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ABSTRACT

Background: Patient Reported Experience Measures (PREMs) is an essential tool
for assessing the quality of chronic disease management. The optimal method for
delivering a PREMs survey however is unknown. This study reports two methods for
assessing PREMs in patients with chronic heart failure (CHF).

Methods: A bespoke online and postal survey delivered to community-based CHF
patients in Scotland.

Results: A total of 121 patients (73 postal and 48 online) completed the survey. The
online cohort were younger, had less contact with a CHF nurse, were more likely to
see a CHF doctor and seemed less satisfied with the quality of clinical services. The
postal cohort returned fewer negative comments (20 [27.4%] vs 28 [58.3%];
p<0.0001). Several recurring themes were identified.

Conclusions: There are differences in participation rates and responses between
postal and online surveys; the accuracy of the feedback gathered using these
methods is therefore difficult to determine. Clinicians should consider offering a
range of options to enable patients to reflect and ‘voice’ their opinions regarding
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clinical services.
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BACKGROUND

The optimal management of chronic diseases such as
chronic heart failure (CHF) relies on a high degree of
patient concordance with lifestyle measures, medications
and therapeutic interventions. Concordance is more
likely if patients understand their condition and have
confidence in the healthcare providers and the treatment
they are receiving. The process of asking patients to
report their views on a service seems itself to improve
satisfaction with that service and of course patient’s
views and opinions can guide service improvement and
redesign.'"” For these reasons, assessing patient-related
experiences with clinical services is crucial to good
quality chronic disease management. Furthermore,
patients’ views are increasingly being recognised as a
legitimate healthcare outcome.’*

However, participation in patient satisfaction surveys is
not uniform and is less likely in patients with poor health
status.”” Patients tend to report more positive than
negative experiences in patient surveys and reporting
bias may also exist. One method for gathering feedback
on patient experience is the Patient Reported Experience

Measures (PREMs) tool. The optimal technique for
deploying this tool is, however, unknown and likely to vary
in different clinical settings and patient groups and there
are no data to compare one technique directly with
another. However, as patients are increasingly turning to
the internet for health information,®® including more
elderly cardiac patients,' using online patient satisfaction
surveys offers the potential to gain a wider range of views
at a low cost and may offer greater anonymity than paper-
based surveys delivered by a local clinical team.

Our study aimed to measure PREMs in patients with

CHEF using two methods;a traditional paper-based postal
survey and an online survey.

METHOD
Design
We used a questionnaire-based patient satisfaction

survey and compared postal responses with a web-
based online survey.
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Participants

Two cohorts of patients with heart failure were studied.
A paper-based postal survey was sent to all active
patients in the Highland Heart Failure Service. A similar
online survey was developed using an online survey tool.
It was advertised to heart failure nursing teams across
Scotland and also by a web link on a national charity
(Chest Heart & Stroke Scotland [CHSS]) website.

Survey design

A bespoke survey was developed using a multi-step
iterative process based on previous patient satisfaction
surveys and in consultation with local patients and staff.
Data collected included patient gender, age, New York
Heart Failure Association (NYHA) classification, current
medications (from a list), time taken to travel to hospital,
patient contact with CHF nurses and specialist doctors,
patient satisfaction rating and patient satisfaction with
information given, on a scale of 0-10. These were
subsequently grouped into ratings of 0-3 (poor), 4-6
(average) and 7-10 (good).

Quantitative data collection and statistical analysis

All data including open question responses from the
postal forms were transcribed, while the online data were
automatically collated and extracted into a database.

Qualitative data collection and thematic analysis

Free text comments were transcribed and patient or
service identifiers were removed to ensure anonymity.
The comments were coded and grouped on a thematic
basis as generally positive or negative prior to a more
detailed analysis. All responses and emergent themes
were subsequently reviewed by two additional coders.

Ethical approval
The aim of this study was to employ PREMs with a view

to service evaluation; ethical approval was therefore not
deemed necessary.

RESULTS

A total of [2] patients (73 postal and 48 online)
completed a survey.

Quantitative results

The results are shown in Table |.The two cohorts were
generally well-matched, although the online cohort were
younger, had less contact with a CHF nurse, but were
more likely to see a CHF doctor (all p<0.01).They were

TABLE | Demographics

Postal Online p value
survey survey
n (%) n (%)
Number of 73 48 NA
patients
Male gender 46 (63.0) 29 (60.4) 0.773
Age years 73.0£12.2 | 60.9+13.1 <0.0001
(mean £ SD)
NYHA class
| 9(123) 5(10.4)
I 26 (35.6) 13 (27.1)
1l 27 (37.0) 24 (50.0)
v I (15.1) 6 (12.5) 0.563 (for
group)
Medications
Ace inhibitor 50 (68.5) 33 (68.8) 0.707
Beta blocker 53 (72.6) 37 (77.1) 0.581
Digoxin 25 (34.2) 10 (20.8) 0.111
Spironolactone 25 (34.2) 22 (45.8) 0.201
Eplerenone 2(2.7) 6 (12.5) 0.035
Warfarin 25 (34.2) 19 (39.6) 0.551
Aspirin 41 (56.2) 18 (37.5) 0.044
Travel time
from home to
hospital (mins)
0-30 47 (64.4) 23 (47.9)
31-60 23 (31.5) 18 (37.5)
61-120 3(4.1) 7 (14.6) 0.064 (for
group)
Contact with 71 (97.3) 32 (66.7) <0.0001
CHF nurse?
Contact with 30 (41.1) 29 (60.4) 0.038
CHF specialist
doctor?
Patient
satisfaction
rating (1-10)
0-3 (poor) 2(2.7) 6 (12.5)
4-6 (average) 8 (11.0) 14 (29.2)
7-10 (good) 63 (86.3) 28 (58.3) 0.002 (for
group)
Given adequate | 63 (86.3) 35 (72.9) 0.066
information
regarding CHF?
Positive 14 5
comments
Negative 20 28
comments

NYHA= New York Heart Association classification;
CHF= Chronic heart failure
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less likely to be prescribed digoxin but more likely to be
prescribed aldosterone antagonists. The online cohort
seemed to be less satisfied with clinical services.

Qualitative results

Compared to the online cohort, the postal cohort
returned fewer negative comments (20 [27.4%] vs 28
[58.3%]; p<0.0001) and there was a trend towards more
positive comments (14 [19.1%] vs 5 [6.8%]; p=0.195).

There were many positive comments:
‘The [heart failure nurse] service is first class’ (postal);
‘The heart failure nurse is a great help’ (online); ‘Mum
has been very well cared for, her heart nurse has been
excellent’ (postal);‘l am aware of my limitations and can
therefore manage quite well’ (postal).

However, many patients shared similar concerns. One
theme involved local access to services and transport
difficulties:
‘When attending [local hospital] transport is a
problem’ (postal); ‘Would like heart failure group
locally’(online); ‘Would like to attend heart failure
meetings. One held in [town] at times would be
accessible for me’ (postal).

There were also recurring themes about clinical staff

and services:
‘Insufficient information — seeing a registrar at [local
hospital] clinic who knew little or nothing about my
situation and who was not prepared to answer any of
my questions, does not instil confidence and tends to
negate excellence of previous appointments’(postal);
‘| find doctors/specialists do not take the time to
explain and do not follow up with appointments and
aftercare’ (online);'More access to regular appointments
with a heart failure nurse’ (online); ‘Apparent lack of
concern by health professionals, of condition, e.g. have
to ask for blood tests, BP monitoring etc. However,
seeing the same doctor in cardiology would still be
helpful’ (online).

Psychosocial issues were cited by others:

‘Concerned that this could happen again and | could
land back in hospital’ (postal); ‘Not really any
concerns only about the pacemaker and defibrillator.
Terrified of that going off again. That's all really’
(postal); ‘Depression. Would like to alleviate fear of
uncertainty’(online); ‘Apart from wondering how it
will all end’ (online); ‘Worrying about the condition
does not help’ (online).

Some patients felt that general information was lacking:
‘Would like general public having more knowledge of
how your life and your immediate family are affected
by the condition’ (postal);‘ls this how | am going to
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be for the rest of my life? (postal); ‘Not given
prognosis and reluctant to ask, but have been
assured that my condition has shown some
improvement’ (postal); ‘More frank information’
(online); ‘Would like to find a way to get rid of fluid’
(online); ‘Found out all information on my own. | no
longer live an active, normal, working life’ (online).

Physical concerns were also mentioned:

‘At age 83 | have learnt to live within the parameters
my heart condition allows, after valve surgery three
years ago. Mostly what concerns me is the lack of
stamina for any physical activity e.g. walking, mild
exercise — breathlessness etc. Weak legs’ (postal);
‘Shortness of breath when walking in the hills. | have
to stop more often than | used to’ (postal).

DISCUSSION

Our study has demonstrated that there may be
differences between postal and online survey results in
assessing PREMs, both in terms of the types of patients
who responded and their opinions of clinical services.

Assessing PREMs

Patient Reported Experience Measures can be assessed
in a variety of ways, both qualitatively and quantitatively.'
Qualitative research is usually conducted using face-to-
face interviews, paper-based, telephone or online surveys.
This is believed to be the most successful way of
accurately obtaining information related to patient
experience and allow a greater depth and flexibility of
responses compared with quantitative techniques."
However, these methods can lack credibility as they may
be susceptible to interpretation, are often difficult to
organise and are more costly to deliver. Quantitative
satisfaction scales and conceptual frameworks are
therefore often more commonly used.'*"?

Patient opinions of heart failure service

There is increasing recognition of the value of patient
satisfaction surveys, although their reliability and utility
have not yet been fully established. Our results suggest
that the online cohort were less satisfied with the
service when compared to the postal survey cohort.
This may reflect an actual difference in services when
comparing our area with the rest of Scotland but this is
unlikely, as the majority of postal surveys returned very
positive results. It is more likely that either the online
survey attracted a different cohort of patients or
patients are more willing to be critical when completing
an online survey. Internet-based patient surveys may
offer greater real (and patient perceived) anonymity and
therefore less reporting bias compared to paper-based
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postal surveys; these are often administered by the
clinicians who deliver the clinical service, arguably
compromising the anonymity of each patient’s response
and reducing the likelihood of a patient expressing his/
her true feelings towards the service for fear of being
personally identified as dissatisfied. Patients who feel
grateful to the NHS as a whole may feel obliged to
report more positive feedback on their personal
experiences. We have previously reported high
satisfaction with a CHF volunteer befriending service
using a paper-based approach and found that there was
remarkable homogeneity of feedback and very few
negative responses.'*

At this early stage in the development of PREMs, online
surveys may give clinicians and service providers more
information. The finding that the online cohort were less
satisfied is in keeping with the hypothesis that online
collection of data may be more reliable and closer to the
patient’s true experience given the acknowledged falsely
positive responses from paper-based postal surveys.
Alternatively, it is also possible that online submission
provides a more easily accessible forum for less satisfied
and more outspoken patients. For example, an annoyed
patient wishing to complain may be more likely to opt in to
an online patient satisfaction survey than a satisfied patient.

Any group response will have some degree of
heterogeneity as, for a variety of reasons, patients in the
same service will have different illness perceptions and
different experiences. Nevertheless, it is tempting to
speculate that an online approach will result in a more
honest, if critical response. The aim of a survey is to
establish the patient’s perceived experience; the ‘truth’
or reality of a situation is arguably irrelevant. There is
also debate around the appropriate response to the
critical observations of a few patients, even with more
survey data available. New systems and processes might
need to be developed to encourage responsiveness
within clinical services based on the results of PREMs.
The mechanisms and resources required to do this
remain unclear.

Health professionals themselves seem to predict greater
levels of dissatisfaction in their patients than surveys
report.” It has been well documented in the literature
that patient satisfaction surveys routinely return very
positive results, with the majority of patients reporting
high degrees of satisfaction and a reluctance to criticise
their healthcare service;' although it is possible that
poorly performing clinical services are less likely to
publish poor results of patient surveys. This issue has
called into question the reliability of patient satisfaction
surveys in general. It is likely that the validity and utility
of patient-reported experiences will be better assessed
using large sample sizes acquired over medium to long
time periods with careful assessment of the temporal
trends in data.

Assessing the validity of the patient comments was
outside the scope of this current study, but it is likely that
the negative comments are an underestimation of the
number of patients who have had a negative experience.
Nevertheless, there were many positive comments and
overall satisfaction with the clinical service was high.

Response rate

There was a much greater response rate to the postal
survey. The exact response rate for the online survey
was difficult to determine as the denominator was not
known, but it was very low, and much lower than the
authors anticipated. This was despite advertising through
the Scottish Heart Failure Nurse Network as well as
placing an advert in a prominent position on the website
of a major national heart charity.

Cost and access

Online systems for patient surveys have the potential to
reach a wider audience. Automatic collation of results
and reporting may make this method of patient survey
much more appealing in the future due to lower costs
and potentially greater access for participants.

Limitations

The two cohorts of patients had experienced clinical
services in different geographical areas. All respondents
were in Scotland, where nurse-led community-based
heart failure services are widespread; we therefore
believe that the quality of clinical services does not vary
significantly enough to make a difference in the responses.
Furthermore, the online patient survey sample size was
small, despite being featured on the CHSS website and
being advertised through clinical networks. If online
surveys are to be used effectively, then additional and
innovative ways of engaging with patients will be
required. We accept that our survey may have had
weaknesses in assessing true patient satisfaction levels.
Determining which survey method provided more
accurate results is difficult. This is an area where further
research to directly compare approaches under more
controlled study conditions might be useful.

CONCLUSIONS

Postal and online surveys have advantages and
disadvantages. The true accuracy of the results gathered
through each approach is difficult to determine.
Ultimately, our aim should be to gather as much data
from as wide a cross section of the patient population as
we can in order to enhance patient experience of clinical
services by redesigning and developing our services
based on accurate and representative feedback.
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