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Background

Results

This report describes patient insight research with the

The patient insight research shows that the breast

breast diagnostic unit at St James’s University

unit delivers a service that most patients believe is

Hospital. The research was commissioned by NHS

excellent and so the challenge is how to change the

Leeds West Clinical Commissioning Group (CCG) on

service so that it can meet current and future demand

behalf of Leeds Integrated Cancer Services as part of

while retaining what patients value. The results are

the review of breast diagnostic services. The review

presented in five sections describing different stages

aims to develop and deliver an integrated,

of the pathway.

coordinated and personalised service, providing highquality care that meets patients’ needs and has the

Noticing and acting upon symptoms

capacity to meet projected increased demands in the

Participants discussed many emotions that finding

future. By re-designing the service with patients and

symptoms could elicit, most ranging from anxiety to

clinical staff the review provides an opportunity to

absolute dread and panic. Finding a lump or some

develop a service that could be radically different to

other symptom is something participants fear

the current offering while ensuring continuing high

happening, yet at the same time they don’t really

standards of clinical care.

believe it will happen to them. Women from the
Gypsy and Traveller community have a particular

We took a mixed-methods approach to the research,

fear of cancer and are likely to be especially

with the main focus being qualitative, based on

apprehensive. Finding symptoms can therefore be a

activities during focus groups. This enabled us to

very frightening experience which can make people

develop insight into people’s experiences of using the

feel very alone. In contrast, some participants talked

service, their beliefs about how their experience

about feeling embarrassed at the idea of going to

could be improved, and ideas for how an innovative

their GP in case their symptoms were normal or if

new service could operate. These results were used

they couldn’t find the lump when they tried to show

as a basis for patient interviews conducted in clinic,

their GP. They worried about wasting their doctor’s

and a survey, which was distributed to people who

time. Some talked about their busy lives making it

had used the service. In this way we combined in-

difficult to find the time to act on concerns.

depth insight into people’s experience with feedback
on new possible service design and delivery ideas
generated by a larger number of patients.
Thirteen focus groups were conducted across five
different events, involving a total of 87 women.

I was scared to death. I thought about
it without telling anybody for two
weeks then I went to the doctors. I
just couldn’t talk to anybody.

Participants including women of different ages,
ethnicities, communities and geographic areas, those
who had used the cancer diagnostic service and
future patients with no experience of the service.
Interviews in the breast clinic were conducted with 13
women. Qualitative data were analysed using
theoretical thematic analysis. The survey was
distributed online and in paper format in the clinic and

I work and my initial thing was - I haven’t
got time for this, I’m too busy… I put it off
and didn’t tell anybody and then I forgot
because I was so busy.

via GPs. It attracted 401 responses.
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Visiting the GP

Participants differed in their preference for where the

Currently, patients access the service by GP referral.

breast unit should be located. Those who had been

Some thought that a visit to the family doctor is

diagnosed with breast cancer were pleased that they

reassuring, as they know you, your family and your

had been to the Leeds Cancer Centre, whereas

medical history. However, some highlighted how it is

those who did not have cancer were more likely to

becoming increasingly unusual to have a family

talk about a hospital setting as inconvenient and

doctor as most practices are large and many use

unnecessarily worrying. Most participants wanted the

locum GPs. While patients who had been diagnosed

clinic to be located in an area with good transport

with cancer appreciated the continuity of care this

links and free parking. They want it to have extended

provided, most participants (including 69% of survey

opening hours, particularly into the evening.

respondents) would like to access the breast clinic
directly. Some participants had experienced
difficulties in obtaining a GP appointment and had felt
frustrated at this delay. Some communities are less
likely to be registered with a GP and so a GP referral
system makes it difficult for them to access the breast
unit.

It’s important to have my GP taking
charge of the referral. Someone who
knows the system and can stop you
falling through the gaps is important
throughout.

Going to the GP has mainly
administrative value. It’s so they have it
in your records.

It’s worrying that it is in the hospital.
You think you have cancer.
Hospital’s for sick people. You think
“Why are they sending me there?
I’ve got cancer.”

It feels silly talking about it now, and I
know it’s small, but I was really
concerned about car parking and getting
a ticket. This made me anxious while I
was waiting for my tests.

Participants talked about the things that they would
like to know before coming to the unit. This included
what to wear, where to park, how long to park for,
what would happen when they arrived, to bring a
book and something to eat, and that there would be a
wait in between having tests. Some participants

Accessing the clinic
Participants talked about feeling nervous while they
waited for their clinic appointment but they were not
unduly frightened over this period. Participants
believed that it is important for individuals to be able
to choose an appointment, rather than have one
allocated. There was a lot of support for a walk-in
clinic without the need for an appointment.

suggested a Leeds Breast Unit website with
information on what would happen during their visit
and about what the possible outcomes might be.
Video would be useful so that they could see the
clinic and its staff and would help them feel better
prepared. Participants with experience of the breast
unit described receiving an information leaflet that
gave them some advice about what might happen
and how long they might be in the clinic. However,
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many felt unprepared for what they found there, both

Participants also wanted an area in which they could

in terms of how they felt, and the practicalities

make a hot drink or buy something to eat. Another

involved.

suggestion was an area or room where you could go
into to talk to your relatives and tell them the results.
A zone for quiet reflection, or “headspace” was also

It would be reassuring to know what to
expect, do you need to take anything?
How long will you be waiting for? What
happens in the clinic? What to do while
you are waiting? How long do you wait
for the results?

suggested. Women who have cancer don’t like the
way they are “labelled” by sitting in a different area of
the clinic.

You need a mix of private spaces,
relaxed areas, and areas where you
can watch films or play games.

Visiting the breast unit
Participants described the unit as a very busy clinical
environment that is noisy and confusing and they
would like some changes to make it feel more
relaxed. Suggestions included having volunteers to
orient people when they arrive and make sure they
feel confident and have not been forgotten.

When encouraged to consider more innovative ideas,
some suggested they would like a nail bar and a hair
stylist on site, so they could use the time spent at the
unit to indulge themselves, especially when they may
not get the time to do this in their everyday lives.
Some suggested facilities such as a café and a mini
supermarket. Some suggested having exercise

You’re too scared to go to the toilet in
case they call you while you’re away.

facilities, such as exercise bikes in one of the zones.
Participants suggested including a healthy living
service where people could access advice and
interventions to help promote a healthy lifestyle and
to help them with concurrent health concerns, such
as menopausal symptoms, exercise and diet, and

Feeling that you might have been
forgotten about because you’ve been
waiting a long time is an issue.
Someone to keep you informed like a
buddy or your named nurse would help
with this.

mental health.
The biggest cause of negative experiences is lack of
communication, especially about how long people will
be waiting, how the clinic is organised, and believing
that staff lack empathy. It is particularly important that
radiographers are sensitive to the difficulties that
patients with disabilities or limited mobility have.

Participants suggested having different zones within
the clinic, with a different focus in each zone. One
might be an area in which people are encouraged to
talk to one another. Volunteer “buddies” could sit
here and get people talking. One could be a quiet
zone for reading, one for watching television and
another might provide desks and wifi for working.

Results and afterwards
The wait between having tests and getting the results
is full of anxiety. At present most patients return to
the clinic to receive their results, although a new
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telephone results service is being piloted. While

2. The clinic should have appointments

returning to clinic should mean that women receive

available to book as well as walk-in slots and

their results face-to-face, many said they knew they

there should be evening clinics.

had cancer when a non-uniformed nurse called them
for their appointment. Women wanted to be able to

3. Any direct-access system would need to

choose how they receive their results and this may

make women feel confident that they are in

include face-to-face, by telephone, by letter, or via

control and clear about what to do if they

the internet.

don’t hear anything from the breast unit
following their visit.

That week not knowing is the
worst week of your life. (E1)

4. A specialist nurse-led information service
could act as a first contact point for women
so that they could ask questions about
whether they need to go to the breast unit.

Participants described how, if they anticipate or hear
they have cancer, they cannot take any information in
when they see the doctor – they feel too shocked to
hear or comprehend what they are being told. There
could be benefits, therefore, of patients finding out
their diagnosis before attending for their consultation
with a doctor. They would then be in a better position
to ask questions and to have a conversation with a
doctor about their cancer and their treatment options.
Patients who were not diagnosed with cancer wanted
clarity about how any symptoms, especially painful
ones, would be addressed. All patients wanted
information about what to do in the future should the
same symptoms recur.

The service would need to offer extended
opening hours.

Accessing the clinic
5. Enable women to book their own
appointment and to phone the clinic if they
have any special needs for their visit or any
queries.
6. Develop patient information about what to
expect at the clinic. A breast unit webpage
would be useful, including a video of the
clinic, the staff you might meet, and the tests
you might have. Alternative formats would
need to be available for patients who do not
have easy access to the internet.

Conclusions
Our patient insight research gives rise to the following
recommendations around what a patient-centred
service would look like. We have grouped them into

7. Consider locating the breast unit – in its
entirety – away from the hospital to an area
with good transport links and plentiful, free
parking.

the different stages of the diagnostic pathway.

Visiting the breast unit
Noticing and acting upon symptoms
1. Consider enabling direct access to the breast
diagnostic clinic rather than requiring patients
to access the breast clinic through their GP.

8. Ensure staff are aware of the importance of
keeping people informed about any delays
and are aware of how to deal sensitively with
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people who have difficulties getting in the

Many would appreciate being able to talk to

positions required for the mammogram.

somebody about diet, exercise, the
menopause, or to have a medicines review.

9. Consider implementing a programme in
which volunteers orient patients when they

Results and afterwards

arrive, explain how the unit operates and the
options available to them (e.g. leaving a
mobile number so you can leave the unit).
This guide would “look out for” patients and
reassure them that they have not been
forgotten if they have been waiting a long
time.
10. Introduce a system to enable patients to see
where in the queue they are, and so enable
them to relax until their name is towards the
top. This would also enable patients to leave
the clinic for a while if they wished to.
11. Consider providing a more relaxed waiting
area, for example having different areas for
reading, for talking to other people, for
working, for contemplation (e.g. having a bit
of quiet time to think about things or to
recover composure after receiving bad
news). Explore whether it is possible to
provide wifi for visitors in the clinic.
12. The breast unit could form part of a healthy
living hub, in which different clinics operate in
a centre that offers a range of healthy living
activities, workshops and health promotion
advice clinics. Having a health scare can be
a galvanising time in which people are more
motivated to make changes to their lifestyle.

13. The wait between having tests and getting
the results is full of anxiety and reducing this
wait would have the biggest impact on
improving the patient experience.
14. Consider allowing patients to choose how
they receive their results, including face-toface, telephone, text, email and online. One
possibility is that women get a text, letter or
email to tell them when their results are
ready. They can then choose how to access
them. If they choose to phone they can make
sure they are in a safe place with the support
they want available to them, e.g. they can
phone from home rather than from work.
15. Many women need advice on how to tell their
family they have cancer.
16. Women who do not have cancer but
nevertheless have symptoms, especially
painful ones, need to know what will happen
next. Women who do not have cancer want
to know more about what they should do
about any future symptoms. Some would
prefer getting their results from a nurse so
they feel they have more opportunity to ask
questions, as they are aware that the doctors
don’t have much time.
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