurse or heath care assistant presence in the
home offers a reassuring face for patients as well as providing a break for family carers. Many heart failure
specialist nurses have forged strong links with palliative care services and have access to advice from
consultants in palliative care, Macmillan nurses, Marie Curie nurses (MCNs) and hospice day or inpatient
therapy as their patient begins the unavoidable decline and clinical deterioration associated with
advanced disease18;19. However, many of these new services have grown in an ad hoc way, and seldom
been evaluated. Research is needed to explore different models of care, their acceptability, effectiveness
and sustainability.

1.1 Background to the project
The British Heart Foundation (BHF) with the Marie Curie Cancer Care (MCCC) established a one year pilot
supportive and palliative care service in Bradford and Poole for people with advanced heart failure and
their family carers. This was in recognition of policy documents and reports from heart failure nurses as
to the needs of people living with heart failure20. This was extended for a further year due to slow uptake
of the service initially, partly due to reorganisation of Primary Care Trusts (PCTs). Both organisations could
envisage a better package of care for patients and carers by their staff working together. The BHF HFSNs
are specialists who provide education, advice, symptom management and medication monitoring and
review. MCNs are trained to provide practical hands-on nursing care in the patients’ homes from referral
until the end of life.
From September 2006, the number of MCNs and healthcare assistants (MCHCAs) was increased to care
for patients referred from BHF HFSN caseloads and district nurses. Both BHF and MCCC staff received joint
training in the support and palliative care of heart failure patients. This training was provided so that the
MCNs would be able to provide physical and psychological care to patients, and administer prescribed
medications for symptom relief. Care assistants would have more of a role in respite care providing
practical nursing care and psychological support to patients and carers. This would enable more home
based care to be provided for patients than could be provided by the HFSN team alone. The Marie Curie
service is traditionally offered in the last six months of life and primarily at night, but for this pilot it was
offered an estimated 12 months before death to provide respite care where necessary, and then end of
life care as the patient deteriorated.
Due to the unpredictable heart failure illness trajectory, there has been an uncertainty about when to refer
patients for palliative care. Knowing when to involve palliative care services has proved problematic for
some HFSNs, with no objective criterion to help them, and complex social and contextual circumstances
as well as clinical features to consider21. Most heart failure nurses aim to use a palliative approach from
when a patient comes into their caseload, but there will come a time when further support and expert
care in the dying phase is needed to achieve the best quality of life for patients and their families. Patients
could be referred to the new service by heart failure nurses, district nurses, community matrons and GPs.
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Clear guidelines were provided on when to refer:

Criteria for referral to Better Together
• NYHA III or IV
• Patient thought to be in last year of life
• Repeated hospital admissions
• Difficult physical/psychological symptoms despite optimal therapy
• Needing extra care or support
• Willing to have the service

It was made clear that patients should be referred according to need and should be able to use the
service irregularly (to avoid readmission), regularly (for respite or end of life care) or be discharged from
the service if their health improved (see flowcharts 1 and 2 for the systems of referral to the service).

Definition of end of life care
For the purposes of this study we have used the following definition of end of life care.
‘End of life care is a broad term requiring an active, compassionate approach that treats, comforts and
supports individuals who are living with or dying from progressive or chronic life threatening conditions.
Such care is sensitive to personal, cultural and spiritual values, beliefs and practices and encompasses
support for families and friends up to and including the period of bereavement.’
Ross M, Fisher R, & Maclean M (2000) A Guide to End of Life Care for Seniors. Ottowa Health, Canada.

1.2 Study aims
The aims of the study were to examine and evaluate a new model of care consisting of collaborative
working by HFSNs and MCNs in a primary care setting. Research questions fall into three areas:

Delivery of Better Together
Does this collaborative BHF/MCN service improve patient access to palliative care within the community?
Do current models of MCN care provision meet the needs of heart failure patients?

Effectiveness: Place of care and place of death
Does the service reduce unplanned emergency heart failure related hospital admissions and unplanned
deaths in hospital due to lack of palliative care services?
What are the resource implications of the service?

Acceptability of service
How does the service impact on patients’ and carers’ quality of life and satisfaction with care received in
the time before death?
4
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Flowchart 1: Referral from DN/BHF HFSN via the booking clerk
DN/ BHF HFSN assesses patient.
Patient asked if they would like to have a MCN/HCA, if one is available, and role of the MCN/HCA is
explained.
Grade of nursing staff and amount of care required is decided in conjunction with the MCN team
manager as appropriate (essential for complex cases).
DN/BHF HFSN contacts the local booking clerk and passes on referral information.
Booking clerk calls the MCNRC to place their referral. If a cut off time for allocating the shift is
required, the referrer needs to identify it to the referral centre at this point.
If an MCN/HCA is available
at time of referral the clerk
is told the visit will be filled.
The clerk will inform the
referrer and the MCNRC
co-ordinator contacts the
MCN/HCA.

If no MCN/HCA is available
at the time the referral is
placed, the MCNRC
co-ordinator will continue
to search for availability of
nursing staff until the
cut-off time agreed with the
referrer. If successful, they
will allocate the MCN/HCA
to care for the patient.

The MCNRC co-ordinators
are unable to allocate a
MCN/HCA to care for the
patient.

The MCNRC calls the
patient and informs them
of the MCN/HCA’s name
and when to expect them.

The MCNRC co-ordinator
calls the clerk to confirm
the booking and give
the name and telephone
number of the MCN/HCA.

The MCNRC co-ordinator
calls the booking clerk to
inform that they are unable
to cover visit.

DN/BHF HFSN calls the
MCN/HCA to give verbal
handover.

DN/BHF HFSN informs
patient that no-one is
available for the visit
requested.

DN/BHF HFSN calls the
MCN/HCA to give verbal
handover.
MCN/HCA telephones the patient an hour before the visit starts.
MCN/HCA completes shift.
MCN/HCA give verbal handover to DN/BHF HFSN if there were any problems during the visit.
Key

MCNTM – Marie Curie Nurse Team Manager

MCNRC – Marie Curie Nursing Referral Centre
Better Together
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Flowchart 2: Referral via the DN and the BHF HFSN
DN/BHF HFSN assesses patient
Patient asked if they would like to have a MCN/HCA, if one is available, and role of MCN/HCA is
explained.
Grade of nursing staff and amount of care required is decided in conjunction with the MCNTM as
appropriate (essential for complex cases).
DN/BHF HFSN calls the MCNRC to place their referral. If a “cut off” time for allocating the shift is
required, the referrer needs to identify it to the referral centre at this point.
If a MCN/HCA is available at
time of referral the
DN/BHF HFSN is told the
visit will be filled and the
co-ordinator contacts the
MCN/HCA.

If no MCN/HCA is available
at the time the referral is
placed, the MCNRC
co-ordinator will continue
to search for availability of
nursing staff until the
cut-off time agreed with the
referrer. If successful, they
will allocate the MCN/HCA
to care for the patient and
will confirm the shift with
them.

The MCNRC coordinators
are unable to allocate a
MCN/HCA to care for the
patient.

The MCNRC co-ordinator
calls the patient and
informs them of the MCN/
HCA’s name and when to
expect them.

The MCNRC co-ordinator
telephones the referrer
to confirm the booking
and give the name and
telephone number of the
MCN/HCA.

The MCNRC calls DN/BHF
HFSN to inform them that
they are unable to cover
referral.

DN/BHF HFSN calls the
MCN/HCA to give verbal
handover.

DN/BHF HFSN informs
patient that no-one is
available for the visit
requested.

MCN/HCA telephones the
patient an hour before the
visit starts.
MCN/HCA completes visit.
MCN/HCA give verbal handover to DN/BHF HFSN if there were any problems during the visit.

Key

6

Better Together

MCNTM – Marie Curie Nurse Team Manager

MCNRC – Marie Curie Nursing Referral Centre

Chapter 1: Introduction

1.3 Methods
This evaluation is a prospective cohort study using multiple data sources. The research team used
qualitative methods to assess the impact of the new service on patients, carers and staff, and quantitative
methods to establish if this new service had an impact on patterns and distribution of workload, clinical
outcomes and service targets.

Documentary analysis
Documentary analysis of population profiles, service provision, nurse qualifications, experience and job
descriptions took place. Joint training for nurses from both organisations was also provided. The training
was observed by the researcher and evaluated by asking participants to complete a questionnaire at the
end of each day.

Reflective diaries
Nurses from both organisations kept reflective diaries and sent them monthly to University of York. The
diaries were semi-structured, having prompts to aid the nurses but leaving room for free text. The diaries
allowed us to see how specialist nurses worked with other professionals in delivering shared palliative
care services. The diaries informed the researcher about the format and contexts of the new palliative care
service, and picked out benefits and challenges to the patterns of work and organisational changes within
the multidisciplinary team. The diaries also gave staff the opportunity to describe their thoughts and
feelings about the patients and carers they were looking after. The diaries were read and coded as they
arrived.

Interviews
Patients and carers were given an information pack by their HFSN or the first MCN they saw, inviting them
to have a short interview to gain their views of this new service and to give permission to the researcher
to access their records. Once the pack had been read and if a decision was made to participate in the
study, the nurse obtained informed consent. When possible, patients were purposively sampled to try and
get maximum variation of users. Interviews were carried out mostly in the patients’ home, using a topic
guide developed to explore the patient and carer experience of the new service.

Audit
Data on MCN service provision was collected both centrally and locally from MCCCs, along with costs to
the PCT. Data was also collected on how many sessions requested could not be provided (unmet needs).
Data from when the HFSNs and MCNs started the new service was collected on the numbers and mode
of palliative care referrals by the HFSN and other members of the multi-disciplinary team, including district
nurses (DNs). Clinical and demographic data, readmissions and length of stay, type and place of deaths
(sudden cardiac, heart failure deterioration) was collected from nurse databases. This data was entered
into SPSS (Statistical Package for Social Sciences Version 15).

Economic analysis
As the pilot did not include a control group, historical control groups were selected for the economic
analysis as convenience samples from specialist nurse caseloads in Bradford and Poole PCTs. Data was
collected from the nurse patient database or admissions book on suitability for palliative care services
in the two years before the start of the new service. This then formed a historical control group for
comparative purposes. In total, there were 98 patients in the control group. Data on hospital admissions
and, where possible, place of death was collected from the nurses and the PCT. Costs included the costs
of the intervention and inpatient care. Training costs were also estimated, but not included in the main
Better Together
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analysis. Benefits included ‘death in preferred place of care’ (PPC: available only for the intervention
groups) and ‘inpatient admissions averted’.

Ethical considerations
The study was approved by a Multi Centre Research Ethics Committee (Leeds MREC) and Research
Governance departments of participating Trusts. Written informed consent was obtained from all
participants and reassurance provided of confidentiality and anonymity.
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2.1 Study sites
In the two sites, the population profile and service organisation were quite different.
Poole and Bournemouth: Population 177,000. This PCT covers both urban and rural areas and has a
high proportion of retired elderly residents. Bournemouth actually decided not to join the project as it
was felt there was adequate provision with continuing care and another Lottery funded service. Poole
continued to be in the project but this obviously cut down our potential patient referrals in this area.
Since the inception of the study, we discovered that the two HFSNs in Poole received all their caseload as
referrals from cardiologists. Subsequently, the nurses started advertising their service in care of the elderly
and medical assessment wards. This resulted in an increase in referrals to their service of more elderly
people with more advanced heart failure and co-morbidities. The nurses tend to each have between
55 and 90 patients in their ‘active’ caseload, with a further 120 plus inactive caseload where patients are
managed in primary care, but can self-refer/be referred back at any time. The literature suggests that the
general trend is that 10% of a nurse caseload received palliative care in any one year. This would result in
each of the two nurses referring approximately eight or nine patients each in one year. In fact, a total of 37
patients were referred to Better Together.
Bradford and Airedale: Population 500,000. This PCT is an urban and deprived patch with a high
proportion of ethnic minority patients. Bradford had three PCTs, each having one and a half full time
equivalent HFSNs. Since reorganisation in October 2006, Airedale joined the PCT, so there is now also a large
rural area and one more HFSN. Bradford is well provided for with day therapy in the MCCC hospice, Hospice
at Home, and palliative care beds in community hospitals. The nurses tend to have an active caseload of
approximately 50 to 80 patients and a further 150 inactive caseload. It is interesting to note that the majority
of one nurse’s caseload are NYHA II but clinically unstable, which makes them difficult to manage but
ineligible for the Better Together service. Sixty two patients were referred to Better Together (BT).

2.2 Analysis of nurse training and reflective diaries
2.2.1 Service development and implementation
The nine BHF HFSNs and 25 MCNs received joint training over three days in each site (the MCCC HCAs had
only one day’s training). The training was led by a Marie Curie lecturer, but had all the clinical and patient
management sessions provided by the HFSNs. The cost of training course attendance by nurses and care
assistants was £11,310 (both sites).
Extended roles. Two main themes emerged from training evaluation and reflective diaries: Confident
practitioners and partnership working.

2.2.2 Becoming confident practitioners
The MCN and HFSN staff training received good evaluation scores and comments, but there were some
suggestions for improvement. Training took place in both sites with both groups of nurses reporting
learning from each other and glad to meet other members of the team. The training focussed on the
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similarities and differences between people with cancer and people with heart failure. Whilst end of life
symptoms are very similar, they can be present for up to, or more than, a year in a person with heart
failure. This is obviously a huge burden for patients, but also carers as they have to do so much for
these severe symptoms over a prolonged period of time. Both sets of nurses could see that they would
need to adapt their approach to patient assessment. The palliative care nurses reported learning a lot
about the management of heart failure symptoms, medications and devices. The heart failure nurses
reported learning to become more holistic in their approach and how to improve their listening and
communication skills, particularly around discussions of prognosis and death.
Some MCNs and MCHCAs expressed some difficulties with the different disease trajectory and the way
some people with life limiting heart failure may wish to be resuscitated in the event of cardiac arrest. The
staff felt that this was a denial of the fact that they were dying and would not gain the full benefits of the
service they could have if they had accepted that death was imminent. In the past, they had never worked
with patients who did not have a do not resuscitate (DNR) status, and so did not have cardio-pulmonary
resuscitation (CPR) skills. This issue was discussed at great length, as it was felt important to reach a
consensus. Eventually, the staff agreed to have some CPR training.
There were some comments that district nurses should have been involved to get them on board and
explain the referral systems. Similarly, two HCAs felt they would have benefited from more than one day’s
training. Some participants felt it would have been better to have had more heart failure patients used in
examples rather than cancer patients. Since then, training sessions put on by HFSNs for HCAs in each site
have evaluated well.
The reflective diaries enabled participants to analyse their own performance, highlight how they felt
about their new role and skills and express any further training needs. As is often the case, it was only once
the new role was started that nurses realised the things they were learning from each other in practice,
over and above the formal training days.
MCNs reported being confident in their expanded role. They could see that the continual reassurance of
their presence helped with anxiety and breathlessness, which many patients suffer from, particularly at
night. Many of the HCAs reported having learned a lot about HF through their practice, and the problems
that this group have with restlessness at night, but unlike cancer patients may not be being prescribed
sedation. However, in most cases, they felt there was not a lot of difference between this patient group
and their cancer patients.
“The diagnosis is different but palliative care needs are very much the same, particularly the needs of relatives
and carers whose need for support is paramount and not dependent on patient diagnosis.” (HCA5)
One HCA commented on the similarity of physical nursing care in cancer and heart failure but how
different it is psychologically as one of her heart failure patients “talked to me of her future, long term
plans and I think [she] did not consider herself to be in the terminal phase of her illness. She was also to be
resuscitated”.
This is a frequent issue as so many patients have literally died and been resuscitated, or had several near
death experiences only to recover. Clinicians may adjust medications and tell patients it will make them
feel better, which can be interpreted as it will make them get better.
“It comes down to patients feeling they are being written off if they are not for resuscitation, and also they
have to admit they are dying and neither (of two patients) wants to do this yet. In one case, having explained
numerous times the nature of heart failure, and having got Marie Curie staff involved, I was asked why she
(the patient) wasn’t getting any better as she was taking all her tablets. Denial is such a strong way of coping
and resuscitation is tied in with this. Both of these patients have had a number of near death experiences so
how do they know this is it now, and how can we say they can’t be for resuscitation? You can fix hearts can’t
(HFSN 1)
you?“ 
10
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MCHCAs are not expected to discuss DNR status and resuscitation with patients, but both BHF and MCCC
nurses found it difficult at times to do so, aware that patients and families may not wish to face this. A
similar situation occurs with the discussion of deactivation of defibrillators, especially in the absence of
any formal policy or guidelines. Issue of sudden death and living with uncertainty is relevant to all patients
and, as such, HFSNs should be trained to a high level of communication skills to help them discuss these
issues. They should then have regular support to review their skills. One HFSN also reported finding it very
upsetting when three long term patients died and thought some extra support/supervision was needed.
Some clarification needs to take place about DNR status being discussed and documented. DNR status
needs to be regularly reviewed as patients may wish to change from wanting to be resuscitated to DNR as
their condition deteriorates, and several patients did so during the course of the study. There also needs
to be clarity about whose role it is to initiate and review these discussions. In one area, it could be done by
nurses and patients, in the other only a GP or cardiologist could do this with the patient or carer.
MCNs are more comfortable with discussing dying but are unused to the idea of resuscitation and
patients not accepting that they are dying. They had to learn basic life support skills as some patients did
not wish to have DNR status.

2.2.3 Partnership: Working together
Better Together shared care has been reported as effective in creating individualised packages of care and
tailored services to better meet the needs of patients and carers. One nurse who initially felt her patients
were well provided for, later said:
”It’s another tool for your toolbox, if you like. Sometimes you ignore a need because there is nothing you can
(HFSN1)
do about it, no service to give”. 
This nurse is now referring a lot of patients for daytime care.
The HFSN and MCCC staff can see the added benefit of their collaborative working and report working
well together. The MCCC staff “are exceptional in their perception of the aids the patients need to allow for
improved comfort”. (HFSN4) They are also “experts in risk assessment and holistic care”. (HFSN4) HFSNs report
seeing added value for patients and carers from this shared care. In another site the HFSNs could “phone
MCCC hospice all the time for advice”. Some HFSNs have learned a lot about pain relief in this project
“learned a different outlook on patient care and needs – especially pain control and learned lot from joint visit
with MCCC nurse”. ( HFSN3)
The joint service also relieves some of the burden of care from HFSNs. Sharing care reassures them that
their patients are receiving good care from someone else, especially at night. Good handover is frequently
mentioned- sharing information on patient status with HFSNs, district nurses and other MCCC colleagues
ensures smooth continuous care. One MCN said: “We need the link between the district nurse, MCC nurse and
HFSN to be equally strong. A missing link will break the chain”.
However, district nurse teams vary in how they want to be involved in monitoring patients for
deterioration or psychological support, or visiting patients in a community hospital. One HFSN reports
that a heart failure HCA would be most useful in providing this role. The HFSN also reports that in some
teams, DNs seem happy and feel Better Together reduces their workload and provides good handover
and support. But in one site, DNs were reported as not leaving care plans, talking down to the HCAs and
not really seeing the value of their role. However, one extra benefit reported has been that district nurses
have somewhere to turn to when the patient’s HFSN is on annual or sick leave and the patient needs extra
support.
Unfortunately two MCNs reported situations at night and weekends when inadequate pain control was
provided for patients and they had to contact out of hours services to remedy this. In one of those, the
Better Together
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doctor decided not to provide the morphine for the syringe driver as “it would kill the patient”, and left
without prescribing anything, which was very distressing for the MCN.
One HFSN recently summed up her experience of the Better Together project.
“Working in partnership with the MCCC nurses, and aiming for the same goal, to enhance patient care, has
been a valuable experience as I feel supported and enjoy working in a bigger team”. (HFSN3)
Three main themes have emerged from nurses reflective diaries on service delivery. Two of these are
about access: Getting known and referral systems. The third is about patient and carer needs.

2.3 Service delivery
2.3.1 Access
Getting known: Spreading the word in primary and secondary care
As with any new service, both primary and secondary care were slow to start referring to the service.
Things were complicated by another reorganisation of PCTs shortly after the project started. Although the
project received a great deal of senior management support in both PCTs from the outset, as the project
progressed and the profile of the service was raised, nurses reported stronger relationships having been
built up with the community nurses, GPs and social services.
Getting known: Spreading the word to patients and their families about the new service
Many patients and carers initially seemed reluctant to accept Better Together and declined at first offer.
They may sleep well at night and are happy to be on their own, or have family support and don’t see the
need for extra help. HFSNs reported that some people were reluctant to have strangers in the house,
whilst others were used to coping and felt they were not ill enough, expressing the views that those with
cancer needed the service more. Relatives appeared to HFSNs and MCNs as stoical; the dying process
being a different pathway from that of people with cancer who expect a more rapid decline. Sometimes
they just needed time to get used to the idea and not see it as a failure to accept such a service. It may be
that more time needs to be spent explaining to patients and their family carers exactly what the Better
Together service can provide. To this end, a leaflet has been produced that patients will be given early on
in their contacts with their HFSN to prepare the way.
Joint visits where a MCN accompanied the HFSN to explain the service seemed to be well received.
Similarly, initiating heart failure clinics and a support group in the hospice appears to be a good way of
introducing the service.
Initially, there was a general feeling that district nurses were not proactive in promoting Better Together
and were slow to provide information on palliative care services to non-cancer patients and carers. One
HFSN also reported that community matrons look after the stable heart failure patients and do not always
refer them back to the HFSN when they start to deteriorate, which leads to the situation of a late referral
needing urgent MCN care that may not be available at such short notice.
One HCA felt patients were reluctant to face the terminal nature of their condition and commented: “The
psychological denial of being at end of life denies them the chance of a service which they could find benefit
from, the patients themselves as well as their families. So I think a better understanding and education on
palliative care is an important issue when trying to promote this service”.
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2.3.2 Referral systems
Most HFSNs praised the MCN referral centre staff for their efficiency and willingness to help solve
problems. Staff have reported that in most cases, good handover notes really help for smooth
communication and care.
Having a service available to patients for a longer period than for cancer patients was rewarding for the
MCNs who enjoyed being able to provide longer term care for a patient and his family. “Extra rewarding
to develop a close professional bond” with a heart failure patient and carer over weeks “rather than the case
latterly of our quick succession of cancer patients”. Another stressed the benefits of “meeting a patient before
he/she becomes too ill for us to get to know and vice versa”. One recurring theme appears to be the desire
from MCNs, patients and carers for continuity of care where possible; a difficult thing for the referral centre
to organize both for cancer and heart failure patients. One HCA suggested “a select team of four or five staff
to care for that patient package and see it through from start to finish” (HCA 7)
One major issue was an inability to get care at short notice. Initially a nurse in each site had been reserved
for rapid response, but poor uptake led to this being discontinued. However, with increased usage this
service was reintroduced towards the end of the project. However, eleven people died before they were
able to get the care that had been requested. Four had to be admitted to a palliative care bed in the
community as no shifts were available quickly enough to allow them to stay at home. The remaining
seven died quickly and unexpectedly in the time before their first allocated shift. This could be due to a
patient deteriorating very quickly without warning. or poor links with discharge planning so that night
care could be booked in advance of the patient being sent home.
The system of booking shifts posed problems in some cases where long term respite care was needed as
requests should be made two weeks in advance, and HFSNs sometimes forgot to re-book those regular
shifts. Similarly, a HFSN would not always know if any of the shifts requested had been allocated which
could result in disappointment for both nurses and staff if care was not available when needed to avoid
a hospital admission. In holiday periods when MCCC staff were on annual leave, there could be problems
getting the shifts needed, which was problematic when heart failure patients deteriorated quickly.
Patients are allocated to ‘Level 6’ care, when it is thought they are within weeks of dying and in need of
24 hour care. Heart failure patients may be eligible for Level 6 care but may then improve and no longer
be eligible for that intense level of care. Better Together can then take over their care, whereas previously
there would have been very little available. Patients living alone are not eligible for Hospice at Home care
so Better Together greatly improved access to palliative care for those patients.
HFSNs have reported some barriers to referral. In more than one case, a cardiologist or member of the
renal team has given out mixed messages to patients about their prognosis, even changing the approach
from palliative to active treatment. They may see palliative care as being about terminal care, not
additional support, and thus ignore it. As patients and their families look to their doctors for the lead on
this, it can make the nurse’s job very difficult, and lead to denial in patients and their families. One HFSN
felt strongly that it is the job of the cardiologist to tell patients clearly about their poor outlook.
Day respite sessions proved increasingly popular in North Bradford, resulting in not enough sessions
available. In one area of Bradford the nurses had difficulties with the booking and provision of shifts, with
the MCNs unsure that they were needed, or reluctant to perform some of the tasks requested by the
person with heart failure or their family, such as loading a washing machine, or being left in charge of a
child. This resulted in extra work for the HFSN who had to sort out the problem:
“I feel that when recognising a patient is ready for Better Together and introducing the service to their care
plan it would be nice to be able to do a joint visit with a Marie Curie nurse so the patient is able to discuss their
needs and know what is available within the service. The plan of care can then be discussed with a holistic and
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realistic view, and I feel that the patient would have a better understanding of the Better Together service and
know what to expect when it starts. I also feel that the MDT need this meeting too as this will define the role of
who is co-ordinating the care and what is needed. (The other HFSN) has found this very difficult as members of
the team will always leave this responsibility with the person who referred the patient.
As all members of the MDT appear to be so confused how/who is organising the care, nobody appears to
know what they are doing. Therefore the patient risks not getting the care. Maybe re-education with the
district nurses and members of the MDT might just fill the missing gaps. I will do my best to keep referring.
The problems I have seen have not been the patient care. It is the starting and booking that appears to let the
system down.” (HFSN7)

2.3.3 How patients and carers are helped
Patients were reported by MCNs to have higher levels of anxiety than cancer patients, and were often
very restless and agitated, which, combined with breathlessness, can make sleeping very difficult. MCNs
reported providing reassurance and calming influence through dealing with their fears of what may
happen. Their patience and gentle encouragement often showed rewarding improvements in patients.
Nurses reported appreciating the slightly longer time they may have to build a rapport with these
patients.
Many patients have very painful swollen feet and legs, cellulitis and back pain. In some cases there has
been inadequate pain control and no breakthrough pain medication in situ or prescribed, which MCNs
have had to organise during their shifts.
Whilst some patients and carers initially seem uncomfortable about having a stranger in the house, and
may find day care odd at mealtimes, most later tell the nurses they appreciate the company. For some, the
MCN provided them with the opportunity “to talk about things that they wouldn’t want to bother the busy
HFSN about.” (HCA6)
One patient came home to die after three months in hospital awaiting a transplant. As she built up a
relationship with her MCN team, she was able to confront her fears and talk and cry, but also do some
small daily activities with help. “She says she feels more normal now, music to our ears”. (MCN1) This patient
had 115 hours of care and died at home with her family present.
All nurses highlight the benefit of the service to carers who are exhausted and need proper sleep at night
so they can care in the day and keep the patient at home. They observe that carers are often distressed
and depressed by their inability to help the patient and express their thanks to the nurses for their
support. One MCN pointed out that on first visit she always tells the carer that she is “there to help her care
for the patient in the way she is used to, not to take over” (MCN1), which often reassures.
HFSNs report that their patients manage longer at home due to the extra support provided, particularly
if their carer is elderly and ill themselves. Acute admissions have thus been avoided. Even a one off visit
can be useful to a patient dizzy from a medication change as “it keeps them safe and may have prevented
a fall which would result in an unnecessary admission” (HFSN3) However one HFSN reported that although a
patient fitted the criteria for referral, it seemed that another co-morbidity was the real problem and thus
decided not to refer, as she felt this may contaminate the research.
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3.1 Referral patterns
Shifts provided and shifts requests unmet are shown in the table below. As far as can be established, and
with an awareness that the provision of nurse shifts is a finite resource, referrers in one site may have
tried to book more shifts than needed in the hope that they would thus receive the number they actually
wanted. If they were allocated more than they needed they then could cancel the session. Shifts could be
day shifts, mostly four hours, or night shifts, approximately nine hours.
Costs were obtained from MCCC invoices to PCTs. Historically, this cost is for patients with cancer, which
represents half the real costs, with MCCC covering the remainder. In this study the BHF covered the
remaining costs not invoiced to the PCT.
Table 1. Service provision for Poole and Bradford
Centre
Bradford
Poole

Hours provided

Shifts (hours unmet)

Year 1

1517.50

425 (1001 hrs)

Year 2

3538.75

240 (>1537.5 hrs)

Year 1

1245.00

30 (212.25 hrs)

Year 2

859.50

15 (120 hrs)

Bradford: A total of 5056.25 hours of care were provided to 49 patients with heart failure at a cost of
£49,044.23 to the PCT, and the same amount to the BHF. Six hundred and sixty-five requested shifts
(mostly day shifts) could not be provided.
Poole: A total of 2104.5 hours of care were provided to 31 patients with heart failure at a cost of
£21,479.05 to the PCT, and the same amount to the BHF. Forty-five shifts requested could not be provided.
The total cost of care for the 80 patients who received Better Together amounted to £141,046.56

3.2 Caseloads
Ninety-nine patients were referred by the end of August 2008: 37 in Poole and 62 in Bradford. Eighty
patients actually received Better Together.
Six of the Bradford patients who agreed to have the MCCC staff come to their home subsequently
declined the service; another four were admitted to hospital and died before care could be received.
There were also two sudden deaths at home before shifts could be provided. One patient decided to go
into a nursing home between referral and the booked shift. Thus 49 patients actually received home care
from MCCC staff.
Five Poole patients died suddenly at home before care could be received and one patient had sessions
booked but then cancelled as he was admitted to hospital for intravenous diuretics and then went to a
nursing home on discharge. Thus 31 patients had shifts provided.
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Table 2. Sample demographics of those referred
Demographics
Gender
Ethnicity
Age

No.

%

Female

39

39

Male

60

61

White British

89

91

S Asian origin

10

9

Mean

81

Range 39-104

Median

82

It is difficult to assess numbers who were eligible, and offered the service but declined; it appears to be
approximately 50% by nurse reports. Research literature suggests that about 10% of a HFSNs caseload
need palliative care22. As the Better Together service had widened to provide more respite and early
supportive care rather than just terminal care, the proportion of patients considered eligible and offered
supportive and palliative care increased to 17-20% of the caseload. However, numbers referred in Poole
do concur with the literature, which states that about 10% of the HFSN caseload need palliative care; this
is the proportion of the caseload offered who accepted and were actually referred.
Most referrals came from HFSNs or jointly with a district nurse; but towards the end of the study, more
district nurses and community matrons were referring, particularly in Poole which has had a community
palliative care team in place since April 2008.
Most referrals were appropriate, with a few exceptions. In only one case so far was a referral found to be
a patient with moderate heart failure, but in need of supportive and palliative care nonetheless for other
reasons. Another patient was referred for one night shift only, with a co-morbidity that was temporarily
upsetting her heart failure, but was subsequently reviewed and care stopped as considered no longer
necessary. A further patient who had primarily COPD, secondly heart failure and was morbidly obese,
was reviewed and passed to the care of the community matron after provision of a few shifts. Two other
patients had cancer as well as heart failure, but it was their HFSN who referred them to Better Together.
Some patients were referred for hands on care at end of life; some were referred for respite for the carers,
and several used the service for acute episodes and then got slightly better, so “palliative care is actually
keeping them alive!” (HFSN1). In these cases patients were discharged until they needed the service again.
However, long term patients having day care were resource heavy, as were those very ill patients requiring
day and night care for two weeks or more.
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The table below summarises service use.
Table 3: Service use
Number of hours of care

Time from registration to death in
days

Range

3 - 642

Mean

71

Median

24

Range

1- 446*

Median

31

Mean

80

*The one person who survived for more than a year from referral was someone who declined the service
so never received care and went into a nursing home. We include all people referred as this is a more
robust way of conducting research.

3.3 Economic analysis
It is important to examine outcomes of care and the associated costs.
As this is a pilot study without a formal control group, the healthcare costs in the intervention group are
compared against expected costs using historical controls. In both sites, we were able to collect some
retrospective data on the nurse caseload in the two years prior to Better Together and compare it to
prospective figures. Patients who the nurses considered eligible for palliative care, although no formal
care was available, were compared to those who have received Better Together. In total there were 98
patients in the control group.
The analysis assessed costs of the palliative care service (the intervention) and in-patient care for patients
in both the intervention and control groups. The intervention is considered to be cost saving for the NHS
if it reduced the number of admissions, and/or the average length of stay sufficiently to fully offset the
costs of the intervention. Thus, intervention costs included the cost of employing MCNs and healthcare
assistants. Training costs were reported separately.
Results are reported separately for the two study sites. Although data could have been pooled to give a
single intervention and control group covering both sites, between-site differences in the configuration
of care meant that this could give misleading findings. For example, there were policy changes at Poole,
resulting from a recent merge with another PCT; a new palliative care team was introduced which could
have increased rate of new referrals and would mean that referred patients were likely to be sicker than
those of the control group. If data was pooled across the study sites, this difference would be diluted. No
patient was lost to follow-up.
Baseline comparability
Table 4 shows the demographic and clinical variables available for the patients included in the economic
analysis. Where ‘p’ values are less than 0.05, the difference between the intervention and control groups
is said to be statistically significant at the 5% level. In Bradford, patients in the intervention group were
significantly older than those of the control group. The mean difference in age was 3.8 years (95%
confidence interval: 0.24 to 7.56). All other things being equal, we would therefore expect costs in the
intervention group to be higher than the control group costs. There was no statistically significant
difference in the proportion of males or in ethnicity in the Bradford patients. In Poole, there were no
statistically significant differences in the demographic characteristics of the two groups.
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Table 4: Baseline comparability of the groups included in the economic analysis
Bradford
Intervention
N

Bradford Bradford Int vs.
control
ctrl

Poole
Intervention

Poole control

37

22

Poole Int vs.
ctrl

62

76

79.9 (9.3)

76.0 (12.4)

p = 0.037

83.5 (10.4)

81.7 (5.4)

p = 0.386

% male

59.7%

60.8%

p > 0.999

62.2%

68.2%

p = 0.781

% white

85%

77.6%

p = 0.279

97.3%

100%

p > 0.999

NYHA score: II

NR

3

not estimable

NR

0

not estimable

NYHA score: III

NR

32

not estimable

NR

0

not estimable

NYHA score: IV

NR

11

not estimable

NR

22

not estimable

NYHA score: NR

62

30

not estimable

37

0

not estimable

Age: mean (SD)

NYHA: New York Heart Association: A functional classification system that relates symptoms to everyday activities and the
patient’s quality of life. Class III: Marked limitation of physical activity. Comfortable at rest, but less than ordinary activity
causes fatigue, palpitation, or dyspnea. Class IV: Unable to carry out any physical activity without discomfort. Symptoms of
cardiac insufficiency at rest. If any physical activity is undertaken, discomfort is increased.

The study eligibility criteria meant that all intervention patients had a heart failure severity score of
NYHA III or IV, were judged to be in the last year of life, had a history of repeated hospital admissions
and suffered from intractable physical/psychological symptoms despite optimal therapy. Although all
intervention patients should have been scored at III or IV, we do not know how patient severity was
distributed and data on disease severity scores at baseline for the control groups was incomplete.
Moreover, data on co-morbidities was not available for either group. Therefore, clinical comparability
between the groups could not be demonstrated. This is important because we cannot exclude the
possibility that underlying differences in clinical characteristics could explain any observed differences in
cost, rather than this being attributable to the intervention.

Inpatient care
Table 5 provides summary details of the hospital admissions for each group. Where ‘p’ values are less than
0.05, the difference between the intervention and control groups is said to be ‘statistically significant’
at the 5% level. This means we can be reasonably confident that the observed difference is not due to
chance. In the Bradford group, the proportion of admissions was statistically significantly higher in the
control group, but differences in the length of stay, demographic characteristics and the proportion
of admissions with a principal diagnosis of heart failure were not significant. For Poole, no statistically
significant differences in admissions were found. However, the small sample size may mean that the study
was underpowered to detect any underlying difference.
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Table 5: Admission rates and characteristics of admitted patients by study site

Total no.
admissions
Total no.
patients
admitted
% admitted
Admissions/
patient: mean
(SD)
Length of stay:
mean (SD)
Length of stay:
range

Bradford
Intervention
47

Bradford Bradford Int vs.
control
ctrl
113

Poole
Intervention
24

Poole control

17

14

Poole Int vs.
ctrl

34

24

50

38.7%

65.8%

p = 0.002

45.9%

63.6%

p = 0.281

2.0 (1.5)

2.3 (1.8)

p = 0.482

1.4 (0.6)

2.4 (1.2)

p = 0.011

7.1 (7.7)

9.5 (11.9)

p = 0.133

12.3 (14.7)

11.3 (12.4)

p = 0.781

1.0 to 27.0

1.0 to 75.0

6.4 to 18.2

0.0 to 43.0

Characteristics of admitted patients:
Age: mean (SD)

77.0 (10.0)

76.4 (12.5)

p = 0.838

80.0 (11.4)

81.6 (4.3)

p = 0.599

% male

45.8%

60.4%

p = 0.316

59%

71%

p = 0.707

% white

83.3%

76.0%

p = 0.854

100%

100%

Not estimable

% admissions
with principal
diagnosis of
heart failure

21.3%

25.7%

p = 0.687

17%

38%

P = 0.089

Costs of care
Figure 1 shows how the total cost of patient care varied within and between each of the four study
groups. The Box and Whisker plot shows the medians as coloured vertical lines, with the ‘boxes’
representing the lower and upper quartiles. The ‘whiskers’ show the minimum and maximum per patient
costs for each group. In both study sites, the median cost in the intervention group was lower than in
corresponding control group. The cost data is heavily skewed. This is usual for cost data, because there are
typically a small proportion of patients with very high costs.
The total per-patient costs are presented in Table 6. These costs include inpatient costs and the cost of the
BT intervention only. These costs do not include training costs, which are reported separately for reasons
explained below.
For both study sites, the mean costs per patient were higher in the control group than in the intervention
group. The median statistic confirms this finding. Mean differences, and their associated confidence
intervals, were estimated for each study site using boot strapping techniques. For the Bradford site, the
mean patient cost was lower in the intervention group: -£1190 (95% confidence interval (CI): -£2367
to -£74). As this confidence interval does not cross zero, the difference in mean cost was statistically
significant. If we assume that this difference was due to the intervention, then the intervention was cost
saving; however, this assumption may be invalid. In Poole, the difference was smaller than that of Bradford
and not statistically significant, but there was a trend towards lower per-patient costs in the intervention
group (mean difference: -£850; 95% CI: -£2381 to £665).
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Figure 1: Box and Whisker Plot showing the variation in total cost per patient for each of the four study groups

Bradford
Intervention

Bradford
Control

Poole
Intervention

Poole Control
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5,000
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15,000

min - [lower quartile - median - upper quartile] - max
Total per-patient cost (£)
Table 6: Costs by study group and study site
N
Total cost (£)
Mean total cost
(95% CI) (£)

Bradford Intervention

Bradford control

Poole Intervention

Poole control

62

76

37

22

127,474

230,228

74,953

63,236

2056 (1339 to 2773)

3243 (2362 to 4124)

2026 (1144 to 2907)

2874 (1610 to 4139)

Inpatient total cost

82,937

230,228

54,044

63,236

Inpatient total cost:
mean (95%CI)

1338 (720 to 1955)

3243 (2362 to 4124)

1461 (654 to 2268)

2874 (1610 to 4139)

Intervention total cost

44,537

NA

20,908

NA

Intervention total cost:
mean (95% CI)

718 (383 to 1,054)

NA

565 (301 to 829)

NA

Training costs were estimated from figures supplied by the principal investigator and are presented in
Table 7. Costs are based only nurse and healthcare assistant time for training course attendance, and
reflect the full cost of healthcare professionals’ time (including oncosts and overheads etc).
The costs of providing training (trainer time, buildings, travel costs etc) were not available. Therefore,
the total cost of £11,000 is likely to be an underestimate of the full training cost. Indicative estimates
of the training cost per patient are also reported in Table 7. These are based on the number of study
patients. If Better Together were implemented into routine care, the training costs would be spread
over many more patients and therefore the per-patient cost incurred would be likely to be much lower
than this estimate. Given the uncertainty surrounding these estimates, training costs have not been
incorporated into the main analysis of costs.
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3.4 Effectiveness: Place of care and death
Admissions
Table 7: Training costs by study site
No. nurses

No. days

Hrs/day

Hrs
traininga

Cost/hr b

Total costa

No. study
patients

Training
cost per
patient c

Poole
Nurses
Healthcare
assistants

11

3

6

198

26.00

3,861

9

1

6

54

13.00

702
£4,563

37

£123.32

62

£108.82

99

£114.24

Bradford
Nurses

13

3

6

234

26.00

4,563

Healthcare
assistants

28

1

6

168

13.00

2,184
£6,747

Both sites
Nurses

24

3

6

432

26.00

8,424

Healthcare
assistants

37

1

6

222

13.00

2,886

TOTAL

£11,310

Some nurses only attended half days. Estimates of total costs assume half of the nurses attended 50% of the time, and half
attended full time.

a

b

Source: PSSRU Unit Costs of Health and Social Care 2007 7

c

These costs are highly indicative and should be interpreted with caution (see text).

By nurse reports, at least 47% of patients who would have been otherwise admitted were instead able to
remain at home through Better Together. Nurses also reported that the supportive and palliative care kept
two patients alive and improved functional status and quality of life of others.
However, some patients were admitted to hospital when they really could have been treated in the
community for IV/SC diuretics, if such a service were available. Even though it was recorded in one
patient’s notes that she did not wish to be admitted, she was taken from A&E, where she had received
IV diuretics, to a ward due to a diabetic problem, and was then kept there until discharged to a nursing
home where she died. This caused great distress to the HFSN who felt she and Better Together had failed
their patient. Early in the project another patient was admitted for IV diuretics and then died in hospital.
The nurse then felt that it would perhaps have been better to forego the diuretics, in which case the
patient could have died at home with his wife. Despite some areas providing subcutaneous diuretics, and
others developing protocols for the provision of IV diuretics in the community, until this happens there
will still be hospital admissions.
Better Together
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Mortality
Some patients have died in hospital, but mostly these admissions were necessary and unavoidable:
two severe falls, two strokes, one hepatic congestion and metabolic acidosis, three cancer. In four cases
however, it was not possible to get a MCN at such short notice and the patients were admitted to hospital
or community palliative care beds instead. But in the case of one of the patients who had had a stroke,
due to the Better Together input, the GP agreed to admit the patient to a community palliative care bed
in a community hospital where end of life nursing care rather than medical treatment was provided.
It is known that heart failure patients often die unexpectedly. Even though they may be considered to be
in the last year of life, they do not deteriorate gradually.
“I have had two patients using the service in the last two months. One only had a MCN for one shift then he
died ‘suddenly’. While we knew he was going to die we did not expect him to die as quickly as he did and
this highlights the difference in heart failure patients as they can still die with CHD events in the end stages.”
(HFSN1)

Seven patients died suddenly before they received their booked shifts. It can be debated whether this
should be considered that they died in their place of choice. To a certain extent it can be counted as such
due to the fact that people mainly express a wish not to die in hospital, when they say they wish to die at
home. (See chapter 4)
Most patients had notes which recorded their wishes around resuscitation in the event of cardiac arrest
(DNR status). Fewer people actually had written documentation of their preferred place of care (PPC).
However the HFSNs did discuss this in most cases and were able to report to the researcher whether the
patient died in their PPC. In a single case, however, the patient told the HFSN he didn’t have a preference.
Another patient had said he wished to die at home but was happy to go into the hospice for IV diuretics
where he died suddenly.
Chart 1. Place of care / death of all 99 patients referred who have died
Place of death

No.(%) of patients

Home PPC

2 (2.7)

Hospice NK

1 (1.4)

Hospice PPC

8 (10.8)

Hospital

9 (12.2)

Hospital PPC

2 (2.7)

NH

4 (5.4)

NH PPC

3 (4.1)

Pall Bed

3 (4.1)

Pall Bed PPC

1 (1.4)

Total PPC = 55 (74%)

This includes those 19 who were referred but didn’t receive BT: “intention to treat”.
N.B Those seven who had Sudden Cardiac Death at home were counted as being in PPC.
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Chart 2. Place of care/death of those 80 who received Better Together and died
Place of death

No.(%) of patients

Home PPC

33 (57.9)

Hospice

1 (1.8)

Hospice PPC

8 (14.0)

Hospital

7 (12.3)

Hospital PPC

2 (3.5)

NH

3 (5.3)

NH PPC

2 (3.5)

Pall Bed

1 (1.8)

Total PPC = 45 (79%)

In Bradford: 62 patients were referred to BT. Eighteen were alive at the end of the study; and 44 people
died.
Thirty-one of the 44 (70%) patients referred who died, did so in their PPC. See Flowchart 3.
In Poole: 37 patients were referred to BT. Seven were alive at the end of the study, and 30 people died.
Twenty-three of the 30 (77%) patients referred who died, did so in their PPC. See Flowchart 4.
Most patients (53%) died within one month of referral. This is an impressive counter-argument to those
who claim the deterioration towards death in heart failure patients can’t be predicted, as obviously HFSN
and district nurses are able to do so. But in some cases, it was felt the patient should have received Better
Together earlier to improve their last weeks but did not accept the service until the terminal phase when
the deterioration was obvious to the patient and family.
Nationally, few people get to die in their place of choice. By contrast, in this study, the majority of people
were cared for and died in their place of choice; at home or in a hospice. Chart 3 below shows place of
death by study group compared to national average statistics
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Chart 3 below shows place of death by study group compared to national average statistics
100%
Hospital

90%

Home
Hospice

80%

Nursing/residential home

70%

Not known

60%
50%
40%
30%
20%
10%
0

Bradford
Intervention

Bradford
Control

Poole
Intervention

Poole
Control

National estimates
(all causes)

The total cost of the intervention was £44,537 in Bradford and £20,908 in Poole. In Bradford, the total
cost of care was significantly lower in the intervention group; in Poole, there was a trend for lower costs
in the intervention group, but this was not statistically significant. In both groups, rates of home deaths
were higher in the intervention group. In Bradford, PPC was 70%, and in Poole, the corresponding figure
was 77%. The estimated numbers of hospital admissions averted for heart failure were 14 in Bradford and
18 in Poole. The cost per heart failure admission averted was £1,529 in Bradford. In Poole, these averted
admissions were estimated to be cost saving.
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Flowchart 3: Bradford patients
Bradford – 62 patients referred

49 had MCN shifts

17 alive at end
of study

32 died

27 in PPC

5 not in PPC

18 at home
7 in hospice
1 in hospital
1 in palliative
care bed in
community
hospital

3 in nursing
home
1 in hospice

13 did not have any MCN shifts

5 in PPC

4 at home

1 alive at end
of study

12 died

1 PPC not
known

6 not in PPC

1 in hospice

1 in nursing
home

1 in hospice
1 in hospital
1 in nursing
home

1 in hospital

3 in palliative
care beds in
community
hospital

Altogether 32 patients died in their PPC

Flowchart 4: Poole patients
Poole – 37 patients referred

31 had MCN shifts

6 did not have any MCN shifts

6 alive at end
of study

25 died

1 alive at end
of study

5 died

19 in PPC

6 not in PPC

4 in PPC

1 not in PPC

15 at home

6 in hospital

4 at home

1 in hospital

2 in nursing
home
1 in hospice
1 in hospital

Altogether 23 patients died in their PPC
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The interview study had two main aims: one was to find out what patients and carers thought about
being offered Better Together, particularly as it involved staff traditionally caring for patients with cancer.
The other was to find out what the patients and carers thought of the service.
Nurses were asked to give all patients and carers an information pack about the study, which explained
that we would like to interview them to gain their views of the service. Expression of interest forms were
provided with a SAE so the researcher could contact potential participants at a convenient time. (See
Diagram 1)
Diagram 1: Interview with patients/carers
80 patients received Better Together.
0f all those asked to be interviewed:

5 were too ill/
tired

1 was not
interviewed
as heart
failure was
not the
primary
condition

10 agreed,
but died/left
the area

10 did not
take up the
offer of a
bilingual
interviewer

43 offered no
reason

1 had a
hearing
problem

In total 24 participants were interviewed: 10 patients and 14 carers
•

No information is available about why the remainder of patients did not take up the offer of interview.

•

There were no clinical or demographic differences between those patients interviewed and the rest
of the patients, apart from the fact that two patients the researcher was unable to interview were
younger.

•

Five more carers agreed to be interviewed but saturation of carer data had been reached.

The researcher telephoned each person who had expressed an interest in being interviewed and
arranged a time and place to meet. On arrival, an interview consent form was signed. Interviews were tape
recorded. At the start of the interview participants were asked an open question asking them to tell the
interviewer about the patient’s heart condition in order to gain a narrative history, and an understanding
of how the patient or carer understood the diagnosis of heart failure and their experiences since
diagnosis. Patients and carers were subsequently asked about their experience of Better Together, how it
was introduced to them and their feelings about it. This semi structured format was flexible and a number

26

Better Together

Chapter 4: Interviews with patients and carers

of concepts were developed as they were mentioned in the patient narrative. Thus, both anticipated and
emergent themes were explored. Interviews lasted between 20 and 60 minutes.
Ten patients were interviewed, five alone and five with their carer. Nine other carers (for seven patients)
were interviewed without patients as the patient was either too ill or had died. In total 14 carers were
interviewed. All were white British apart from one British male carer of South Asian origin. (See
Appendix 5)
Although the researcher requested interviewing the carer separately from the patient, five pairs expressed
a wish to be interviewed together. A semi structured interview scheme was developed with separate
questions for patients and carers. Where possible, attempts were made to have a few minutes alone with
each, to give them a chance to raise any issues they felt uncomfortable to talk about in front of their family
member.
A constant comparative approach was used to analyse the data. Each transcript was read several times,
and first thoughts and items of interest were noted. Each transcript was then read again, and possible
codes were written in the margins. Codes and descriptive themes reflecting shared issues or experiences
were grouped together to generate clusters of themes. Finally, all interviews were coded in more detail,
and coded extracts relating to similar concepts were brought together into a framework of categories. The
interpretation of the data involved exploring patterns and relationships within and between conceptual
groups, ensuring that both similarities and differences of participant experience were identified. Data
analysis was assisted by using the software package NViVO.
Two main themes emerged from the data: Acceptance and acceptability.

Acceptance
Accepting help: Patients
Many patients reported that they knew they were slowly getting worse, but were used to coping. This
could result in an initial reluctance to accept the service, as they did not think, or want to think, they were
ill enough. They had adjusted to being ill and restricted, with many people using phrases such as: ”that
is how it is”, “you accept your lot”, as if wanting to maintain the norm for as long as possible. It can be hard
to move from a disease management to a palliative approach. This transition needs a lot of support and
explanation to enable an individual to reconstruct their reality and expectations, but discussion at that
level had rarely been offered until Better Together.
Patients report liking the BHF/MCCC partnership which gives them confidence to accept respite care
without fear they are being left to die by their heart failure nurse.
The majority appreciated the service and the benefits it brought. For some patients it meant improved
quality of life; it reduced isolation – the ability to go out accompanied by someone who could help them
when breathless or needing the toilet. Three patients specifically mentioned that they were finally able to
have a shower, as many social services carers will not do this.
“They’re lovely. I said I’d like to meet the person who sets them on; they’re all so alike in their mannerisms and
the fact that they enjoy what they’re doing. So they must have a good quality themselves. They make sure
I get into the shower safely, because I have to step over the side of the bath, and with the catheter as well I
have to be careful I don’t trip. Then they leave me to it. But because of the (leg) ulcer they got me like a boot,
ring, it protects the dressing. They dry my legs because I can’t bend, get down there, and put aqueous cream
on as I itch terribly. I’m a pretty private person really, and I wasn’t looking forward to having to take my
pyjamas off, but not one of them, not one of them ever made me feel embarrassed” (pt 10).
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For others it was respite for their carers, as they were too ill to be left alone, so they felt less guilty to know
the carer could go out, and they could appreciate the time apart. One man actually referred to his MCN
as “Sylvia’s carer” showing that he thought it was for his wife’s benefit, rather than his own. One or two
initially felt slightly uncomfortable at having someone in their home, especially at meal times.
Two mentioned feeling guilty as they were not sure they were ill enough.
“I mean those chaps with cancer; they must be worse off than me” (Pt 3)

Accepting help: Carers
Some carers reported that they felt guilty at the thought of having help, as if somehow they were failing
in their duty of care. Others were just used to coping and until they had the service, got time off or a good
night’s sleep did not realise how exhausted they were and how much they needed the service.
All carers reported how they had been dealing with this burden of care for a very, very long time. And
once they had day respite for a few hours a week it was time off from the constraint of being with each
other 24 hours a day.
One carer frequently used the word “tethered” but was also in tears at having to watch her husband
becoming more and more dependent, and hating the loss of dignity he was having to suffer. She also
did not really benefit from the day care, as four hours was in some ways not long enough. She had no car
and there was no regular public transport. So, although she could go for a walk locally in good weather, in
winter she had nowhere to go as it was too cold outside.
“Well it is something that needs to be recognised, that carers do need a good break, because it is demanding.
I mean during the day I’m up and down, and up and down and get whatever he wants because he can
walk a few steps with a Zimmer but he can’t walk down the end and pick up the paper and bring it back for
himself or anything like that.”
Interviewer: “So you’re doing everything?”
“Yes. You are tethered. I don’t know what else I can say.” (Carer 8)
Others however felt it kept them sane and one man reported waiting by the door with his coat on for the
MCN to arrive so he could have his time off. Another man said that his own health was so bad he felt he
could no longer care for his wife and needed all the help he could get, but felt that sometimes if there is
a spouse, a person gets offered less support. So he was really grateful for Better Together and reported
having the best night of sleep in years.
Another carer, whose husband died at home, told the researcher how she had coped for so long on
her own with little sleep. Having the MCN meant she could have a good night’s sleep confident that
her husband was in good hands, and that she would be woken if necessary. It also stopped her being
alone and anxious and possibly calling an ambulance, which had happened before and resulted in an
unnecessary admission. This night care enabled her to cope during the day.

Acceptance: Facing the future
All patients were happy to discuss resuscitation issues, and were clear that in the case of SCD they did not
want to be resuscitated. They had a fear of being a burden or a vegetable with a long lingering death if
they were resuscitated:
Carer:

Well he’s told them if anything happens, that he had another heart attack, he doesn’t want
bringing round.

Interviewer: Oh right, so you’ve signed a do not resuscitate order, so you’re clear about that.
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Carer:

Well he’s told them and he’s told his doctor that.

Patient:

It was my doctor that brought it up when I was down in the hospital down there. Yeah for the
simple reason that if I had another heart attack, cardiac arrest and they brought you round,
my condition then would be worse than what it is now, so there is no – I don’t see any point.
It’s no big deal, I mean when you have a cardiac arrest, at that particular moment in time
you’re dead, leave me alone.

Interviewer: I see
Patient:

No it’s not something that you’re going to go through because you just don’t know. When I
had the cardiac arrest and it’s strange when you have one because you don’t know, you’re just
[unclear], so when I came round my wife was sat at the side of the bed and the doctor said, is
there anything you want to ask me? You don’t know what’s happened, so I said to him, what
time’s dinner come on? You don’t know. You’ve got a complete blank.

Interviewer: Yeah you just don’t know what’s happened.
Patient:

So, you know, this doctor said, do you want to ask me, he’s probably been working his socks off
to get me back to life again but you don’t know.

Interviewer: Yeah, so you’re not aware of what’s going on are you if you’ve had a cardiac arrest?
Patient:

Well I’ve had three now and from what I can make out, every time you have one, you lose a
little bit of your heart tissues or whatever. (Pt 9)

Fewer people wanted to talk about the progression of their illness towards death, and when asked where
they would like to be cared for in the last weeks/days of life reported that they didn’t want to think about
it. Some were unclear about what was available and some just having day care did not know that they
could have night care if things got worse.
Interviewer: So have you talked to anyone about your future care, you know, overtime have you talked
about what might happen, where you’d like to be?
Patient:

Not really.

Interviewer: You haven’t talked over that?
Patient:

It’s something I don’t like to think about.

Carer:

You have to don’t you.

Patient:

You have to. No I don’t know… When I get to the stage where I just can’t do anything for
myself, I’ll probably have to go into a home or something. But as I say I don’t think about it. I’ve
got enough problems without worrying about that. (Pt 9)

One patient made it clear she only thought about death during her acute exacerbations, but didn’t like to
think about it once she felt a bit better. Once out of hospital it was a case of getting on with life and not
dwelling on the negative. Patients talked about facing an uncertain future, and trying to keep a balance of
hope and despair, echoing what the HFSN had said about trying to keep a balance of hope and honesty.
Half the patients reported hoping to have a good life until death and were making the most of what time
was left, focusing on what was important to them.
Facing the future can also be hard for others, and one man clearly explained how it was not that he was in
denial by not wanting to talk about his death, but that dealing with other people’s emotions can be hard.
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“No, I told (wife) that I would like to tell people at church, en masse rather than people asking me questions
one at a time, sort of getting all tearful” (Pt 10)

Acceptability:
Asking about satisfaction with care in the context of someone dying can be challenging. As patients
deal with worsening symptoms and have more complex care needs, they are likely to be grateful for any
support they get. There is some debate about asking carers retrospectively about satisfaction with care
as their expectations may have been low, and they only know about what they had. Yet, in this study,
that did not seem to be the case. Patients and carers were frank and open and did not hold back from
criticising what had not worked for them. Two patients felt annoyed that the MCHCA was unable to
change a catheter or even apply a pain patch, which meant another type of nurse had to come in to do it.
But for most patients the MCNs were a cheerful presence, lifting their mood, motivating them to do
things. Once too ill to get out or go to a support group, patients feel very isolated and appreciate a HCA
for company, and their mood and general quality of life can be greatly improved:
“If it stops like this all the time for me, I’ve no worries at all. My life has improved I should say 90% to what
it was. I’ve got used to [name] now, she’s been with me two or three weeks, I’ve got used to her and she
knows everything, she anticipates what I require and what I don’t want. She talks to me a lot and that helps
me because I’ve still got my brain and I want it to keep going and by talking to her, she talks to me about
different things and it’s nice.” (Pt 4)
Better Together was also seen as a means of avoiding hospital, which most people feared.
“She said our idea is to get you looked after in your home and that’s what I want. I told my son that I don’t
want to go into any home, I’d rather die at home, I don’t want to go. Provided I’m getting the care I’m getting
at home now, I can manage without going anyway, that’s what I want”. (Pt 4)
Most carers reported how comforting it was to have someone reassuring at night when the patient was
very breathless and making them comfortable, keeping them out of hospital to maximise time with
their families. Patients appreciated still being at home and able to see a HFSN to keep symptoms in
control. Interestingly, most patients assumed their carer wanted them to be at home as long as possible,
but said they would go to the hospice if necessary, if it got too much for the carer, but not hospital.
Yet conversations with carers made it clear that actually it was an assumption which had never been
discussed.
For carers BT was invaluable offering time off in early stages, relieving exhaustion in supportive stages,
giving them confidence to have their loved one die at home comfortably and the security that they are
not coping alone.
“A reassuring presence”
“Yeah they did manage to help her because fortunately she was not in pain many times, so it wasn’t a
problem other than the swelling of the feet and they give massage and that sort of thing and the skin was very
dry but they put like the gel and those small things make her happy and comfortable. Those small things are
very important. She was very breathless and she used to go on oxygen a few times a day. The machine was
there and everything was arranged by the district nurse, all the equipment was added before she came home.
Because I was on my own, anybody, especially when the experts (MCC Nurses) come, and that was a great
help to me as well, because I felt confident because to feel on your own with the patient is not very good, you
know, you feel lonely and what happens, there is nobody to share the things, you know, that sort of strain.
There is some other person in the house that you can share the strain, you know, she’s there and you feel a
little secure” (Carer 6)
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Carers who had received support for Better Together, and their loved one had died at home, reported that
in the terminal stages the service provided both physical and psychological support; kindness, listening.
‘Now they’ve become more or less friends, well, family really’ (Pt 9)
One couple interviewed explained how the MCN provided information, respite, and psychological
support at a very difficult time for them at the end of a very long illness for their mother:
Wife:

“It was just having somebody so that I knew what was going to happen in the end to know that
mum, I mean I knew her breathing would get faster and then gradually she’d be more peaceful
and I knew what to expect, whereas I didn’t even know, you don’t go looking in a book for all of
– I had the Marie Curie book which was good because I read it all in there. But before that I didn’t
have anything. It’s alright them saying carers can go and meet in this place or that place, how
can you go and meet when you’ve got your mum or your dad or whatever, you can’t go and
meet somebody. You need somebody to come in and sit with you and talk to you. They were a
godsend, I’m sorry I’m going to get upset.

Husband: Don’t get upset. They came to the aid of the family.
Wife:

Wonderful, there’s no other word for it, I mean they sat with mum even though mum was calling
for me in the night, then we could shut our bedroom door and at least get six or seven hours
sleep because other than that mum was calling me all night – she’s still calling me.

Husband: I think those three weeks through Marie Curie; it gave her a bit of her dignity left.
Wife:

Yeah that’s somebody for me to talk to as well, because they’d come in, especially [name] he’d
come and sit and I’d talk to him and I’d have a tear and then he’d say, you go on to bed or he’d
say to us [go out]. One night we went out for an hour but we came back quick though because
we don’t like to go out….. But then without Marie Curie I think – I don’t know what we would
have done really”. (Carer 5 and spouse)

A daughter interviewed expressed a fear many other carers had reported, as patients with heart failure can
have sleep apnoea where they stop breathing:
“I mean, I don’t want to be there on my own, which I’ve had a big dread of, and I’ve expected it two or three
times, I’ve had to watch for him breathing again” (Carer 1)
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Summary
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•

Patients and carers greatly value this new service and are pleased to finally have equal care to
patients with cancer.

•

Although some patients don’t see themselves as ill enough to receive the service, they will accept
it as respite for their carers.

•

Many more people have been able to die in their PPC – carers interviewed greatly appreciated
this and reported that their spouse had too.

•

Continuity of care is preferred by carers at end of life when there is care every night.

•

Day care is very popular, some people don’t like a stranger at night when there is ‘nothing to do’.

•

Carers benefit from night and respite care, but would prefer to know more than a day before a
shift is offered.

•

Most carers report being able to face the death of a loved one at home knowing they will get
adequate support.

•

Symptom management and not being a burden are reported as being equally important to
patients as place of care or death.

Chapter 5: Conclusions and
recommendations
Service delivery
•

Changes in provision of EOL care means there is a need for improved communication channels,
as there was some confusion over roles and responsibilities. Co-ordination of care is crucial to the
provision of an effective service, as highlighted in the end of life strategy.

•

Patients and carers initially may be reluctant to have help, as they are used to coping, or unaware
they are in last year of life. HFSNs or community staff need to introduce the idea of the service early
on in the disease trajectory and then do a joint visit with a MCN for discussion, assessment and care
planning.

•

Alternative ways of booking MCN 24/7 care are needed. The current model of advance booking is not
really suitable for patients with heart failure who need a rapid response service. All palliative care is
urgent as with rapid deterioration there is no time for getting it wrong.

•

It was reported that nursing notes were frequently incomplete, without DNR recorded on the front,
or patients not recorded as being on the Gold Standard Framework register. The latter may have
improved this year as community palliative care teams have been in situ. Accurate notes are crucial
to ensure wishes are known by all the team and OOH services, avoiding admissions to hospital and
invasive interventions.

•

There needs to be a national policy on who can assess and discuss DNR status with patients and carers.
This status needs to be regularly reviewed as people change their minds.

•

Physical problems are more likely to be dealt with than social and psychological care in heart failure
patients. Better Together improved this as MCNs are extremely adept at holistic assessments and
getting aids to improve patient and carer quality of life. HFSNs need support from other staff with
social care assessments.

•

The heart failure trajectory means that the pattern of service needs to be different to that of people
with cancer: Intermittent care with discharge to inactive status, rapid response, more day/weekend
shifts, day therapy in hospice, more supportive care than terminal care. All these need to be
implemented which will require a large workforce, with recruitment and cost implications.

•

Better Together has the added benefit of knowing patients have good care when a HFSN is not
available. MCCC staff are competent and adaptable, and can do assessments and feedback to HFSNs.
But HFSNs need to know when they can rely on a shift being provided.

•

HFSNs used Better Together for respite/supportive care long-term for some patients, but mostly
introduced the service late in the disease trajectory for the last weeks or days. There is room for
improvement here with earlier referral.

•

Collaborative working is essential. Cardiologists and care of the elderly consultants need to be
committed to the provision of end of life care for this patient group, with extra training for the
generalist community staff providing the service.

•

There needs to be improvement in the provision of do not resuscitate and preferred place of care
discussions.
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Avoiding emergency admissions
•

In order to avoid unnecessary hospital admissions, there is a need for IV or subcutaneous diuretic
provision in the community.

•

Some OOH services need to improve to support patients, carers and MCNs at night and weekends
when they are most vulnerable. Medications stored in the patients’ homes ‘just in case’ may help
outside routine working hours.

•

In the last days of life patients wishing to die at home need 24/7 care in order to avoid emergency
admissions.

•

Patients were more able to stay out of hospital. However, HFSNs only care for a small proportion of
people with heart failure, so more attention needs to be paid to facilitating primary and secondary
care staff in the identification of those with advanced heart failure.

•

People living in residential care may be admitted to hospital because the home may not be able to
meet their palliative care needs. A palliative care approach by generalist staff needs to be developed
for people with advanced heart failure living in residential care .

Impact on patients and families
•

Families and informal carers perform the most care for patients with heart failure, and can become
exhausted. Provision of day and night respite and early supportive care, along with a wide range of
other health and social services can help them to cope for longer, and should be offered regularly.

Conclusion
It is apparent that provision of supportive and palliative care for people with heart failure is a complex
issue. An unpredictable prognosis need not be seen as a barrier to provision of end of life services for
people with heart failure. It is possible to provide care at an appropriate time within the last year of life.
This joint service goes some way to bridging the gaps in end of life care, especially for those who wish to
die at home. However, a fast response service would improve the current model of service delivery, with
more day care available for respite and supportive needs.
Despite the limitations of the study, the BT intervention shows potential for both reducing NHS costs and
delivering benefits to patients. Whilst the findings are not robust enough to support implementation of
the intervention into routine care, there is a case for undertaking a more rigorous evaluation, such as a
well designed randomised trial, to confirm or refute these findings.
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Appendix 1 HFSN reflection
As I am leaving, this is my overall reflection of the Better Together Service.
I have personally referred 11 patients to the project. One patient changed his mind before receiving the
service but I feel he may still benefit in the future. The other patients have all benefited enormously.
The main benefits have been through physical help in a manner which is much more gentle and relaxed
than home care services can provide. Respite for carers has been a huge benefit; psychological support;
patients feeling worthwhile and ‘cared for’ even when they only get the service once or twice a week; staff
paying attention to what makes a difference to the patient, often considered the small things e.g. going
out for a walk, but for a patient who has not had the strength or confidence to do this by themselves, it
makes a huge difference.
Some examples are; a lady who was taken to the local Matalan shop which she was very excited about
as it was a new experience for her and she knew it had opened in her area but had not been able to
go as she needs a wheelchair due to her breathlessness. Another patient was not able to go out of the
house except in a taxi to get to appointments as he had lost his confidence and feared falling due to leg
weakness. The Marie Curie nurse started by walking with him a few feet out of the house and gradually
down the street and he felt proud that he had managed it, was gaining strength in his legs and was able
to get fresh air.
The nurses have also accompanied patients to appointments at the hospital or dentist. This is important
as they find hospital transport an ordeal due to the length of time it can take, and taxis are impossible for
many as they cannot walk when they get to the other side, and most taxi drivers are unable to help them.
They also often have to wait a long time in a busy outpatients department and worry about needing the
toilet due to their diuretics. When the Marie Curie nurse accompanies them they are reassured that they
have someone there to help them if they get into difficulty, and they can take a taxi as the nurse will get a
wheelchair for them at the other end.
I find it is a gentle way to introduce the concept of palliative and supportive care to a patient and they
get to understand that they are deserving of this care. It is often then possible to get them to the hospice
for day therapy or as an inpatient if they have met a Marie Curie nurse. Patients often refuse the service
because they think they are not that bad and there must be others worse off than themselves. This is
particularly true of the older patients.
The nurses are extremely good at ringing up with their concerns about patients or their suggestions for
care. This can be helpful as the heart failure nurse may not be visiting that often.
I think there is still some lack of understanding and awareness amongst the rest of the primary and
secondary care teams despite numerous plugs from ourselves and (MCC nurse team manager). The
other day a member of the hospital palliative care team seemed unaware of the service when I spoke
to them which is a shame. This does seem to be getting better recently and suggestions for referrals
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have been made more often by district nurses. This is ironic as the project is about to end just as people
are becoming more aware of it. I have to say that is has taken five or six years for the GPs in our area to
really become aware of the heart failure nurse specialist service and what it has to offer, such that they
make more referrals now than ever. Perhaps more time should have been allotted for the service to be
recognised. However, I think based on the evidence so far we can do a good job trying to convince our
commissioning managers that this service would benefit many patients living with life limiting conditions.
There have been problems with supply of shifts on occasions, for valid reasons, but patients and staff can
get despondent with this, especially if it is to cover a period of acute deterioration, rather than a stable
patient.
The two weekly rebooking system can cause problems in terms of remembering and confusion if the
district nurse is involved as well. Four weekly might be more manageable or perhaps some kind of simple
on-line system for the rebooking. Alternatively making the booking at a local level with the Marie Curie
Nurse manager who knows the patients would be simpler.
I feel it is a shame I could not persuade more patients to accept the service, seeing the benefits it can
bring. I don’t have any more suggestions other than what we already do in terms of promoting the
service at all times, introducing the concept at an early stage and using the leaflets. It does help when a
prospective patient sees a Marie Curie nurse who can answer their questions, but this service is not always
readily available. Speaking to other patients about their experience might help, and perhaps a summary of
some of the feedback from the pilot patient interviews (including their ages and whether they live alone
or with family) could be given to patients who are contemplating the service to demonstrate with real
examples how others like them have benefited.
I am very thankful to have had the opportunity to take part in this pilot as it has been another service I can
offer patients to help them live with their heart failure. I really hope the service concept is taken up by the
commissioners in the future so that this excellent level of support and care can continue to be provided.
Let’s hope the End of Life strategy and Lord Darzi will be among the drivers for this service to be rolled out
across the country so that many more heart failure patients and their carers can benefit.
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HFSN Case Study 1
Joan was a 76 year old widowed lady who lived with her two sons in a council house. She had two other
children who lived close by on the same estate, with one of the sons taking overall responsibility for cares
and medication.
Joan was referred to the heart failure nurse service by the community cardiac rehabilitation nurse
following hospital discharge for her fourth M.I. Having previously nursed Joan on CCU on several
occasions for exacerbations of angina & heart failure (before working in the community) I was aware of
the complex family dynamics, with all claiming to care for Joan but offering very little support practically,
except for one son.
The summary from the previous hospital discharge stated that the decision ‘Do Not Resuscitate’ had been
made by the consultant cardiologist, with no reference to any discussions with Joan. From regular home
visits it became apparent that Joan and her family had limited understanding of the extent of her heart
failure despite numerous explanations by myself and the district nurses, who were visiting frequently to
dress leg ulcers.
Joan had marked limitations of her physical activities due to her heart failure and often had angina attacks
which were relieved by GTN spray, usually during the day. She was often low in mood and very unhappy
about having to take the quantity of medication prescribed to keep her stable. When she experienced
chest pains during the night her youngest son would automatically call for an emergency ambulance
regardless of its resolution by GTN spray. This then would mean a period of time in A&E or overnight
admission on several occasions. Although he denied being anxious and said he wasn’t worried about his
Mum, clearly more support and education were needed to avert unnecessary admissions if at all possible.
Every time she returned home I would have lengthy discussions with both herself and family members
regarding GTN spray usage, breathing exercises, anxiety management before automatically calling the
emergency services - naively feeling confident they would follow the plan, to soon realising that their
understanding and more importantly level of anxiety would have to be targeted. Over a two month
period, Joan was admitted to hospital five times for chest pains and shortness of breath. She was clearly
anxious about night time, slept very little and suffered from ‘restless legs’. Unfortunately despite opiates,
nights remained a problem which directly affected her energy levels during the day.
Having discussed my concerns about numerous admissions with Joan’s GP, we arranged a joint visit
whereby we were able to discuss her overall health status, concerns and resuscitation. Both her GP
and I were amazed to hear Joan say she wanted full active resuscitation despite it being unlikely to
be successful in view of her extensive cardiac history. Clearly the decision ‘Do Not Resuscitate’ had
been made in the hospital without her knowledge and despite us believing she would not want it,
she obviously did want to be given every chance possible. This emphasised the power of appropriate
communication to me and made me realise what quality of life means to individuals rather than making
any assumptions. It is important to always clarify their wishes. Joan herself had become upset at the
numerous admissions to hospital and wanted to try and stay at home if possible. Initially we were met
with resistance at the offer of support going into the family home and helping with care. The family felt
they were managing and Joan didn’t want to upset them. The joint visit and resuscitation decision was
documented in her community file and GP records, and I arranged a further visit the following week.
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Clinically Joan was not as well the next visit and her heart failure had worsened despite regular family
involvement. It was soon apparent that medications had been missed despite them being in a dossette
box, as Joan was reliant on her son telling her when to take her medications (she was more than happy
not to have any). Her youngest son however had become so exhausted through missing his night’s
sleep in caring for Mum he had admittedly forgotten about tablets and was clearly not coping. Joan had
become more anxious and tearful and her sleep pattern was very poor.
I felt the involvement of a Marie Curie nurse at night would be very beneficial at this point. The family
could still continue with care delivery during the day and so would not be offended at the prospect of
support during the night. This would enable her youngest son to sleep and function better during the
day, and Joan would benefit from the support both physically and psychologically during the night. Both
Joan and her family were initially sceptical about the service but agreed to three nights a week after a
short while.
The Marie Curie nurses proved to be a valuable and essential element in improving Joan’s quality of
life at home during their eight month involvement. Initially “restless legs” remained a problem, but the
Marie Curie nurses were able to liaise with the Out of Hours GP for appropriate advice, without the need
for hospital visits. Several chest pain episodes were well managed during the night. Over time Joan
openly said she was no longer worried about nights and began to have a reasonable sleep pattern with
medication. Her son began to sleep much better and the nurses often documented that Joan had had a
good night sleep. The family appeared much more rested and there was less tension in the family home.
Joan had four further admissions to hospital over the next eight months, three being non cardiac events.
Her GP commented on the overall improvement in Joan’s psychological well being following the Marie
Curie nurses involvement, which she felt had obviously had a dramatic effect on averting hospital
admissions. Medication compliance improved as Joan had a much better understanding of her condition.
Quite suddenly, Joan died whilst going to bed one night, with two of her sons with her. They said she
had had a good day and died really peacefully. She had been bright and cheerful two days before, during
my visit and I had almost thought about discontinuing the Marie Curie nurses night support as her heart
failure was much more stable. This demonstrates the unpredictability of heart failure.
I was grateful to hear that such a lovely lady, who had experienced a hard life, had died with dignity at
home with her family around her. I feel that a team approach with the Marie Curie nurses, her GP, district
nurses, Joan, her family and I ensured she remained at home where she most wanted to be.

HFSN Case Study 2
Michael was discharged from hospital with a care package in place. He had been referred to me by the
senior house officer to the cardiologist.
The discharge letter stated that this gentleman was not for resuscitation and he had requested to go
home. Apparently he was adamant that he did not wish to go back into hospital. The decision not to
resuscitate was made by the cardiology team and not in discussion with the patient.
There were several factors that influenced my thoughts on the ‘rights of people wishing to die at home’.
I agree that everyone has the right to chose and the majority of patients on my workload do not want to
go into hospital for anything – let alone die there. It is strange really that four months after trying to keep
Michael at home in difficult circumstances and living on his own, we had a 93 year old lady living on her
own, being cared for by the health and social sectors but far fewer practical implications.
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There was a delay in visiting Michael as the hospital letter arrived 10 days following discharge. I spoke
to the district nurse who explained that Michael had cared for his wife until she died at home four years
previously. Michael was well known to the district nursing team as I understand he was often under the
influence of alcohol when the nurses visited. He now had a new girlfriend who looked after him but did
not live with him. In fact my first meeting with her was on my first visit. She was just coming out of the
flat and it was rather lucky as I had not been told that there was a key safe with a code for entry. It would
seem that Mary had learning difficulties, however I was absolutely ashamed of my communication skills; I
explained I was the heart nurse and that we were trying to get Michael Marie Curie nurses. Before I could
explain about the project she said “Oh my God he hasn’t got cancer as well has he?”
Michael appeared to have communication problems very often replying monosyllabically and at first I
found these responses uncomfortable. I also felt afraid of his three cats. I am not allergic to cats but do not
like them.
Michael was in bed, unable to get out and unable to care for himself. He had carers going in four times a
day, though trying to identify what they did was not easy. At first he looked so unkempt and there were
medications, unfinished drinks and food, cigarette papers and tobacco and empty bottles of Oromorph
lying around.
The care package was initiated in hospital and all the equipment was there. However, Michael did not
want the hospital bed, but used the hoist which proved to be very useful. The district nurses had a request
to visit from the community liaison team at the hospital as he had a pressure sore that needed dressing. I
contacted the district nurses to say I was visiting Michael and they told me they would be going in weekly
to dress his sore. I was appalled that a patient with complex needs would only be visited weekly by the
district nurse team. However shortly after that we had a meeting with the district nurses, social care and
the GP. Eventually his medications were sorted out and the nursing team increased their input.
Marie Curie nurses were introduced and it was found that there were a few problems. There was a
phone number of a brother which did not connect when dialed. Much time was spent trying to locate
this brother and his up to date number, this was done by one of the MC nurses. This nurse had worked
particularly hard at communicating with Michael’s girlfriend, trying to keep hundreds of stray cats entering
his flat via the cat flap, sorting out his medications, trying to prevent him falling out of bed and keeping
the flat tidy.
Things got sorted out eventually including the district nurse visits and Michael’s care. Michael died at
home with a Marie Curie nurse in attendance. Upon reflection, his care initially appeared fragmented and
a little disorganized. However the multi-disciplinary team eventually worked well together and the end
was peaceful for Michael and his girlfriend.
Another important factor for me was the way in which I handled the DNR issue. I had only met Michael
twice and since being discharged from a hospital team who had previously decided he was not for
resuscitation, once out in the community the issue had to be addressed again. I spoke to Michael and
in his monosyllabic way he said “no” to being resuscitated. The way in which I asked him could certainly
have been a little more sensitive. “Michael, if you collapsed at home and someone called an ambulance
what would you want to happen?” “Well, I hope they wouldn’t bring me back to life”. That was the extent
of our communication. Michael was a difficult chap to hold a conversation with, but I did wonder if I could
have done better. And yes is the answer. The advanced communication skills course has enhanced my
confidence in dealing with very sensitive subjects.
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MCN Case Study 3
Elderly gentleman with end stage heart failure. Devoted and loving wife, with little family support, caring
for her husband at home.
She informed me that her husband had his first heart attack in his early 40’s; he is now approaching his
80th birthday. Three times she has been called to his hospital bedside, as her husband was not expected
to make it through the night. Her main concern therefore was, ‘Is this indeed the end?’ She had seen this
very situation before and he had survived and recovered. Having nursed primarily patients with cancer
who do not recover, I found this situation and discussions with her very taxing. On the one hand I was
certain (as much as I could be) that this was the beginning of the end, but at the back of my mind, was a
voice of doubt which kept asking me “What if you are wrong?”, especially when I advised her to contact
her daughter, who lived five hours drive away. However, upon reflection, I decided that the decision to
contact other family members was the right one, as I felt that the patient’s wife was in much need of their
emotional as well as physical support.
The patient was unaware of his poor prognosis, which I presume is a fact that had never been discussed
with him, particularly as he had lived with heart failure for nearly 40 years. Most of our cancer patients are
fully aware of their prognosis. This did not present a problem as the patient did not seek discussion or
have any questions regarding his mortality; his wife was doing all that worrying for him!
I felt that our help and support was needed more so for the patient’s wife. She felt alone and our presence
was a great reassurance for her. Another patient I visited in the past, referred to us as a “reassuring
presence” which I think sums it up perfectly. I felt she was calmer and more able to cope looking after her
husband, knowing there was somebody else there to share the care. Without this help and support, I am
sure her coping mechanism would have broken down and perhaps her husband would then spend his
final days in hospital. She vehemently did not want this to happen and perhaps by keeping him at home,
this will help with the grieving process?
No problems encountered nursing this patient, except for the fact that no sliding sheet provided for our
use (two written requests in patients notes, plus one verbal request). Not forthcoming as yet. Pain was an
issue but controlled with Oramorph. Communication very difficult, lots of TLC and patience prevailed.

HFSN Case Study 4
We had a patient who just died who had the BT service for some time. In fact she was starting to be
classed as ‘a long termer’. She was dying very slowly since she was referred to our HFSN service two and
a half years ago. She was not on an ACE inhibitor or beta-blocker as she could not tolerate them. All her
care was around symptom relief, and I cannot prove, but I know that the care she received kept her alive,
as it gave her something to live for and the MCC nurses made a huge difference to her. She still ended up
ringing 999 sometimes, but it was less than when she didn’t have a MCC nurse. And it wasn’t because she
wanted to go into hospital, it was because it was the only way she could have someone there NOW, not in
a few hours. In her case she was not admitted as I knew about it and spoke to A&E etc.
We tried to increase her care to level six the week before she died: she had called 999 twice, wasn’t eating
and she told me she thought she was going to die soon. When she was assessed by the GP who thought
she was better than he had seen her in a while, always a bad sign in my book, she died “suddenly” the
next day. She was sitting in chair and didn’t do the whole thing of going to bed for days beforehand. This
is what people mean, even though heart failure patients are sick, they die unexpectedly. Her husband said
that she had a good night as the MCC nurse was there and she was peaceful and at home. To me this was
a successful care package.
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HFSN Case Study 5
I first met Vi in (name) Hospital. Vi had eight previous admissions to the elderly wards with acute
breathlessness. She was well known to all the care of the elderly physicians and they were all at a loss as
to how they could keep Vi out of hospital. It was apparent that when she became anxious she started
hyperventilating inducing an acute attack. However, there were other signs of fluid build-up that if
managed appropriately may not have required hospital admission.
Vi was referred to the heart failure team by a consultant in the care of the elderly. My colleague and I had
decided that the rest home to which Vi was being discharged may benefit from some education and
advice regarding heart failure.
I visited Vi in hospital prior to her discharge. She was to return to the rest home where she had been
resident for nine years – that was her home. Vi acted strangely whilst in hospital, talking to me with her
eyes closed and persistently sighing deeply. Her request was to leave the hospital as soon as possible. It
was clear that she was distressed at her recent admissions.
Vi was discharged back to the rest home late one afternoon and my colleague and I were unable to get
to the staff to advise them on Vi’s condition. The home is owned by a married couple who are not in the
nursing profession and the day and night staff are all HCAs. There are no qualified staff on the premises.
The night of discharge Vi became agitated and anxious, so the night carer rang for an ambulance, and
as Vi appeared very breathless she was admitted to hospital again, only to be sent back to the home the
following day. Home oxygen had been organised, so there was a compressor there when my colleague
and I went to talk to the staff.
I felt the conversation with the carers, giving them the opportunity to ask questions on what to do with Vi
in certain circumstances, played a big role in preventing future admissions. They appeared more confident
in looking after Vi.
I was aware that the issue of resuscitation would need to be addressed, and also the avoidance of future
hospital admission. Therefore the home owner told Vi that if she was admitted in the future she may
have to be up graded to a nursing home as the staff would not be able to cope. I addressed the issue of
what she would prefer to happen if she collapsed and she told me that she did not want to go to hospital
again; that she wanted to die in the rest home and she did not want to be brought back to life if she
collapsed. She was “tired of life and wanted to go to sleep and not wake up”
The Marie Curie nurses were in attendance most nights and I feel they also played a big part in keeping
Vi out of hospital. Initially, I understand that Vi could potter out to the toilet with minimal help, however
her physical ability declined much faster than expected. The dose of Oromorph helped her breathing and
reduced her anxiety, as did the oxygen. There were occasions when she was hard to manage, when she
became agitated and when she had a period of incontinence of faeces.
I was relieved to know that Vi had been cared for in her preferred place of care by the staff at the rest
home with whom Vi knew well; the district nurses who played a big part in her care including setting up
the syringe driver and monitoring her drugs; the GP who visited often and communicated with other
members of the team and the Marie Curie nurses who gave excellent written and verbal feedback on
Vi’s condition. Further feedback came some time later from the physicians for the care of the elderly who
were relieved and surprised that we had managed to keep her out of hospital for the last days of her life.
Whilst the care of Vi proved to be time consuming with an already busy workload for most of the team, I
felt satisfied and happy that Vi died with dignity in the place she regarded as home.
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Death in the BHF patient is different to cancer patients. The patient I refer to, slowly went blue in all fingers
and tip of nose and simply shut down from outside to in (if that makes sense), it doesn’t usually happen
that way with cancer.
BHF patients are far needier emotionally than cancer patients. I feel this is because the condition takes over
their life for very long periods, whereas most cancer patients have considerably shorter life expectancy. One
BHF carer had seen her husband at the brink of death so many times, that she truly expected him to recover
again this time, even though it seemed obvious to all that this time he was not going to recover!
Another patient said she felt guilty for living so long and for causing her family so much trouble,
fortunately I was able to talk these feelings through with her and hopefully she took to heart (excuse the
pun!) what we discussed. This same patient also expressed inner anger at seeing healthy people enjoying
themselves, when she could not! These feelings were also against herself for being ill! Listening skills are
very much needed with both patient and carer.
I feel patients and families need to be aware of exactly what we can do. They need to realise that we come
in to help them nurse their kin as they would like it to be done. We are not there to take over, but we
are well able to do that in the absence of the main carer in the manner that they wish. Many need to be
aware they can have respite care day or night. In an ideal world those who have had the service could let
others know the benefits!
(Name) died at home on the 16th night with one of our nurses caring for her. Family all present including
her daughter and son-in-law who had arrived from the U.S.A. seven days earlier. In her last few days she
had quality time with her family, although they were all understandably anxious. I went into her house
daily from 8.30–16.00 for 10 days. (Name) decided to give me permission to put her on a syringe driver on
her last day, as she had become too uncomfortable and distressed. All went as she herself had wished, as
it had to be. Family expressed ‘she had been well cared for.’
One very poorly and anxious patient said he found it very comforting to have me there all night, as he
finds the night time especially difficult. He lives alone, no family.
As well as being therapeutic for the patient, I feel that my weekly visits to this BHF patient have been
therapeutic for me. Over the past few months our cancer patients have been at the stage of their illness
where prognosis is weeks but more often than not imminently dying and so to regularly visit a patient
with whom I have been able to form a kind of relationship has been really refreshing.
Saw patient on a Saturday night and she was very pleased that I was returning on the following Monday
night, two days later. I think it is very reassuring for the patient to know that the same carer is going to
return. Continuity, to me, is important in creating a calmer atmosphere as the patient gets used to them
quicker, and establishes a routine with them on a one to one basis.
Over the course of five shifts I enjoyed a close rapport with the patient and his wife. She was exhausted
caring for his every wish. From a nurse’s angle he required total care which was very satisfying and he
appreciated everything. We had a shared plan of medication requirements and liaison about each drug.
Each night was different to the last as his condition slowly deteriorated. He was grateful with this nursing
input and so glad to remain at home. His wife slept well when nurses came. A difficulty was the lack of
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moving/handling equipment, for example a glide sheet that I asked the district nurse for and it took over a
week to turn up after I referred the problem.
I am feeling very positive about caring for the heart failure patients. I appreciated getting to know the
patients well which has not been the case latterly with our quick succession of cancer patients. Although
we give our best care it is extra rewarding to develop a close professional bond.
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HFSN1
At the beginning of this month we were really busy with some poorly patients who had Marie Curie
nurses attending. This really helped us as we could share the care with them. That’s not to say that we
didn’t still see people, but you knew someone else was going in too, so it took some of the burden off us.
It has made a big difference this month to one patient who has recovered slightly and no longer needs
level six care but still requires support, in the past she would have gone from full to very little support,
now she still has enough input to support her and keep her safe and comfortable at home.
I have had two patients using the service in last two months, one only had a BT nurse for one shift then
he died “suddenly”. While we knew he was going to die, we did not expect him to die as quickly as he did,
and this highlights the difference in heart failure patients, as they can still die with CHD events in the end
stage of heart failure.
This raises the problem about resuscitation again and I have had two patients this month who are end
stage and want to be cared for at home. One has MCC nurses and both want to be for resuscitation. I have
been honest, as has the GP, about the chances of it being successful, i.e. small to none, and that they can
die at home if for resuscitation, but they are adamant. We could overrule this but it does not work in the
community as the family will just ring 999. We have given out the leaflets, (HFSN) went on the training day
to learn more about how to approach this subject in case it was the way we ask, but it isn’t, we do it the
way palliative care team advice.
I went to funeral this week of a 40 year man who used denial so much that even after he’d been told he
was no longer on the transplant list as he was so unwell, he saw the positive in this. The family are gutted
as, although they did know how ill he was, they too have been there when I’ve spoken to him about it, but
they all went along with believing he was going to get better. In this case, I know he knew, as a few years
ago when he was well, we discussed death and dying and what he wanted; but when the reality hit, it was
much harder to cope with.
I have decided I’m very sad as three people died in a short time and we have no one to look after us
(nurses). We get to know people and like them as people not just patients and then they die and we
have to just move on and say ho hum and go out and see the next patient. Not many nurses get this; the
palliative care team do as they are in same boat.

HFSN2
In a lot of cases the patient and/or family have generally been reluctant to accept help, and wish to
try and manage alone, despite my best persuasive efforts and belief in the project. We have a high
percentage of elderly people and I have found them to be very stoical in the past when I am trying to
introduce elements of the service such as support groups, psychology or exercise classes. They do not
wish to bother people and I think the Better Together project is no different as they do not wish to impose
on anyone, find it hard to see what the nurse will do for them and also say they would feel awkward if the
nurse was sat there with nothing to do sometimes.
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Some have also expressed that they are not ‘bad enough’ to need home nursing (especially the younger
patients), despite my explanations of the service. I haven’t even managed to persuade anyone to
meet one of the nurses to find out more. We did persuade two patients to accept the service but they
unfortunately got cold feet after we had gone through the whole process of making the booking and
getting names of nurses.
Patients who do receive BT care continue to be extremely satisfied with the service. It is a lifeline for carers
and the staff are very good at meeting and understanding patient needs. Longer term patients become
reliant on the nurses, which is not a problem if the service can be sustained, but they sometimes feel let
down if a nurse has to be moved to a higher priority patient on occasions. Obviously they understand the
situation, but miss the nurses when they are not able to come.
The local nurse team manager does a brilliant job of coordinating care and moving people around to
cover the patients where possible. I sometimes think it would be more efficient to do bookings directly
through her rather than the remote booking centre as she obviously has a much better grip on the
local situation. The comparison between social services home care and Marie Curie nurses is so stark
(home care being usually completely inadequate for what our patients need as the patients feel rushed,
breathless and have even been told home care can’t lift oedematous legs) that a couple of our patients
who have experienced both have declined home care services in favour of Marie Curie. This is difficult
as BT is not a substitute for home care but it highlights the inadequacies of home care for patients with
severe health problems.
As ever, caseload is always full to capacity so knowing that some of the more dependent patients are
receiving support from Marie Curie nurses is a relief to us and takes some of the worry about the patient
away from us. The Marie Curie nurses pass on important information to the heart failure nurses when they
are on patient visits, and on a couple of occasions have stayed on after the end of a shift if a patient is
having problems. For example, a recent patient was unwell and had developed diarrhoea and vomiting.
His carer was unable to cope and we were admitting him to the hospice but the ambulance took some
time to arrive. The nurse stayed with the patient until this was sorted out. The nurses will also ring us to
make suggestions about care e.g. if they think someone needs increased input, if someone could benefit
from oxygen, or if a carer is struggling.
I am a big believer in the service having witnessed the benefits for patients. It is also comforting in a way
to know that we are selecting the right patients for the service as even the ‘long term’ patients are dying
within a year and probably are the ones that benefit the most from the nursing input. I sincerely hope
the service will continue past the pilot phase and become part of mainstream palliative care services for
cancer and non-cancer patients.

HFSN 3
Two of our long-term female patients deteriorated significantly during March and April but were able to
stay in their own homes thanks to the regular input of the Marie Curie nurses.
One patient’s husband in particular benefited from having the opportunity to have three regular nights
where he knew he could sleep and not have to be constantly listening out for his wife. He felt this enabled
him to provide better care and support for her during the day.
Two of our male patients have recently started having the input from Marie Curie nurses, one so that his
wife can have some “time out” and the other patient because his condition has deteriorated. He has a
supportive family but they are out at work during the day.
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Whilst the caseload remains busy it is reassuring to know we have the input of the Marie Curie nurses for
our sicker patients.
We have always aimed to provide a high standard of supportive and palliative care, but I feel since we
have commenced the Better Together project we can offer that extra input which has proven to prevent
hospital admissions and has also been of benefit to the carers and family

HFSN 4
Sometimes I feel that patients do not always get consistent messages. I feel that with quite a few patients
we paint a poor picture, but at a subsequent review with the consultant the patients end up with a
more positive impression: ’we’ll see how you do on this bigger dose of tablets’ or ‘pacemaker could be
indicated’ or ‘the breathing seems better’. It’s not necessarily what was said, but that the patient latches
onto the fact that a poor prognosis was not discussed, and takes that as a potential shift in prognosis.
Understandably, the patient wants to remain hopeful but will grasp at anything they perceive as an
improvement in their chances of living longer.
The patient really needs to hear prognosis from the consultant, not just us (nurses), and it makes it
more difficult to discuss end of life issues when the consultant didn’t mention it. Whatever reason, the
consultants don’t seem to want to have those discussions with the patients, I’m sure it’s not even a
conscious decision not to say anything. It makes it difficult for us to approach the subject. If I was in the
patient’s place I would be asking why the doctor had not told me about this. The reality of our caseload
is that almost 100 (40%) have died out of 250 referrals over a four year period, and many when not on the
caseload for too long.
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Appendix 5: Description of interviewed
patients and carers

Patient
Code

Sex

Age

NYHA

Marital Status

Carer
interviewed

A

F

81

IV

Married

B

F

70

III

Married

C

M

85

III

Married

D

M

73

III-IV

Married

E

M

84

IV

Widowed, lives alone

F

M

82

III

Widowed, lives alone

G

M

83

III

Married

H

M

87

IV

Married

Wife

I

F

76

IV

Married

Husband

J

M

68

IV

Married

Carer
Name/Code

Sex

Relationship to the patient

K

F

Wife of deceased patient

Mr & Mrs L

Daughter and son-in-law of deceased patient

Mrs and Mrs
M
N

F&
M
F&
M
F

Wife, husband in hospital

O

F

Wife, husband in hospital

P

F

Daughter, father too ill

Q

M

Husband of deceased patient

Husband
Wife
Daughter

Daughter & son-in-law, father in hospice
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Abstract
Background
Better Together (BT) is an initiative involving involves specialist nurses delivering a
home-based palliative care intervention to heart failure patients and their families.
Objective
The aim of the economic analysis was to determine the cost-eﬀectiveness of ‘Better
Together’.
Methods
The intervention was evaluated in a pilot prospective cohort study involving 99
patients. As the pilot did not include a control group, historical control groups were
selected as convenience samples from specialist nurse caseloads in Bradford and
Poole PCTs. In total, there were 98 patients in the control group.
Costs included the costs of the intervention and inpatient care. Training costs were
also estimated, but not included in the main analysis. Beneﬁts included ‘death in
preferred place of care’ (PPC: available only for the intervention groups) and
‘inpatient admissions averted’.
Results
As the method of data collection for inpatient care costs diﬀered between the sites,
it was not appropriate to pool ﬁndings from the two sites. Therefore, results are
reported separately for Poole and Bradford.
The intervention and control groups appeared similar in demographic characteristics,
but the clinical comparability of the groups could not be demonstrated. This means
that ﬁndings are tentative and that we cannot be conﬁdent that diﬀerences between
the intervention and control groups are due to the eﬀects of the intervention.
The total cost of the intervention was £44,537 in Bradford and £20,908 in Poole. The
cost of training course attendance by nurses and care assistants was £11,310 (both
sites). In Bradford, the total cost of care was signiﬁcantly lower in the intervention
group; in Poole, there was a trend for lower costs in the intervention group, but this
was not statistically signiﬁcant. In both groups, rates of home deaths were higher in
the intervention group. In Bradford, PPC was 70%, and in Poole, the corresponding
ﬁgure was 77%. The estimated numbers of hospital admissions averted for heart
failure were 14 in Bradford and 18 in Poole. The cost per heart failure admission
averted was £1,529 in Bradford. In Poole, these averted admissions were estimated
to be cost saving.
Conclusions
The BT intervention was associated with an overall reduction in the costs of care and
increased likelihood of death at home. However, limitations in the study design
mean that ﬁndings are tentative and require conﬁrmation within a more robust
methodological framework.
3
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Introduction
In order to understand whether the joint palliative care initiative for heart failure
patients and their families, ‘Better Together’, provided value for money for the NHS,
a cost-eﬀectiveness analysis was commissioned.
Economic evaluation is deﬁned as “the comparative analysis of alternative courses of
action in terms of both their costs and consequences” (p.9).1 Economic evaluation is
important because resources – people, time, facilities, equipment and knowledge –
are scarce. We have no choice about whether we make choices on how resources are
spent, but we can choose how those choices are made and who makes them.
Economic evaluation is a systematic approach for measuring inputs and outputs, and
helps healthcare decision makers to make informed judgements about value for
money and how to allocate scarce resources between competing demands.
A cost-eﬀectiveness analysis is a type of economic evaluation that requires data on
healthcare costs and outcomes for both an intervention and a control group.
The control group is usually one receiving ‘standard care’, so that the additional
costs and beneﬁts of the new intervention can be evaluated relative to this baseline.
At the start of the study, patients in the control and intervention groups should
ideally be comparable in both clinical and demographic characteristics. This helps to
ensure that observed diﬀerences between the two groups in costs and outcomes are
attributable to the intervention, rather than to diﬀerences in patient characteristics,
thereby minimising the risk of drawing spurious inferences about the value of the
intervention. Randomisation is the best way of achieving comparability between the
groups as this limits the risk of bias.2 If studies are non-randomised, then
adjustments may be made for known biases (e.g. diﬀerences in patient severity), but
the possibility of unknown biases cannot be addressed.
This report explores the costs and beneﬁts associated with a palliative and end of
life nursing service (Better Together) for patients with heart failure and their
families. As the study was non-randomised, historical control groups were used to
investigate the additional costs and beneﬁts of the intervention.

Objectives
The aim of the economic analysis was to determine the cost-eﬀectiveness of a
palliative and end-of-life nursing service (Better Together) for patients with heart
failure and their families.

Methods
The perspective for the economic analysis was that of the NHS. Data on healthcare
costs and outcomes in the intervention groups were compared with those of the
historical control groups. If the intervention reduced the number of admissions and/or
the average length of stay suﬃciently to fully oﬀset the costs of the intervention, then
the intervention would be cost saving. If the intervention incurred additional costs

4
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over and above those of the control group, the additional cost per hospital
admission averted would be estimated.
This section outlines the study design, setting, duration, patients, intervention, data
sources and analytic approach.
Study design
The study is a prospective cohort experiment. It is non-randomised and without a
formal control group, which means that there is no study control group for the
economic analysis. The intention, as stated in the study protocol, was to use the
ATHENA database on heart failure patients and to identify control groups that could
be matched to the intervention groups on the basis of clinical and demographic data.
However, this option was not available in practice, and so the control groups were
convenience samples, identiﬁed by the study’s principal investigator from the
specialist heart failure nurse service caseloads.3 This makes the study for the
economic analysis a non-equivalent group design.
Study setting
The study recruited heart failure patients at two PCT sites: Poole and Bradford.
Study duration
The pilot study was originally for one year, but was extended for a further year due
to recruitment diﬃculties. The study ran from September 2006 to August 2008.
Study patients
People with advanced heart failure and their family carers. Control groups were
convenience samples identiﬁed by the study’s principal investigator from the
specialist heart failure nurse service caseloads.3
Intervention
The British Heart Foundation (BHF) with Marie Curie Cancer Care (MCCC)
established a pilot joint supportive and palliative care service. The BHF heart failure
nurses (HFSN) are specialists who provide education, advice, symptom management
and medication monitoring and review. Marie Curie nurses (MCN) are trained to
provide practical hands-on nursing care from referral until the end of life.3 The
Better Together (BT) intervention involved the MCN nurses delivering a palliative
care intervention – physical and psychological care – to heart failure patients and
their families at home and administering prescribed medications for symptom relief.
Care assistants provided respite care, including basic nursing care and psychological
support to patients and carers.4 The economic analysis sought to evaluate the costs
and beneﬁts of the additional MCN and care assistant components of the package of
care.
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Data
Cost data
Intervention costs included the cost of employing Marie Curie nurses /BHF clinical
nurse specialists and healthcare assistants. This data were provided by the study’s
principal investigator.
Training costs were also estimated, although these are reported separately rather
than being combined with the intervention cost due to the need for strong
assumptions in apportioning them to the intervention patients. This data were
also provided by the study’s principal investigator.
Healthcare resource use included inpatient costs, including the cost of procedures
undergone whilst in hospital. Data on outpatient, primary and community care use
was not available. For the intervention groups, inpatient resources use was
documented for the study period, i.e. between September 2006 and August 2008.
For the historical control groups, the corresponding period for data collection was
September 2004 to August 2006. For Poole, this data was provided by the study’s
principal investigator and sourced from patient records. For Bradford, the PCT
supplied this data from their administrative databases. In both sites, the following
patient-level data was obtained:
●
●
●
●

●
●
●
●
●
●

Age
Gender
Date of death
Initiation into BT or control date (i.e. date of referral to the specialist nurse
service)
Admissions between initiation and death
Type of admission (elective versus emergency)
Date of admission
Date of discharge
Principal diagnosis
Principal intervention

Resource use data for the economic analysis was received at the end of May 2009.
Outcomes data (benefits)
Ideally, a patient-centred measure (such as death in place of choice or quality of life)
would be used to assess outcomes. However, quality of life was not assessed in
either group and data on death in preferred place of care (PPC) was available only
for the intervention group. If a ‘national average’ proportion of PPC deaths for heart
failure could be identiﬁed, this could serve as a proxy for the control group.
However, attempts to identify this statistic were unsuccessful.
Instead, the number of 'hospital admissions averted' was used as a proxy outcome of
value to patients, enabling an 'incremental cost-per-admission averted' to be
estimated as an assessment of the cost-eﬀectiveness of the intervention.
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Other data
Data on unmet need in the intervention groups was provided by the principal
investigator. This data is reported separately.
Analysis
The appropriate healthcare resource group (HRG) was identiﬁed on the basis of
diagnostic, age and intervention data. Reference cost data for 2006/7 (the latest
available at the time of the analysis) was used to cost these HRGs.5 This formed the
basis of the inpatient cost.
For each HRG there are a small number of cases which have an abnormally high
length of stay. If these cases were included from the calculation of the base HRG
cost, the actual mean length of stay for that HRG would be skewed. Therefore, these
costs are excluded from the HRG base costs. For study patients with stays in excess
of the HRG trimpoint, additional days were costed using the ‘excess bed day’ cost.
Excess bed days are those bed days that fall beyond the upper trimpoint for an HRG
after truncation and the cost of these days approximates to a ‘hotel cost’ that
reﬂects the costs of overheads, general nursing and ‘background’ care. The cost of
additional interventions or procedures, such as MRI scans, were also costed using
values from 2006/7 reference costs.5 These were then added to the HRG costs to
estimate total inpatient costs for each patient. Costs were estimated on an intention
to treat basis (i.e. all study patients were included in the analysis regardless of
whether they had received the intervention).
The range of individual patient costs in the intervention and control groups were
summarised as box and whisker plots and the diﬀerence in costs between
intervention and control groups were estimated using standard boot strapping
techniques. To illustrate how boot strapping works, imagine that our study includes
cost data for 50 patients group A and 30 patients in group B. We want to ﬁnd the
mean diﬀerence in cost between these two groups. In boot strapping, 50 values
from group A are randomly selected (with replacement – the fact that a value has
been selected does not preclude it from reselection) and, similarly, 30 values from
group B are randomly selected. This makes two ‘new’ samples. The mean diﬀerence
from these two new samples is estimated and recorded. This process is repeated
10,000 times and each time the newly estimated diﬀerence is placed sequentially in
a column. Therefore, at the end of the boot strapping cycle, we have 10,000
estimates of the mean diﬀerence, from which we can estimate the mean (average)
‘mean diﬀerence’ and its conﬁdence intervals (0.025 and 0.975 percentiles of the
distribution). This technique makes no distributional assumptions about the mean
diﬀerence statistic, and so is preferable to traditional (Frequentist) approaches that
make parametric assumptions about data distribution (i.e. assume that the statistic
is drawn from a population that is normally distributed).
Statistical tests were undertaken using StatsDirect Statistical Software version 2.7.2.6
Diﬀerences in continuous data were tested using unpaired t tests; diﬀerences in
proportions were tested using Chi-squared (for r x c estimates) or Fisher’s Exact test
(for 2x2 comparisons with small numbers in some cells).
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Results
Results are reported separately for the two study sites. Although data could have
been pooled to give a single intervention and control group covering both sites,
between-site diﬀerences in the conﬁguration of care meant that this could give
misleading ﬁndings. For example, there were policy changes at Poole, resulting from
a recent merge with another PCT: a new palliative care team was introduced which
could have increased rate of new referrals and would mean that referred patients
were likely to be sicker than those of the control group. If data was pooled across
the study sites, this diﬀerence would be diluted. No patient was lost to follow up.
Baseline comparability
Table 1 shows the demographic and clinical variables available for the patients
included in the economic analysis. Where ‘p’ values are less than 0.05, the
diﬀerence between the intervention and control groups is said to be statistically
signiﬁcant at the 5% level. In Bradford, patients in the intervention group were
signiﬁcantly older than those of the control group. The mean diﬀerence in age was
3.8 years (95% conﬁdence interval: 0.24 to 7.56). All other things being equal, we
would therefore expect costs in the intervention group to be higher than the control
group costs. There was no statistically signiﬁcant diﬀerence in the proportion of
males or in ethnicity in the Bradford patients. In Poole, there were no statistically
signiﬁcant diﬀerences in the demographic characteristics of the two groups.
Table 1: Baseline comparability of the groups included in the economic analysis
Bradford Bradford
Bradford:
Poole
Poole
Poole:
Intervention
control
Int vs. ctrl Intervention
control
Int vs. ctrl
N

62

76

37

22

79.9 (9.3)

76.0 (12.4)

p = 0.037

83.5 (10.4)

81.7 (5.4)

p = 0.386

% male

59.7%

60.8%

p > 0.999

62.2%

68.2%

p = 0.781

% white

85%

77.6%

p = 0.279

97.3%

100%

p > 0.999

NR

3

not estimable

NR

0

not estimable

Age: mean (SD)

NYHA score: II
NYHA score: III

NR

32

not estimable

NR

0

not estimable

NYHA score: IV

NR

11

not estimable

NR

22

not estimable

NYHA score: NR
62
30 not estimable
37
0
not estimable
NYHA: New York Heart Association: a functional classification system that relates symptoms to everyday
activities and the patient's quality of life. Class III: Marked limitation of physical activity. Comfortable at rest, but
less than ordinary activity causes fatigue, palpitation, or dyspnea. Class IV: Unable to carry out any physical
activity without discomfort. Symptoms of cardiac insufficiency at rest. If any physical activity is undertaken,
discomfort is increased.

The study eligibility criteria meant that all intervention patients had a heart failure
severity score of NYHA III or IV, were judged to be in the last year of life, had a
history of repeated hospital admissions and suﬀered from intractable physical
/psychological symptoms despite optimal therapy.3 Although all intervention
patients should have been scored at III or IV, we do not know how patient severity
was distributed and data on disease severity scores at baseline for the control groups
was incomplete. Moreover, data on co-morbidities was not available for either
group. Therefore, clinical comparability between the groups could not be
demonstrated. This is important because we cannot exclude the possibility that
underlying diﬀerences in clinical characteristics could explain any observed
diﬀerences in cost, rather than this being attributable to the intervention.
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Inpatient care
Table 2 provides summary details of the hospital admissions for each group. Where
‘p’ values are less than 0.05, the diﬀerence between the intervention and control
groups is said to be ‘statistically signiﬁcant’ at the 5% level. This means that we can
be reasonably conﬁdent that the observed diﬀerence is not due to chance. In the
Bradford group, the proportion of admissions was a statistically signiﬁcantly higher in
the control group, but diﬀerences in the length of stay, demographic characteristics
and the proportion of admissions with a principal diagnosis of heart failure were not
signiﬁcant. For Poole, no statistically signiﬁcant diﬀerences in admissions were found.
However, the small sample size may mean that the study was underpowered to
detect any underlying diﬀerence.
Table 2: Admission rates and characteristics of admitted patients by study site
Bradford
Bradford
Bradford:
Poole
Poole
Poole:
control
Int. vs. ctrl Intervention
control
Int. vs. ctrl
Intervention
Total no.
admissions
Total no. patients
admitted
% admitted
Admissions/
patient:
mean (SD)
Length of stay:
mean (SD)
Length of stay:
range
Characteristics of
admitted patients:
Age: mean (SD)

47

113

24

34

24

50

17

14

38.7%

65.8%

p = 0.002

45.9%

63.6%

p = 0.281

2.0 (1.5)

2.3 (1.8)

p = 0.482

1.4 (0.6)

2.4 (1.2)

p = 0.011

7.1 (7.7)

9.5 (11.9)

p = 0.133

12.3 (14.7)

11.3 (12.4)

p = 0.781

1.0 to 27.0

1.0 to 75.0

6.4 to 18.2

0.0 to 43.0

77.0 (10.0)

76.4 (12.5)

p = 0.838

80.0 (11.4)

81.6 (4.3)

p = 0.599

% male

45.8%

60.4%

p = 0.316

59%

71%

p = 0.707

% white

83.3%

76.0%

p = 0.854

100%

100%

Not
estimable

% admissions with
principal diagnosis
of heart failure

21.3%

25.7%

p = 0.687

17%

38%

P = 0.089

Costs of care
Figure 1 shows how the total cost of patient care varied within and between each of
the four study groups. The box and whisker plot shows the medians as coloured
vertical lines, with the ‘boxes’ representing the lower and upper quartiles. The
‘whiskers’ show the minimum and maximum per patient costs for each group. In
both study sites, the median cost in the intervention group was lower than in
corresponding control group. The cost data is heavily skewed. This is usual for cost
data, because there is typically a small proportion of patients with very high costs.
The total per-patient costs are presented in Table 3. These costs include inpatient
costs and the cost of the BT intervention only. These costs do not include training
costs, which are reported separately for reasons explained below.
For both study sites, the mean costs per patient were higher in the control group
than in the intervention group. The median statistic conﬁrms this ﬁnding. Mean
diﬀerences, and their associated conﬁdence intervals, were estimated for each study
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site using boot strapping techniques. For the Bradford site, the mean patient cost was
lower in the intervention group: -£1190 (95% conﬁdence interval (CI): -£2367 to -£74).
As this conﬁdence interval does not cross zero, the diﬀerence in mean cost was
statistically signiﬁcant. If we assume that this diﬀerence was due to the intervention,
then the intervention was cost saving; however, this assumption may be invalid. In
Poole, the diﬀerence was smaller than that of Bradford and not statistically signiﬁcant,
but there was a trend towards lower per-patient costs in the intervention group
(mean diﬀerence: -£850; 95% CI: -£2381 to £665).
Figure 1: Box and Whisker Plot showing the variation in total cost per patient for each of the
four study groups

Bradford Intervention

Bradford Control

Poole Intervention

Poole Control

0

5,000

10,000

15,000

20,000

min -[ lower quartile - median - upper quartile ]- max
Total per-patient cost (£)
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Table 3: Costs by study group and study site
Bradford
Bradford
Intervention
control
N
Total cost (£)
Mean total cost
(95% CI) (£)
Inpatient total cost:
mean (95%CI)
Intervention total cost
Intervention total cost:
mean (95% CI)

Poole
Intervention

Poole
control

62

76

37

22

127,474

230,228

74,953

63,236

2056 (1339 to 2773)

3243 (2362 to
4124)

2026 (1144 to 2907)

2874 (1610 to 4139)

1338 (720 to 1955)

3243 (2362 to
4124)

1461 (654 to 2268)

2874 (1610 to 4139)

44,537

NA

20,908

NA

718 (383 to 1,054)

NA

565 (301 to 829)

NA

Training costs were estimated from ﬁgures supplied by the principal investigator and
are presented in Table 4. Costs are based only nurse and healthcare assistant time
for training course attendance, and reﬂect the full cost of healthcare professionals’
time (including oncosts and overheads etc7). The costs of providing training (trainer
time, buildings, travel costs etc) were not available. Therefore, the total cost of
£11,000 is likely to be an underestimate of the full training cost. Indicative estimates
of the training cost per patient are also reported in Table 4. These are based on the
number of study patients. If Better Together were implemented into routine care,
the training costs would be spread over many more patients and therefore the perpatient cost incurred would be likely to be much lower than this estimate. Given the
uncertainty surrounding these estimates, training costs have not been incorporated
into the main analysis of costs.
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Table 4: Training costs by study site
No nurses

No days

Hrs/day

Hrs
training a

Cost/hr b

Total cost a

11

3

6

198

26.00

3,861

9

1

6

54

13.00

702

No. study
patients

Training
cost per
patient c

37

£123.32

62

£108.82

99

£114.24

Poole

Nurses
Healthcare
Assistants

£4,563
Bradford

nurses
Healthcare
Assistants

13

3

6

234

26.00

4,563

28

1

6

168

13.00

2,184
£6,747

Both sites

Nurses
Healthcare
Assistants
TOTAL

24

3

6

432

26.00

8,424

37

1

6

222

13.00

2,886
£11,310

a

some nurses only attended half days. Estimates of total costs assume half of the nurses attended 50% of the time, and
half attended full time.
b
7
source: PSSRU Unit Costs of Health and Social Care 2007
c
These costs are highly indicative and should be interpreted with caution (see text).

Benefits of care
Ideally, a patient-centred measure (such as death in place of choice or quality of life)
would be used to assess outcomes. However, quality of life was not assessed in
either group, and data on death in preferred place of care (PPC) was available only
for the intervention group: in Bradford, 31 of 44 deaths were in PPC (70%); in Poole,
the corresponding ﬁgure was 77% (24/31). If a ‘national average’ proportion of PPC
deaths for heart failure could be identiﬁed, this could serve as a proxy for the control
group. However, attempts to identify this statistic were unsuccessful.
A summary of place of death is reported in Figure 2. In Bradford, the distribution of
deaths in the intervention group was signiﬁcantly diﬀerent from those in the
respective control groups (Fisher-Freeman-Halton exact: p < 0.0001), whereas in
Poole the diﬀerence did not quite reach statistical signiﬁcance (Fisher-FreemanHalton exact: p = 0.074). For comparative purposes, national average estimates for
place of death are presented alongside these ﬁgures.8 However, it is important to
note that the national statistics relate to death for all causes, not just for heart
failure. In addition, the distribution of these national statistics is not known.
Therefore, it is unclear whether the lower rates for hospital deaths and higher rates
of home deaths observed in the intervention groups reﬂect the eﬀect of the
intervention or whether this variation is within an expected normal range.
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Figure 2: Place of death by study group: comparison with national average statistics
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In the absence of a national estimate for preferred place of care, the number of
'hospital admissions averted' was used as a proxy outcome of value to patients. The
number of estimated averted admissions is given in Table 5. Patients were admitted
for treatment of a range of conditions, but some of these admissions are unlikely to
have been averted by the BT intervention (e.g. admissions for cancer treatment).
However, it is possible that some other admissions could have been prevented, e.g.
admissions for angina. Taking a conservative approach, the analysis of beneﬁts
included only admissions where the recorded principal diagnosis was heart failure.
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Table 5: Estimates of averted admissions for heart failure by study site
Bradford Bradford Bradford
Poole
Poole
Interventi
control
: Interventi
control
on
Int. vs.
on
ctrl
62

76

37

22

% patient admitted for heart failure

No patients

16.1%

38.2%

-22.0%

10.8%

59.1%

Actual admissions for heart failure
(1)

10

29

p = 0.042

4

13

Expected admissions for heart
failure * (2)

24

22

Averted admissions for heart failure
(2)-(1)

14

18

Poole:
Int. vs.
ctrl

-48.3%
p = 0.006

* expected admissions for the intervention group, based on the admission rate in the control group

Table 5 shows that in both study sites, rates of admission for heart failure were
lower in the intervention groups. In Bradford, the diﬀerence was 22%, and
admissions were almost 50% lower in the Poole intervention group relative to the
Poole control group. Both these diﬀerences were statistically signiﬁcant. The
estimated numbers of hospital admissions averted in the intervention groups were
14 in Bradford and 18 in Poole.
Cost-effectiveness of care
These estimates of beneﬁt allow an 'incremental cost-per-admission averted' to be
estimated. The steps used to assess the cost-eﬀectiveness of the intervention are
shown in Table 6. In Bradford, the incremental cost per admission averted was
£1,529; in Poole, the intervention saved £561 per admission averted. The ﬁgures
are based on strong assumptions and should be treated with caution. This issue is
addressed in more detail in the Discussion section (below).
Table 6: Cost-effectiveness of the BT intervention
Bradford
Intervention

Bradford
control

Poole
control

37

22

No patients (1)

62

Averted admissions for heart failure (2)

14

18

Cost / heart failure admission (3)

1,732

1,732

Cost reduction per study patient
(4) = [(3) x (2)] / (1)

-382

-836

Mean intervention cost per patient (5)
(from Table 3)

718

565

Incremental cost of the intervention per patient
(6)= (4)+(5)

337

-271

20,886

-10,025

1,529

-561

Total incremental cost
(7)= (6) x (1)
Incremental cost per admission averted (7) / (2)

76

Poole
Intervention
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Other data
Data on unmet need in the intervention groups was provided by the principal
investigator. These estimates are based on nurse and healthcare assistant audit
reports. Table 7 shows that unmet need fell over the study period, reﬂecting the
transition period for the implementation of the intervention. Identiﬁed unmet need
was considerably higher in Bradford, possibly reﬂecting the contemporary palliative
care service operating in Poole.
Table 7: Unmet need in the intervention groups, by study site
2006/07
2007/8

Total

Bradford

Unmet Visits

425

240

665

Unmet Hours

1001

1686

2687

Poole

Unmet Visits

30

15

45

Unmet Hours

212

120

332

Both sites

Unmet Visits

455

255

710

Unmet Hours

1213

1806

3019

Discussion
Summary of findings
The intervention was associated with reduced costs and increased beneﬁts.
Intervention group patients were more likely to die at home and less likely to die in
hospital than were patients in the control groups. Overall admission rates were
lower in both Bradford and Poole intervention groups compared with the control
groups, and this resulted in lower costs. In Bradford, the incremental cost per
admission averted was estimated to be £1,529; in Poole, the intervention was
estimated to save £561 per admission averted.
However, the cost-eﬀectiveness estimates are based on strong assumptions and
should be treated with caution. It is not clear that the changes in admission rates
can be attributed directly to the intervention. As the study is a non-equivalent group
design, it is possible that some, or all, of the observed beneﬁt could be due to other
factors inﬂuencing heart failure admissions, such as diﬀerences in clinical comorbidities between the groups (which could not be ruled out: see Table 1). In
addition, we cannot exclude the possibility that contemporaneous changes in the
local conﬁguration of care in addition to the BT intervention, such as the new
palliative care service introduced in Poole during the study period, could have
aﬀected admission rates. These issues are discussed in further detail below.

Limitations
There are a number of limitations to this work which mean that ﬁndings should be
interpreted with caution.
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First, the study was a non-equivalent group design with a relatively small sample
size. It is never possible to satisfactorily adjust for all potential known and unknown
inﬂuences within this type of study, which means that confounding factors in
addition to those listed below may explain the observed changes in part or in full.
Second, there was a potential problem with the selection of patients for the control
groups. Heart failure nurse specialist case loads were reviewed to identify patients
considered eligible for BT. However, only patients newly referred between
September 2004 and August 2006 were available for selection. Newly referred
patients may have longer life expectancy than average within the case load as a
whole and are more likely to have multiple admissions if follow up is adequately long
to capture admissions to death. The interval during which the number of admissions
could be assessed might be longer for control patients than for intervention patients,
thus distorting the analysis. Thus, costs in the control group would be overestimated
and so the cost-eﬀectiveness of the intervention would also be overestimated.
Third, there were changes to the conﬁguration of palliative care services in Poole
during the study period that resulted from its merge with Bournemouth PCT. This
probably had the eﬀect of increasing the rate of new referrals in Poole, and also
increasing casemix severity of the intervention group. This reduces the validity of a
simple comparison between the groups.
Fourth, the reduction in mean total costs in the intervention group (£1190 on
average in the Bradford group, £850 on average in Poole) is very unlikely to be
wholly attributable to the BT intervention. This is because the costs include lower
rates of admissions for conditions unrelated to heart failure in the intervention
group. To some extent, these diﬀerences in cost may reﬂect underlying diﬀerences
in patient co-morbidity between the groups.

Comparison with other studies
Very few economic evaluations of palliative services for heart failure patients have
been published. In a study by Inglis and colleagues, the costs and eﬀects of a nurseled, multidisciplinary, home-based intervention in older patients with chronic heart
failure were explored.9 The US randomised controlled trial recruited patients
following a short-stay admission and the intervention was compared with usual
care. The intervention comprised of a home visit shortly after discharge, by a nurse,
pharmacist, or qualiﬁed cardiac nurse. During the home visit, patients received a
physical examination, a review of their adherence to prescribed treatments and
knowledge of their condition, and an assessment of their social support system.
Factors likely to increase the immediate and longer-term probability of hospital
readmission were identiﬁed and short- and long-term management strategies were
then implemented. Patients were followed up for 10 years. Median survival in the
intervention group was almost twice that of usual care and there were fewer
deaths. The intervention was estimated to cost $1729 dollars per additional life-year
gained which compares favourably with the usual NHS willingness-to-pay thresholds
of £20,000 to £30,000 per quality-adjusted life year gained.

16
Better Together

65

Appendix 6

In the UK, several end of life care programmes have been rolled out although their
cost-eﬀectiveness does not appear to have been evaluated.8 These include the Gold
Standards Framework, Liverpool Care Pathway for the Dying Patient and the
Preferred Priorities for Care. The Liverpool Care Pathway was developed by the
specialist palliative care team at the Royal Liverpool & Broadgreen University
Hospitals NHS Trust and the Marie Curie Cancer Care Hospice in Liverpool and has
been underpinned by support from Marie Curie Cancer Care. This is currently being
adapted for use in heart failure patients.

Implications for practice and further research
Due to the limitations of the data, analysis was limited to a within-study model. In
practice, a service would operate with a deﬁned eﬃcient throughput and training
and service costs would be reduced reﬂecting economies of scale. However, the
data needed to construct an in-service model are not available.
Nonetheless, the ﬁndings in this report merit further investigation. Despite the
limitations of the study, the BT intervention shows potential for both reducing NHS
costs and delivering beneﬁts to patients. Whilst the ﬁndings are not robust enough
to support implementation of the intervention into routine care, there is a case for
undertaking a more rigorous evaluation, such as a well designed randomised trial,
to conﬁrm or refute these ﬁndings.
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