B OPEN ACCESS

Citation: Ward H, (2019) Numbers
and narratives: approaches to under-
standing patients’ experiences. XPA
& Health Com. 2

Editor: Joan Escarrabill, Hospital
Clinic, Barcelona, Espafia.

Recived: 05 de Noviembre 2019
Accepted: 13 de Noviembre 2019
Published: 1 Diciembre de 2019

Copyright: © 2019 Ward H. Este es
un articulo de acceso abierto dis-
tribuido bajo los términos de la Crea-
tive Commons Attribution License,
que permite el uso, la distribucion

y la reproduccién sin restricciones
en cualquier medio, siempre que se
acredite el autor original y la fuente.

Funding: The author has stated that
he has not received funding.

Interests: The author has stated that
there are no interests.

Acknowledgements: Thanks to the
conference organizers for the invita-
tion to speak here, to my long term
collaborator in this research, Profes-
sor Sophie Day, to colleagues in the
Imperial Patient Experience Research
Centre, and to the patients and staff
for sharing their experiences. The
work reported here was funded

by the Imperial NIHR Biomedical
Research Centre.

XPA & HEALTH COMMUNICATION

editorial

Numbers and narratives: approaches
to understanding patients experiences.*

Helen Ward, Pr

Director, Patient Experience Research Centre, School of Public Health,
Imperial College London, UK.

| decided to use the title of numbers and narratives because if you're thinking
about patient experience and feedback there are many different ways of find-
ing that. But for me, as a clinician, researcher and as a patient, | think the most
important thing is to understand, not just count. So that's going to be the theme
of my presentation.

Twenty or thirty years ago we never talked about patient experience. We cer-
tainly didn't measure it. We might have measured patient satisfaction, but not
patient experience. In the last two decades there’'s been an explosion of inter-
est in this area, so why? The social context is that it comes out of many social
movements. | started my medical career working in HIV and sexual health, and
HIV patients - certainly at the beginning of the epidemic - demanded that we
paid more attention to their needs. They were already - as gay men, as Black
Africans - mobilized and actively seeking rights, and that activism translated
over into demanding better healthcare. We also ha, and still have, the disability
rights movement which has been very important in putting patients and disa-
bled people’s rights onto our agenda. Taken together, | think there's been a shift
from paternalism, where doctors tell patients what's best for them, towards a
more partnership way of working and towards empowerment of patients. At
the same time there's been a shift, certainly in the UK and most of Europe, of
responsibility for health from state public health in particular - from the state
protecting your health - to you being personally responsible for eating better,
avoiding harmful behaviours and so on. And there's been a growth in markets in
healthcare, it's a very big business now. All of these factors have come together
to focus attention on measuring and understanding patient experience.

AKeynote lecture addressed by Professor Helen Ward during the XPA Patient Experience Congress Barcelona
held on 14th September 2017 and organized by the members of the XPA Barcelona Community of Practice
in collaboration with Eurecat and Hospital Clinic Barcelona. Program is available for consultation on this link:
http://cdn.bdigital.org/PDF/XPatient2017/Programa.pdf
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So why is it important? In 2002 Don Berwick wrote that patients’ experienc-
es should be the fundamental source of the definition of healthcare quality. It
should be all about the patients, and research has shown that patient experi-
ence measured in many different ways is associated with better adherence to
medication, self-measured health outcomes, some improvement in objective
measures of health outcomes, efficient use of healthcare resources, and a little
bit - not very good evidence - of most safe healthcare’. So if you can improve
experience these things should improve. Or is it because you improve those
things, you get better experience?

What Is Patient Experience?

So what is patient experience? It's a subjective experience of the process of
care. My scientific background is as an epidemiologist, and whenever you men-
tion to a very quantitative scientist like me the fact that something is subjective,
that's seen as a little bit of an insult. Subjectivism is not a good thing in science,
but experience is subjective and there's no point in saying “because it's subjec-
tive, it's not valid”. It is subjective. But because it's subjective, it's also different.
If I go out for a meal, | may enjoy it very much, | may have a great experience.
You may go for the same meal, the same restaurant, and yet you hate it. You
didn't enjoy the experience either because you didn't like the food, you thought
you had to wait too long, or maybe you thought it was too expensive. Neither
of us is right or wrong. We just experienced it differently and drew different
conclusions. That's the challenge we have here in understanding patient expe-
rience because it's not a thing. It's not a single thing that you can get right for
everybody because people have varying expectations and varying subjective
experiences. But you can look at some of the components that lead to having a
good or bad experience. And the ones that have been suggested are:

A. respect - people like to be treated with respect

B. good information, communication - several of these were mentioned in the
first session

physical comfort

emotional support

E. access to care - not having to wait too long for your care

o O

Can you Measure Patient Experience?

So, if you have some idea of what it is, can you measure it? There's been a huge
debate over the last 20 years about how to measure it. Before the term patient
experience was a widely used term, discussion focused on patient satisfaction:
how satisfled are you, which is a summary, purely subjective view. Questions
might be, “were you satisfied? Yes. No’, or “how satisfied were you on a scale
of 1 to 10". But that doesn't tell you very much about why, what might be go-
ing right or wrong. Between about 2000 and 2010, there was a shift towards
using much more experience-based measures which focused on the different
elements that shaped experience. Rather than simply asking about overall sat-
isfaction, specific questions were asked, such as: “how long did you have to
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wait?” “Did the nurse treat you with respect?” “Did somebody send you a fol-
low up appointment when they said they would?” These are more factual and
less subjective. That means that you can measure them, and you can compare
them. Many people liked that because it seems more familiar to science, but
to include some of the subjective part we also asked, in addition to “how long
did you wait”, “did you wait too long?” Now one person might think waiting half
an hour is too long, while someone else would be happy to wait for up to six
hours. So that started to build in an extra complexity; they are different but both
valuable ways of measurement. But more difficult to compare. Once we started
to collect more data, what we actually used most of the time - if we're honest
— were the summary measures such as, “Overall, how did you rate your care?”
That of course goes back to the issue of satisfaction. I'm going to come back
to this because | think it's a very important observation that comes from - actu-
ally there's a debate as to who first said this - but basically, what gets measured
gets done. If you measure something, you do something about it. If you can't
measure it, it's more difficult to motivate people to do something. So what we
decide to measure is what we will then focus on. It's the audit culture; if we de-
cide it's waiting times that are important and we measure them, efforts will be
put into trying to reduce them.

I'm going to give two examples from the UK which | hope will be of interest to
you.

One is the friends and family test, which is probably the biggest data collec-
tion on patient experience that there's ever been, and the second is some more
detailed work on a cancer patient experience survey that we did at a hospital
where | work.

Briefly, the policy context. In the late 1990s under Tony Blair's Labour Govern-
ment, there was a drive to improve the quality and equity of healthcare in the
National Health Service (NHS). It's a very large, publicly funded organization, it
is still mostly free at the point of use and covers almost all healthcare services.
However, the quality varies considerably between hospitals and areas. There
was a drive to try and make quality better across the board, and patient experi-
ence was defined as one of the three key elements of healthcare quality, along-
side clinical outcomes and patient safety. So patient experience was places
as a key factor alongside things like mortality and adverse events, and people
started to develop more sophisticated ways of measuring it.

The focus on patient experience was further increased in the subsequent dec-
ade by a scandal at one local hospital in Staffordshire, England; between 400
and 1200 premature deaths were attributed to poor quality care at the hospital?.
The inquiry into the deaths identified major problems of culture, including that
staff and the leadership did not listen when people said things weren't working.
One of the key recommendations of the inquiry was the need to use patient
feedback more effectively. Results and analysis, including qualitative informa-
tion, need to be made available to all stakeholders in as near real time as pos-
sible. And the aim was to improve that culture, to make people open to listening
to criticism.
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The Prime Minister at that time was David Cameron, and he announced that in
every hospital and NHS service, patients are going to be able to answer a simple
question in order to provide better feedback.

“In every hospital, patients are going to be able to answer a simple question: wheth-
er they'd want a friend or relative to be treated there in their hour of need. By making
those answers public we're going to give everyone a clear idea of where to get the
best care — and drive other hospitals to raise their game.” (David Cameron, 2012)

His justification was that this “Friends and Family Test” would produce a simple
metric that could be made available very quickly, and that the public could then
see where to get the best care and drive other hospitals to raise their game. The
measure was closely linked to the drive towards greater competition between
hospitals, which was a policy of the coalition government: increasing competi-
tion and with it a greater marketization of healthcare.

So what is this Friends and Family Test (FFT)? Everyone using an NHS service
is asked, “How likely are you to recommend us to friends and family if they
needed similar care or treatment”. The response is a from extremely unlikely to
extremely likely. Interestingly, this method comes directly from marketing and
not from any health research. In marketing this question is the foundation of the
Net Promoter Score. If you want to drive up sales of a new product, for example
a mobile phone, you need people who buy it to be so pleased with it that they
promote it to family and friends - that's how you drive up market share. The
FFT question is designed to test that. You want people who are extremely likely
to recommend it to be much more than people who are neutral or detractors.
There is also a question if you notice on the bottom of this: “what is the main
reason you feel this way?” which is just open free text.

The latest data are from two months ago, July 2017. There were 1.2 million re-
sponses in that month alone, and there have been 34 million responses since it
was first introduced. For hospital inpatients, 96% of responses are positive, i.e.
likely or very likely to recommend, and only 2% are unlikely or very unlikely to rec-
ommend. Over the years it's been collected those headline figures have hardly
changed at all from month to month or between services of similar types. So
we are collecting millions and millions of data points that we can confidently
predict will not change from one month to the next.

We analyzed 3.7 million responses from hospital patients from 2014 and 20158
The data are all publicly available. There was very little variation between hos-
pitals or overtime. Using statistical process control charts, a technique that is
used to detect spikes in relatively rare events® - we did identify a small number
of hospitals that had higher than expected numbers of those who would “not
recommend”. There were around 20 negative spikes in 500 hospitals over 2
year, so it did not seem very useful. In another analysis of one local hospital, we
found that there was variation in response rates, with some groups systemati-
cally underrepresented in this dataset. Patients under 35yrs old or over 80, and
people black and minority ethnic groups were less likely to complete the survey.
That is consistent with many similar surveys, but it is important if you're trying
to generalize from patient experience surveys.

8Unpublished data.
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We also tried to use the free text comments to see if that provided more useful
feedback. We took a sample of 800 responses from one trust and compared
the rating that people gave to the comments they left. We were surprised to
find that 28% of people who said they were unlikely to recommend, actually
gave positive comments, suggesting some misunderstanding of the question.
When we have interviewed people about patient experience, some explained
that they would never recommend anyone to go to hospital, for example for
cancer care. Others said that their friends and family don't live nearby so of
course they would not recommend.

So has this massive exercise in collecting patient feedback been useful? It
might be useful for detecting some really poor quality care, but locally the num-
bers each month by ward or by hospital are too small to compare. Despite this,
it is used in every single hospital, every ward, every clinic as a key metric for
feedback. It is often regarded by staff, particularly nurses, as a way of checking
up on them, asking them to account for minor fluctuations. It does not seem
to be encouraging staff to listen to patients, it's seen as a stick to say if you go
down slightly then you have to do something about you. So it's been introduced
as an external monitoring audit in which the score in particular hasn't been par-
ticularly useful.

The most useful bit by far are the comments but few staff have the time to
really analyze them. You can't analyze 1.2 million text comments every month
and feed them back in a meaningful way. We have been promised that natural
language processing will be able to automate this, and there is ongoing work
to explore this, but at the moment we are still waiting. It's very difficult for com-
puters to distinguish between “It was very nice that someone gave me a cup
of tea” or “it would have been nice for someone to give me a cup of tea” so it's
challenging. Briefly | will look at a manual analysis of 400 comments from an
emergency department.

Extremely
unlikely

7% Unlikely

4%

Don't know
2%

Neither/nor
4%

care
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Figure 1. Analysis of the FFT Numeric responses and comments.

The figure shows that 83% were likely or extremely likely to recommend. And
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at the top on the right is a word cloud from the comments of those who re-
sponded that they were highly likely to recommend. You can see the kind of
words: staff, service, good, care friendly, the size of the words shows their fre-
quency. In contrast, the bottom of the right side shows comments from those
who were unlikely or extremely unlikely to recommend. It very clearly shows
the challenges of the service: waiting, hours, long, time. That shows that the
qualitative feedback can be helpful. But as | said earlier, what gets measured
gets done, and my complaint about this metric approach to measuring patient
experience is that the numbers don't tell you much and they certainly don't help
you to improve care; if your score goes up and down you don't know why. So it
might be a signal but it's not helpful in terms of why. | recommend that teams
pay more attention to the comments than the scores.

My second example is a smaller study of cancer patient experience. Now if you
remember the quote at the beginning from Don Berwick was that good quality
care is about good patient experience. We worked in a cancer service which
had some of the best patient outcomes in the country, but scored really badly
on patient experience surveys. As one member of staff in the hospital com-
mented, ‘you'll have a good outcome if you survive the experience’. My research
group was asked to investigate why there was this disparity between clinical
outcomes and experience and to suggest ways to improve the latter? We car-
ried out a rapid evaluation of the cancer services in 2012-2013, using both sta-
tistical and ethnographic methods. We took the patient experience survey data
and analyzed it in detail, including comments, and also conducted observation
in the services, interviews with patients, staff, researchers, companions, etc.

First on the statistical analysis or the survey, which included around 60 ques-
tions about experience plus an overall rating of care. Although poor relative to
cancer services in other hospitals, 79% of patients rated their care positively
overall, and 6% said it was fair or poor. We explored the demographic and clini-
cal characteristics of those who rated it poorly, and also looked for internal cor-
relations between the different questions and overall experience. We found that
women were more likely to give a negative rating as were Black, Chinese and
other ethnic minority groups, people with mental health conditions. Psycho-
metric analysis showed that the question that best predicted overall rating was
“Were you able to discuss any worries or fears with staff during your visit?”. If
you said no to that question, you were far more likely to give a bad rating. This is
an indication of what people valued and what they were missing. When we first
presented these results back to managers they immediately tried to address
that problem; they tried giving staff badges with, “Do you have any worries or
fears? Talk to me”. | was horrified by that approach, To my mind the issue of
worries and fears is about relationships: people didn't feel they had a relation-
ship with a member of staff that they could confide in.

¢Unpublished data.
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Positive response rate (PRR: % of all questions answered positively)
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Figure 2. Positive item response rate by overall rating of care

One final bit of data is shown in the next figure®. We worked out a positive
item response rate for each person — what proportion of all questions were an-
swered in a positive way indicated a good experience, and then looked at how
this related to their summary rating of care as positive or negative. This chart
shows the distribution positive item response rate to those who were positive
about their care overall (in green) and negative overall (in red). It shows that for
people who rated their care as good, the number of items they were positive
about ranged from as low as 35% to 100%. And for those who had a bad overall
rating, their responses ranged from 5% to 87%. That shows that some people
scored over 80% of the individual parameters of patient experience positively,
still rated their overall experience as poor. | think this underlines the fact that an
overall experience - not just patient experience - is a subjective judgement of a
whole, not just a numeric addition of individual factors. We also did a thematic
analysis of the comments on this survey, and almost all the positive comments
were about the staff, and all the negative comments were about the system. |
think patients are very aware of the stresses the staff are working under, and
are mostly reluctant to criticize them. They say that staff are exceptional but
they are let down by the system.

Briefly, what about our more ethnographic approaches? Myself and my col-
league, an anthropologist, visited different parts of the cancer service, including
the chemotherapy unit, the outpatient department, the wards and the diagnos-
tic services. We observed, talked to and interviewed patients, carers, volunteers
and a range of staff; echoing the comments in the survey, the overwhelming
feeling we got was the staff were good but the system wasn't working: it was
underfunded, there weren't enough staff, there was too many patients. That's
why things were not working. One patient | spoke to said “it's like I'm in a play
with a cast of thousands, and the play is about me, but nobody can see me”.
She had breast cancer and a complicated clinical history, and was seeing a clini-
cal oncologist, a medical oncologist, a radiologist, a surgeon, a plastic surgeon
and an infectious disease specialist. That was just the doctors; she also de-
scribed the many different specialist nurses, therapists, pharmacists and oth-
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ers who were involved. She felt nobody had the whole picture and there was this
general concern about, “who is thinking about me when I'm not here?”. These
different people thinking about bits of me but nobody’s thinking about me. We
have heard echoed by patients in other services — they value it when they have a
relationship with at least one professional who is interested in them as a whole,
not their constituent parts and problems. That is very important when you are
living with a chronic long-term condition and that was sometimes missing.

Another thing that | was interested in is how different people would relate quali-
ty of care. And this particular man who was having chemotherapy | interviewed,
he had to have repeated chemotherapy for a chronic blood condition. “This is
a fantastic hospital. You can quote me on that”. So | do quote him on that. He
compared it to other trusts which is something other patients say when you ask
them, how likely would they be to recommend it, they will have no experience
anywhere else. And he was concerned. He thought that in other trust the staff
were rushed and didn't take time. And he said nursing is all about care taking
time and doing it well. And he insisted that | take a photograph of his cannula
that he had in the back of his hand because he thought it was very beautifully
sited and beautifully protected and neat. And for him that was a sort a sign of
the fact that the whole experience was good because people cared. That's not
the sort of thing you can get in a survey by writing a question, you know, “how
neat was your dressing?’, it's something that you have to talk to people and then
try and understand, and it doesn't mean that that becomes your priority, but it
means you talk and feed back to the nurses quite how much little - what ap-
parently little - things make a difference. So the main thing we really concluded
from this was that the system had become so complex that patients couldn't
navigate it. The nurses and others were not really given the power to navigate
it. And that patients really valued having one or more very strong relationship.

We related that in a more in-depth analysis to what is generally called personal-
ized medicine: the introduction of ever more refined biologically personalized
treatment pathways. So you have a very precise set of treatments and monitor-
ing that you have to have, based on the type of cancer, your responses, and so
on. That's great in terms of biological and it may be great in terms of outcome
but it feels very unstable to the patients because nobody knows ahead of time
which path you're going along because it's constantly changing. So we related
this, that the personalized medicine that is growing can lead to less personal-
ized care if you're not aware of it and don't put in the systems to support patients.

Concluding thoughts

So is it numbers or is it narratives? Surveys and their numbers can be useful.
But I'm not a great fan as you can probably tell, as they are generally used to rate
institutions and services using predefined categories that someone else said
are important, They don't always capture what's important to a patient. And |
think they can sometimes silence patient voices, because if you've got 95% of
people who are very happy, nobody says you've got to work on the 5%, or that
you should see whether that 95% have ideas about making services even bet-
ter. So | think you have to be wary of just taking a summary figure. Qualitative
methods such as I've described can give voice to patients, but it is difficult to
compare and to generalize. | think that improving patient experience requires
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you to have staff and patients who can work to manage improvement together
which is what the first session today was about. So whether the government
can rank or rate you is less important to me as to whether or not the staff, the
patients and the managers can work together to improve care and be given the
power to do that in a process of co-production.

| wanted to say something about staff because we talk about patient experi-
ence and one of the strongest predictors statistically of patient experience out-
comes is staff experience surveys. They're very closely aligned. If the staff are
not happy, patients won't be happy. So working on staff experience and using
them as people who can hear what's going on is a very useful way of moving
forward.

So my conclusion is first of all that patient experience isn't a thing. By measur-
ing it, | think we've started thinking there is good patient experience, and there
is bad patient experience. It's an experience, it varies. For most people, it lasts
for years and it's important that we find ways of tracking patient journeys and
not just asking at a point in time. We can measure elements, we can rate and
rank, but the title of my talk was about understanding numbers and narratives
they use in understanding patient experience. And | would strongly argue that
narratives are much better if you want to understand something, And therefore
we need mixed methods of approach and more than anything we need to foster
conversations between patients and those providing the care so that they can
work to improve patient experience together.

Thank you.
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