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Executive Summary
ES1 - Introduction and objectives


The Cancer Delivery Plan (2012) outlined the Welsh Government’s commitment that the
NHS in Wales would improve patient experience and health outcomes, and set out the
means by which these would be achieved and measured.



The first Wales Cancer Patient Experience Survey (CPES) was conducted in 2013 through a
partnership between the Welsh Government, Macmillan Cancer Support and Quality Health.
The survey was distributed to patients (n=10,945) who were undergoing treatment between
July 2012 to March 2013 in NHS Wales.



The results of the 2013 Wales CPES were published in January 2014 (Quality Health, 2014),
and reported a response rate of 69% (n=7352 patients). Overall the survey results
demonstrate a positive experience of cancer care in Wales, with 89% of patients rating their
care as excellent (58%) or very good (31%). However, there are a number of areas in the
survey where wide variation exists in patient experience, and there are also groups of
patients who report less positive experience.



At the end of the WCPES questionnaire, following the closed tick-box questions, a separate
free-text box invited patients to provide comments to three separate questions:



o

Was there anything particularly good about your NHS care?

o

Was there anything that could be improved?

o

Any other comments?

In total 4672 patients provided comments in the survey, representing 64% of those who
returned questionnaires. This study was commissioned by Macmillan Cancer Support to
analyse the content of the free-text responses. The aim was to determine the themes that
emerged from patients’ comments and the insights they provide regarding their experiences
of cancer care in Wales.

ES2 - Method
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Free-text comments were extracted from the WCPES data set as individual text files and
loaded into the NVivo qualitative data analysis software package. Comments were cleaned
by one researcher (Dr. Bracher), who read each of the free text comments and sorted (coded)

them into categories (nodes) according to whether the comments were positive, negative or
contained material that was unclassifiable or otherwise unusable (e.g. miscellaneous details).


Data were then subjected to a four-stage process of coding and analysis.
o

Stage one: semantic-level coding for areas of cancer patient experience – this
involved analysis of the semantic content of free-text responses (i.e. whether they
contained references to nursing care, surgery, chemotherapy etc. and whether
comments in relation to these areas were of a positive or negative nature). Through
this process, a coding framework was produced for sorting qualitative data on
patient experiences of cancer care.

o

Stage two: semantic-level coding for specific categories within different areas of
cancer patient experience - At stage two, comments within the stage one categories
were sorted further according to sub-categories (i.e. what specifically was ‘positive’
or ‘negative’ about the area of care or treatment, for example, patient perceptions
of information provided by nurses or the manner in which they were dealt with by
staff). Categories derived from stages one and two of coding provide the basis for
themes discussed in the main findings section (five) of this report.

o

Stage three: identification of latent themes - In addition to themes derived from the
semantic content of free-text responses, several overarching themes emerged from
analysis of similarities between the different areas identified in the data. These
emergent themes refer to aspects of cancer patient experience within the data that
cut across different phases of the cancer journey (e.g. managing uncertainty).

o

Stage 4: comparisons between closed questions and free-text responses - The
coding framework for free-text data was developed deductively from the semantic
content of the comments received. In the final stage of analysis, one researcher (Dr.
Mike Bracher) identified semantic-level themes in the free-text data that mapped to
specific closed questions in the WCPES data.

ES3 - Findings
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4672 participants provided free-text responses. Of these, 2313 respondents provided
negative comments on aspects of their care and treatment, while 3818 provided positive
comments (a ratio of 0.60 : 1). Of these, 237 negative and 1727 positive comments were
general (e.g. ‘my care was excellent’ or ‘poor care generally’) or miscellaneous, and these
are identified as NOS (not otherwise specified).
By comparison, in the closed questions
section of the WCPES survey, 58% (n = 4093) of respondents rated their cancer care as

‘excellent’, 31% (n = 2187) as ‘very good’, 8% (n = 595) as ‘good’, and 2% (n = 166) as ‘fair’,
and 1% (n = 51) as ‘poor’ (QualityHealth, 2014)1.


The findings of this report present a range of experiences from 4,672 cancer patients in
Wales which provide many examples of positive care but also areas of concern. These
comments were distributed across three main stages of the cancer journey:

ES3.1 - Diagnostic phase

1



GP - Concerns were raised by a number of participants1 (n = 154) in relation
to GP care in the pre/diagnostic phase of the cancer journey, particularly
around speed of GP reaction to presenting symptoms (n = 80 respondents).
In contrast, positive comments in relation to GP care (n = 51 respondents)
tended to be of a more general nature, but crucially almost all commented
on the speed with which their presenting symptoms had been investigated,
including referral for further investigations. These responses were often
allied with more general comments expressing feelings of satisfaction and
reassurance in terms of the overall care and treatment received during the
cancer journey, suggesting that the GP represents an important starting
point for building confidence.



Investigations and diagnostic procedures - The majority of comments
relating to investigations and diagnostic procedures at this stage were
negative (n = 288 respondents), and reflected general concerns around
waiting for investigative procedures (n = 132 respondents). A smaller sub-set
of respondents (n = 36) providing negative comments expressed concern
over the conduct of investigations (i.e. that their cancer had been missed in
earlier investigations). In terms of positive comments (n = 198 respondents),
these related almost entirely to the speed and accuracy of diagnostic
procedures, and, once again, often appeared within the context of general
comments regarding treatment across the cancer journey. These comments
suggest that waiting times for investigations may be one area for further
exploration with regard to improving care at this stage of the cancer journey.



Initial disclosure of the cancer diagnosis - Some patients described the way
that the news of cancer was delivered by staff as insensitive or dismissive
(n = 54 respondents), with little time allocated to discuss patients’ needs or
help manage their reactions. Comments indicated that patients who were
given their news alone would have liked to have brought someone with
them for support. This group also included those who had experienced
inadvertent disclosure of a cancer diagnosis, of which the patient had been
unaware hitherto. Patients reporting such experiences tended to associate

Data were missing for 260 participants.
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these events with poor communication between staff. While it is difficult to
find in the data direct parallels regarding delivery of the diagnosis in the
positive comments due to their comparative generality, a greater number of
participants (n = 194 respondents) praised the sensitivity, attentiveness and
emotional support given by staff throughout their cancer journeys, which
would appear to incorporate initial disclosure of their diagnosis.

ES3.2 - Treatment phase
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Speed of treatment and management of delays - Participant comments
indicate poor inter/intra-agency communication (n = 165 respondents) and
shortages of available beds (n = 58 respondents) as factors that have
delayed their care.
In some cases, comments in both areas reflected
perceptions of financial constraints affecting service quality. One area of
particular concern involved waiting for surgical procedures (n = 18
participants). This group includes at least three respondents who appear to
have been sent home on the appointed day of their surgical procedure due
to a lack of available beds (in one case, on multiple occasions). Within
these comments, participants have also reported difficulties in contacting
specialist staff, failure of staff to honour promises to return phone calls,
and lack of clear timescales for completion of their treatment. Conversely,
in the positive comments, clear and accurate communication (n = 75
respondents) and access to specialist staff by telephone (n = 12
respondents) often went hand-in-hand with speed of diagnosis and
treatment, with attendant expressions of confidence in the treatment and
care given.



Information and support during treatment - The opportunity to discuss and
be informed about the impact of cancer and treatment (n = 60
respondents), including likely side effects and the support that is available to
mediate them, was the subject of many patient comments. Such comments
often linked to inadequate staffing levels and perceptions of staff in this
area being overburdened, and thus not able to respond in a timely manner.
A number of participants (n = 34) identified information and support for
accessing benefits and services as an area of improvement during the
treatment phase. For those living alone in particular, the social and financial
burdens of cancer were additional stressors that exacerbated the already
considerable challenges of living with and beyond cancer. In addition, 94
respondents provided negative comments regarding a lack of emotional,
social and psychological support during the treatment phase of their
cancer journey. These comments reflected issues in dealing with issues
such as ‘isolation’ and ‘loneliness’, indicating that these needs were not

factored adequately into their care plan. Respondents also perceived a lack
of capacity on the part of staff to address these needs during treatment.
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Nursing care
o

Specialist nursing - Findings relating to specialist nursing care reflect
high levels of satisfaction with all nursing specialities (n = 92
positive respondents), with participants praising the dedication and
skill of specialist nursing staff and their responses to patients’
needs during treatment.
Where negative comments (n = 33
respondents) did arise in relation to specialist nursing, these were
almost entirely with regard to the availability and/or ability to
contact specialist nursing staff during the treatment phase of the
cancer journey. There were comparatively far fewer attributions of
negative experiences to shortcomings in staff per se, and when
specialist staff were available the value of having a central point of
contact for meeting needs during treatment (commonly through a
Key Worker or specialist nurse) was emphasised heavily in the
positive comments.
Once again, both negative and positive
comments were attended by observations of inadequate staffing
levels and/or staff commonly under pressure due to resource
constraints. These findings suggest that while care provided by
specialist nursing staff perceived to be of a high standard generally,
staffing and resource levels constitute one area for further
investigation with regard to service improvement.

o

General nursing care (not otherwise specified) - the overall weight
of comments relating to this area of nursing was positive (n = 402
respondents) and reflected what were often high levels of
satisfaction with both the practical aspects of care, and the
manner in which this was provided. The majority of negative
responses (n = 127) appear to relate to instances of poor care
within hospital in-patient wards, particularly those identified as
non-specialist. General nursing was also the area within which
concerns about staffing levels were present most strongly, and such
comments were also associated with extended waiting for pain
relief in hospital (n = 73 respondents2), as well as poor care at night
(n = 24 respondents).

This figure includes comments relating to pain relief where respondents either did or did not associate their
concerns with nursing staff (e.g. by relating to this to ‘staff’ rather than ‘nurses’).
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Specific treatments –
o

Surgery - Comments relating to surgery were to a large degree
positive (n = 393 respondents), with participants praising the speed
of surgical treatment received, and the conduct of procedures
(although there were some negative comments in each of these
areas). The majority of negative comments (n = 181 respondents)
centred upon information provision relating to surgery and access
to surgical staff for information and support. In addition, there
were a significant number of responses detailing experiences of
poor care during post-operative recovery (n = 53 respondents).
Within this group, a number of participants contrasted perceptions
of good post-operative nursing care on specialist wards, where
staff were familiar with their condition, with non-specialist wards
where problems were encountered.

o

Chemotherapy - Participant experiences of chemotherapy were in
the main positive (n = 233 respondents), and the content of
comments (especially those relating to specialist chemotherapy
nursing) reflect experiences of efficient, committed staff who very
often went to great lengths to ensure patient wellbeing during
treatment.
Respondents praised both the professionalism and
efficiency of staff during their treatment, and the sensitive and
caring manner in which they had been dealt with by staff, linking
this to reductions in stress associated with chemotherapy. The few
negative comments (n = 26 respondents) that were provided
tended to focus on lack of opportunity to discuss side effects with
staff during the initial stages of treatment, rather than the care
provided per se.

o

Radiotherapy - The majority of respondents who commented on the
care and treatment provided during radiotherapy, praised both the
conduct and the manner in which staff had treated and cared for
them (n = 191 respondents). Where negative comments (n = 67
respondents) were received, these related almost entirely to
information about and opportunities to discuss side effects of
radiotherapy.

ES3.3 - Aftercare phase
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Continuity of care and support following treatment - Following the
completion of treatment, whether chemotherapy, radiotherapy, surgery
or other treatment programmes, participants (n = 199) identified a lack

of general aftercare provision (this was also true for participants giving
otherwise positive responses). The generality of negative comments
here appears indicative of a profound gap in services after treatment
has finished. Support from specialist medical and nursing staff, as well
as emotional, social and psychological support while recovering from
cancer treatment, were unmet needs reported by many participants in
this data set. Fear of recurrence linked to a lack of clear plans as to
how the success of treatment would be confirmed, and if found to be
successful how their condition would be monitored over the longer
term, were also significant concerns. Several participants described
actual recurrence of cancer, and reported its discovery was delayed due
to failure to conduct what they considered to be appropriate follow up
investigations. Conversely, for the smaller group of respondents who
provided positive responses (n = 82 respondents) relating to aftercare,
the majority of positive comments reflected the security provided by a
clear programme of regular check-ups following completion of
treatment. Aftercare was one of the few areas of treatment where
negative responses outnumbered greatly positive ones, and it is notable
that these in some cases accompanied otherwise positive comments
praising many or all other aspects of their cancer journey.


Emotional, social, psychological and financial support after treatment For some of those moving out of the treatment phase, the sudden
disappearance of sources of support can come as a shock, bringing
emotional problems linked to uncertainty about the future and
loneliness (particularly for those living alone) as patients look to move
on with their lives. Beyond overcoming fear of recurrence, challenges
can include rebuilding social aspects of life, coming to terms with
stressors and emotional or mental health issues that may have arisen
during treatment, and addressing financial problems incurred during
treatment. This is an area in which a broad range of support services
may be necessary, and for which provision at present appears lacking
for many participants (n = 94 respondents). Just as at the start of
treatment it may be necessary to explore what needs individual
patients may face, and what services may be available to meet them, so
too might this be an appropriate step following the end of treatment.

ES4 - Key messages
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Staff should communicate with patients with compassion, courtesy and respect - Previous
research has indicated the importance of the quality of interactions between health
professionals and patients for much of the success of healthcare provision (Drew et al 2001),
and being treated with courtesy and respect is one of the most important predictors for

cancer patients’ perception of quality care (Sandoval et al 2005). Patients responding to this
survey attest to these findings by choosing to describe the impact, both positive and
negative, that interactions with staff members have had upon them. These interactions
occur across the treatment pathway, beginning in the GP surgery where patients’ concerns
should be treated seriously, to being given a diagnosis in a sensitive manner with due
concern for privacy and emotional support, and being treated with compassion and respect
by medical, nursing and allied staff during treatment and post-treatment. Treating patients
respectfully extends to keeping them informed when there are delays waiting for
appointments, administrative staff returning phone calls when promised, and nurses
ensuring as little noise at night as possible.
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Delays to diagnosis, investigations and treatment should be minimal - Any delay to
diagnosis and treatment of cancer has the potential to impact negatively on patient
outcomes (O’Rourke et al 2000). For patients who suspect they might have cancer and are
conscious of the risk of progression of the disease, delay also causes psychological distress,
which has been shown to correlate positively with the length of that delay (Risberg et al
1996). Nevertheless, despite the NICE guidelines on patients suspected of cancer (NICE
2005), delays in referrals, investigations and diagnosis continue to occur. Previous research
has found that patients are often not satisfied with the time it took for the GP to identify
their problem and for a diagnosis to be reached (Davidson et al 2005). Delays for
investigations and referral are often caused through ‘misdiagnosis’ with GPs either treating
patients symptomatically or relating symptoms to a health problem other than cancer, while
for some cancers this could also be linked to inadequate patient examination, use of
inappropriate tests or failing to follow-up negative or inconclusive test results (Macleod et al
2009). Previous studies have also found large variations in GP referral rates of patients with
suspected cancer to specialist care (O’Donnell 2000), with two-thirds of this variation
remaining unexplained (O’Sullivan 2005). Our findings from patient comments would
indicate, therefore, that some of this delay may partly be addressed by GPs more often
taking patients’ concerns seriously and acting on them swiftly.



Patients should be prepared for what they face - The need for patients to be prepared for
the potential impact of their diagnosis and treatment thus pervades the patient journey, and
includes: available treatment options and the relative advantages and disadvantages for the
individual; information concerning possible physical problems, how to manage them, when
they might resolve, what to do if they don’t; emotional and psychological issues, such as fear
of recurrence and other anxieties and how to find support should this be needed; managing
financial and other practical problems, such as returning to work and benefit applications.
Such support and guidance have previously been found to be important factors in patients’
satisfaction with their quality of care (Davidson et al 2005), it also but requires sufficient and
accessible specialist staff for its provision. Nevertheless, while there is a clear and consistent
finding that information directly from health professionals, during the consultation is the
preferred source of information for patients, there is also evidence of a recognition of the
workload of health professionals, the needs of other patients who are waiting and these
factors influence whether further information is sought or requested (Bungay & Capello,
2009; Leydon, et al., 2000; Manning & Dickens, 2007). This finding is important when

considering the utility of information provision interventions based in alternative
approaches using video, print material or interactive electronic sources. The potential role
of clinical staff in advocating for alternative sources of information, e.g. recommended
websites or referrals to information centres, may help bridge this issue. Finally, as patients
do not always want information at the same time or at the same level (Leydon et al 2000),
patient preparation should be tailored for individuals and it therefore incorporates
personalised care.


Patients should experience good continuity of care - Continuity of care has been defined as
one patient experiencing care over time as coherent and linked (Reid et al 2002), and has
become one of the key policy themes in cancer care (WG 2012; DH 2008; Freeman & Hughes
2010). Continuity of care incorporates three components: informational, management and
relational (Haggerty et al. 2003). Informational continuity links one service to another and
one healthcare event to another so that aspects of a patient’s medical condition,
preferences for treatments and the context of their illness are accounted for; management
continuity is the delivery of health care by several services in a complementary and timely
manner through shared management plans that are consistent and flexible; relational
continuity bridges past and current care while providing a link to future care, achieved
through a core of consistent staff working together with the patients on their treatment
plans (Nazarath et al 2008). Evidence indicates that greater continuity of care experienced
by patients and their families is associated with lower future needs for supportive care and
better psychological outcomes (King et al 2008; NCCDSO 2007). Thus, if patients receive
adequate preparation for what to expect with regards treatment side effects and selfmanagement strategies, and then experience good continuity of care, their post-treatment
needs may also be reduced. In the free-text comments, this was supported by frequent
references to both positive and negative experiences of care continuity across all stages of
the cancer journey. In particular, concerns exist over transitions from primary to secondary
care at the diagnostic stage, and then from secondary to primary care in the post-treatment
phase.



Key workers should facilitate holistic care planning – Factors fundamental to continuity of
care are holistic assessment and care planning and the development of a key worker role to
facilitate these processes (DH 2008; NHS Wales, 2010). Key workers, usually a clinical nurse
specialist, should be responsible for coordinating treatment and care during active
treatment to ensure good communications between the healthcare team and the patient
and their families and to act as their point of contact. Post-treatment this role should be
transferred to GPs or their practice nurses. A full holistic assessment should be undertaken
and a written plan of care developed a copy of which should be offered to the patient.
However, it appears that this is not occurring in many instances and very few patients’
comments referred to care plans or used the phrase ‘key worker’, possibly indicating these
are not terms with which they are familiar.
Many patients did refer to their clinical nurse specialist (CNS), and almost always described
them as ensuring a more positive experience of care: the main criticisms being difficulties
with accessing or contacting them. Specialist nurses play a key role in the coordination of
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care and provision of emotional support, information and supportive interventions and are
central to improving the quality of nursing care (NICE 2009; Lancet 2011). However, many
patients did describe uncoordinated and interrupted care, especially during the transition
between secondary and primary care at the end of treatment. This finding indicates that
there is still work to be done to implement and ensure consistency of care planning and
continuity of care.
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Staffing levels should be adequate - There has been much recent discussion regarding safe
staffing levels in hospitals, particularly of nursing staff (RCN 2012). Growing international
evidence indicates that lower ratios of nurses to patients are associated with both poorer
outcomes for patients and greater job dissatisfaction for nursing staff (Needleman 2002;
Aiken 2002a; 2002b; Rafferty et al 2007). It is probable that inadequate levels of staffing will
also contribute to other problems experienced by patients, such as instances of
uncoordinated care, lack of individualised care and waiting for treatment and pain control
(both significant sources of concern for patients in this study). In particular, inadequate
staffing levels were perceived as a problem at night by respondents providing free-text
comments. Accessibility of specialist nurses was also an issue.. Recent evidence shows that
care coordination and emotional support and support for the control of side-effects are
better in Trusts / Hospitals with more specialist nurses (Griffiths et al 2013). Nevertheless,
significant variations across Trusts / Hospitals remain in patient access to specialist nurses
(Trevatt & Leary 2010).



Patients should have access to adequate post treatment services - Patients often feel ‘cut
adrift’ by the health system after the period of hospital treatment and are left feeling
vulnerable and isolated (Armes et al 2009; Penny et al 2000). The transition from secondary
to primary care can also mean patients need to adapt to the changed care setting, where
they obtain prescriptions from different prescribers and sometimes find it difficult
contacting appropriate health professionals for guidance (Coleman & Berenson 2004).
Evidence indicates that approximately 30% to 50% of cancer survivors have unmet needs,
mainly for psychological support and coping with fear of recurrence (McIllmurray et al 2001;
Boberg 2003; Hodgkinson et al 2003). While unmet needs reduce for some patients in the
months following treatment, one study found that for 60% of these patients the situation
did not improve over a six month period (Armes et al 2009). Patients’ comments within the
WCPES often did not describe specific issues related to aftercare, other than to describe its
lack, which reinforces findings from previous studies.

