











4. Did the service
meet the needs

of the South Asian
patients?

Overview

Since people without English as their first
language were likely to be excluded, by
default, from completing health-related
quality of life (HRQoL) and satisfaction

with care measures, a sample of patients
and carers of South Asian origin were
interviewed to gain their views of the service
and whether it is improving their HRQoL.

We did not find any “essential” (overriding)
cultural or religious features in any of the
South Asian groups that we could identify

as underpinning their experience of heart
failure and the HFSN service. We found three
main “scenarios” resulting in qualitatively
different levels of access to HFSN services.
These varied from excellent medical and
psycho-social support in one site, to another
where support focused largely on medical
issues and drug titration, and in one extreme
case, to minimal medical support and no
direct involvement of an HFSN.



Key findings

* In general, the needs and experiences related
to heart failure, and the benefits of the HFSN
service, are similar for the minority ethnic
participants and white participants who took
part in the larger survey.

* More than gender, it seems, the
socio-economic background and “social
capital” (ie access to English and alternate
sources of information) mark internal
differences within each ethnic group.

* In general, most people found the nurses
very helpful in understanding their condition,
optimising their medication, and getting
speedy access to services they needed.
Participants felt reassured by the fact that
they could contact the nurse whenever they
needed and s/he had time to listen to their

problems and point them in the right direction.

* |t appeared that, at times, assumptions were
made by some professionals. For example,
some professionals assumed that South Asian
patients couldn’t speak English and/or would
not use the specialist heart failure nursing
service due to “cultural issues”, and hence were
not offered the services that were available to
the white patients.

® In one particular area, all of the patients
interviewed, except one, had no direct contact
with a heart failure specialist nurse until recently,
even for titration of medications and even
though three of them spoke English. They were
seen by a bilingual cardiac community nurse
who provided them with basic information and
contact with the service based in the hospital,
providing little sense of continuity or
psycho-social support, resulting in patients
feeling neglected and discriminated against.
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® Equally importantly, we found examples
of good practice suggesting that it is possible to
provide an equitable service to people of ethnic
minority backgrounds, given the commitment of
nurses and leadership within local teams.

Conclusions

It is possible to provide an equitable service to
people of ethnic minority backgrounds without
predefining their needs as special or different.

At the same time, one of the important findings
from this work suggests that even where the
resources are available, stereotypical assumptions
about ethnicity and difference can structure
services to exclude patients and carers who are
from minority ethnic groups in a manner that
leads to neglect and feelings of discrimination.

Recommendations

* More attention should be paid to training NHS
staff to help them understand and engage
with issues of providing services for people
of different ethnic and socio-economic
backgrounds.

*® Training must incorporate sharing models
of good practice and challenging assumptions
about minority ethnic groups as homogenous
communities whose needs and experiences
are predefined by religious and cultural norms.

* Care should be taken to monitor the quality
of services provided to minority ethnic and
other marginalised groups, to ensure equity
of services as envisaged in the National
Service Framework.
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5. Did the service affect the patients’

health-related quality of life? How satisfied
were they with the service?

Overview

Overall, the nurses appear to have had a significant positive impact on health-related quality
of life, and patients and carers are highly satisfied with the care they provide.

Key findings

* 10% of patients seen by nurses completed our  Figure 1: Minnesota Living with Heart Failure
survey, but the sample of 954 patients and 342 overall scores at baseline, six and 12 months.
carers exceeded our target. The demographics A lower score indicates a better HRQoL.
were similar to those patients who did not
complete the survey, but when compared 50

to the non-participants the nurses gave us
details for (297), non-participants were more
likely to be older, male and NYHA IV. Survey 49
patients were also more likely to have had
more contacts with the nurses and have fewer

48 -
co-morbidities.

Looking at other studies using the Minnesota
Living with Heart Failure (MLHF) questionnaire,
which measures the impact of heart failure

on daily living, our study patients had much 46
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Table 1: Survey patient outcomes at baseline, six months and 12 months

Baseline Month 6 Month 12
(n=954) (n=801) (n=729)

Mean (SD) Mean (SD) | Mean diff (SE)| Mean (SD) | Mean diff (SD)

Self-care behaviour 212 (80) 232(7.7) 0.98 (0.25)** 239(8.1) 163 (0.28)**
(0 - 60; 0 = better self care) o o ' ' o ' '
Minnesota Living with
Heart Failure
(0-105; 0 = fewer problems)
Overall score 488 (24.4) 459 (24.3) -2.84 (0.68)** 443 (24.2) -3.60 (0.78)**
Physical dimensions 23.2(11.3) 22.1(11.2) -1.12 (0.33)** 21.6(11.3) -1.28 (0.38)**
Emotional Dimensions 11.3(7.5) 10.9 (7.5) -0.39(0.22) 104 (7.4) -0.59 (0.24)*
SF12 Quality of Life
(0-100; 0 = poor, 50
population mean)
Physical health 280 (7.7) 286 (7.4) 0.6 (0.25)* 293 (7.3) 1.0 (0.28)**
Mental health 458 (12.6) 47.1(12.4) 1.3 (0.38)** 470 (12.5) 0.84 (0.40)*
Hospital anxiety &
depression (HAD)
(0-21; O=low)
Anxiety 9.0 (1.6) 9.0 (1.6) 0.02 (0.07) 9.0 (1.5) 0.05 (0.07)
Depression 8.0(1.7) 8.0(1.6) 0.02 (0.07) 82(1.7) 0.18 (0.07)*
Borderline cases
(HAD > 8) %
Anxiety 83.7 83.5 na 84.8 na
Depression 62.8 64.0 na 66.4% na
Confirmed cases
(HAD > 11) %
Anxiety 14.1 14.9 na 15.4%% na
Depression 53 53 na 7.8%* na
Satisfaction with service
(0-100) 100 = total satisfaction
General satisfaction na 788 (14.9) na 764 (14.9) -24(047)%*
Professional care na 82.6(14.1) na 79.7 (16.2) -2.9 (0.55)**
Depth of relationship na 78.1(17.6) na 76.6 (17.9) -1.5 (0.64)*
Perceived time na 62.1 (24.0) na 61.1(23.7) -1.0(0.94)

* significant at the 0.05 level
** significant at the 0.01 level



® Self-care scores were good at baseline and did
not improve overall. It would appear that there
were improvements in uptake of flu jab and
increased exercise, but a slight decrease in the

score on other items in the questionnaire.

* Anxiety and depression scores did not
improve.

* Patients were highly satisfied with the care
from the HFSN. But over the 12-month
follow-up, satisfaction decreased slightly. This
may be linked to discharge from the service.

Conclusions

There was significant improvement in patients’
health-related quality of life over a one-year
follow-up period and patients were very satisfied
with the care they received. An important role

of HFSN services is to provide education and
support to patients and their carers about the
condition and its management, which may need
to be done more regularly to maintain high levels
of self-care behaviours.

Recommendation

Anxiety and depression should be routinely
assessed using recognised standardised
measures. When appropriate, patients should
be referred to their GP for onward referral to
psychology services or medication.
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6. How does the caring role impact on family

carers, and is this role and their quality of life
affected by the new service?

Overview

The majority of carers are spouses and female. Carer age is about six years younger than the
patient’s age. As we know, caring can be exhausting for some carers. We assessed the physical
demands of caring, the impact caring had on the carer’s perceived role and the financial
demands of caring. We also assessed general health-related quality of life and satisfaction

with the care provided by the HFSN service.

Key findings

® Carers' physical health score at baseline was
better than that of the patients but poor
compared with population norms, and the
score did get worse over the year (Figure 2).

Carers’ SF12 mental health component score
was similar to that of the person they were
caring for.

Although improved at 12 months, physical
aspects of care giving are more difficult than
for patients with other chronic conditions.

Role alteration and financial aspects of care
giving are similar to carers for patients with
other chronic conditions.

Figure 2: Physical components of the
SF12 at baseline, six and 12 months for
carers. A higher score indicates better
physical health.

® Physical demands of caring, role alteration and
financial alteration are associated with worse
mental health components of quality of life.

Conclusions

Carers may have poor physical health which is
getting worse over time. They appear to have
found the HFSN service helpful in relieving some
of the aspects of care giving.

Recommendation

Carers’ needs should be regularly assessed
to see if they have adequate support and respite
to enable them to carry out their role.
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7. Did the service reduce all cause admissions

to hospital?

Overview

By comparing hospital episode statistics over a one-year period on all cause admissions
for patients with a diagnosis of heart failure with nurses’ data on their patients’ all cause
admissions in the same period, we have been able to model the difference in admission rates

between patients with or without an HFSN.

We also compared the admission rates in the same 12-month period when heart failure nurses
were in post, with a 12-month period prior to them being in post.

Key findings

® Heart failure nurses saw 34% of all patients
discharged with a diagnosis of heart failure in
the 12-month period.

* For those patients seen by a heart failure nurse,
the number of readmissions, on average, was
18 per 100. For those patients not seen by a
heart failure nurse, the average was 97 per 100
(Figure 3). Patients seen by heart failure nurses
were far less likely to be readmitted than the
overall heart failure population. Our analysis
indicates that this result is statistically significant,
is unlikely to have occurred by chance and is
due to the heart failure nurse service.

* The number of readmissions during this period
was 35% less than the previous 12 months.

* Patients seen by heart failure specialist nurses
were less likely to be readmitted, but when
they were they tended to be admitted for a
longer duration (11.6 nights compared to 8.6
nights before the nurses were in post). This
may reflect the fact that admissions were for
more serious events.

* Nurses reported that they were aiming to
reduce inappropriate emergency admissions
but may plan necessary admissions.

* Nurses suggest that fewer unnecessary
admissions are due to the close monitoring
of blood chemistry to avoid blood urea and
potassium imbalance, medication changes
including diuretics, and close liaison with other
members of the MDT.

* Heart failure specialist nurses have the
potential to save significant sums of monies
through reductions in readmissions. This is
estimated as £1,826 per patient seen over and
above the cost of the heart failure nurse.

Conclusions

Nurses had a significant impact on all cause
admissions to hospital for their heart failure
patients. Patients are less likely to have
unplanned admissions, but once admitted
may stay in longer This is similar to the national
average (12.7 nights) and may reflect the
planned nature of the intervention or local
policies rather than the patient needing

to be there.

Recommendation

All heart failure patients should have a
heart failure specialist nurse as part of their
management team.



Figure 3: The probability of readmission for heart failure nurse
patients compared with all patients diagnosed with heart failure.
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8. What was the impact of the service on

healthcare costs?

Overview

Establishing whether the use of heart failure specialist nurses benefits heart failure patients is
only one aspect of the overall evaluation process. Decision makers have to consider the relative
costs of providing heart failure specialist nurses, and establish whether these costs benefit the
overall use of National Health Service resources. In order to assess this aspect of the project we
assessed both the overall costs of providing the HFSN service, and then compared this with the
potential cost savings that the heart failure nurse service brings to the NHS.

Key findings

® The total cost of a nurse including salary,
overheads, management and training costs
was £35,000 per year at the time of analysis.

® Economic modelling of PCT level hospital
episode statistics data showed that patients
who were able to see an HFSN had a median
cost saving of £1,826 compared to patients
from the same PCT diagnosed with heart
failure but not seen by an HFSN. This figure
is over and above the costs of providing
the HFSN service. The median is used to
obtain an average where there is a large
variation in costs.

Table 2: Main findings.

Conclusion

Heart failure specialist nurses may have the
potential to save significant sums of money
through reductions in admissions. HFSNs in this
project were associated with a total saving to the
NHS of £8,050,834 over the year sampled.

Recommendation

As HFSNs have a potentially significant impact

on reducing healthcare costs for the heart failure
patients they see, it would seem sensible to ensure
that a greater proportion of heart failure patients
than the current 34% are seen by an HFSN.

Average reduction in heart failure admissions 43%
Average reduction in all cause admissions 35%
Average length of stay 11.6 nights
Average proportion of patients in the PCT discharged with coding of 349
heart failure seen by HFSNs ’
Average estimated saving per patient £1,826
Estimated saving to a PCT if nurse sees 100 patients per year over and

£182,600
above cost of salary
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...nurses

HFSN 6: "/ seem to be getting the patients passed

to me that are definitely struggling to get to clinics,
definitely struggling to manage their heart failure,
definitely the neglected population. . . | sometimes
think if lwasn't there, where would they go to? I think
deep down | know the answer would be, they would
go to their GPs and the GP would admit them. So
suppose | am making a difference.”

HFSN 59: "When they've been told that they've got
heart failure, they just think, well that's the end; they
just almost go home desperate. And then suddenly

[an HFSN] comes along and we're looking at treatment
and everything. We don't give them false hope
obviously, but it's just giving them the support. .. you've
taken the time to explain things and that's what they're
really appreciative about. Just having somebody go
through things in simple terms explaining what's
happened and how you're going to treat it and then of
course it pays off because they're more compliant with
the medication because they understand why they're
taking it and how it'’s working."

HFSN 5: "/ feel what | can give is slightly more than
what the cardiologist can give and that's time. And

| believe that these patients need a lot of time to
explain, voice their concerns, because obviously it is
a debilitating life threatening illness and | think these
patients need a lot of psychological support.”

HFSN 4: "He has been a revolving door type patient
where he’s been in hospital all the time, and this is the
first time he’s actually been picked up and followed

up at home. | went through his medication with him
and he was complaining of cold hands and feet and |
said, | think you're on a beta-blocker medication, let’s
look through your medication and he said, 'm noton a
beta-blocker my doctor said | wasn't. And when | went
through his pills he was on a beta-blocker. We went
through life style modifications, he was drinking things
like lots of Bovril and stuff and just little things like that
and his wife was quite happy. And he was like, Pet will
you call again? | said | would leave him a few weeks
and then call him but said contact us if you need to.

He was really pleased.”

...cardiologists

Lead cardiologist 30: "So, / think they do that
[uptitration] really well and that’s a very important
thing because most of the evidence for saving people’s
lives and improving quality of life is about the drugs.
And then, the second thing that they do for me, which
doctors don't do, is spend time just talking about the
pathology, you know, “this is what it means” and
things about life; driving, sexual intercourse, all of the
other stuff that might be affected — that doctors just
tend not to have time for and not want to, you know,
they’re not going to go there."

Lead cardiologist 39: "They've improved the care
across the board. We get patients now who have
much better access to evidence based care for heart
failure. | mean, the guidelines are very important
because they have improved patients’ access to, you
know, not only appropriate therapies particularly
beta-blockers and ace-inhibitors, but all the therapies
really. So, I think, we would be lost without them

at this stage."



...patients

(taken from letters of support for HFSNs)

Wife of heart failure patient 1: "[Nurse name]
was an absolute lifeline for us both, providing
support, advice and practical assistance on many
occasions. | am sure she helped us far above

and beyond what you would expect of her as

an employee. [Nurse name’s] career is clearly her
vocation and we are privileged to have benefitted
from her expertise. Although dealing with such
serious illness, she had a wonderful sense of humour
and could always bring a smile to [patient’s] face."

Patient 2: '/ am also very thankful for the support
I have received from the BHF HFSN [nurse name].
On several occasions I felt it would be necessary to
be readmitted to hospital, but with her knowledge
and support, | was able to overcome the immediate
problems at home. Her professional guidance
immediately gave me confidence that the reactions
I was experiencing were from some of the drugs
prescribed which could have that effect. This backup
was invaluable to my recovery and | am pleased to
be able to benefit from her continued support by
attending her clinic at [hospital name]."

Patient 3: "/ feel as though sometimes there’s
somebody there to help me and if | need them I've just
got to make a telephone call and somebody will be
there, ifit's not [nurse namel it will be somebodly else.
The heart failure nurses they explain to you things
better and they get to know what your symptoms are,
how you feel, because they see you quite a lot when
you first start going there and then it eases off but they
know how you feel."

Wife of heart failure patient 4: "She is a heart
nurse and she treats him and she asks him about
everything. She checks all the medicines and, if
required, she increases or decreases his dose. She looks
after him well and we are happy with her."
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Ten key points you need to
know about setting up heart
failure nurse services as part
of the multi-professional heart
failure team:

0 Clinical and management leadership and involvement are crucial
both in primary and secondary care. A multi-professional steering
group is essential for developing agreed referral protocols and
patient pathways. These should include evidence based drug
therapies, systems of communication with “Out of hours services”
and clarifying the nurse’s role to avoid inappropriate referrals.

Nurses benefit from having access to secretarial support and
ongoing training. Cover for sickness, annual or study leave
should be considered. There needs to be adequate budgeting,
to include the cost of mobile phones, travel, databases, office
space and equipment.

No “one size fits all” model of service exists. Services should
be tailored to meet the specific needs of particular health-care
environments and patients. An integrated patient pathway
with the provision of home visits, community clinics or
hospital clinics according to patient needs, will increase
access for both stable and unstable patients to the service.
The use of interactive methods to monitor patients should
also be considered.

Due to variations in geographical area, age of patients, numbers
of co-morbidities and severity of heart failure, no ideal “caseload”
can be recommended. Nurses report that an active caseload of
50 is a safe number to have when doing home visits. Nurse-led
clinics enable more patients to be seen.

A policy on when to discharge stable patients to primary care
helps reduce nurses’ caseloads allowing more high risk patients
to be seen, with referral back to the HFSN service if the patients’
condition deteriorates.

6 Education and training should be provided for all staff involved
in the management of stable patients, and those at end of life,
in the community and nursing homes. These staff can then
regularly reinforce self-care strategies and monitor stable
patients discharged from HFSNs, or assist in the palliation of
symptoms at end of life.

0 There must be good communication between the HFSNs and
health and social services within primary and secondary care.
Patients with suspected heart failure in the community should
have an early accurate and definitive diagnosis. In some areas
this may be at a rapid access heart failure clinic. Patients with
heart failure can then be started on appropriate medications
and added to the heart failure register.

@ There are core elements that need to be considered when
setting up a heart failure nurse service. A good model is where
a cardiologist, or physician with a heart failure subspecialty,
work with the hospital-based and community HFSNs and the
MDT. These staff would develop a care plan for inpatients
and then discharge to the community HFSNs for follow-up
and review, or to outpatient clinics as appropriate. This
co-ordinated approach would avoid fragmented care.

@ Good practice such as direct access to consultants by mobile
phone, weekly meetings to discuss cases, direct admissions
and intravenous diuretics in the community can improve
patient outcomes.

@ There needs to be a pathway in place to enable patients to
have a palliative approach if they remain symptomatic, despite
maximum tolerated therapy, at end of life, and for the safe
cessation of unnecessary medication and implantable devices.
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