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OESOPHAGEAL CANCER:
THE CHALLENGE
“I think there is a bit
of nihilism about
oesophageal cancer…
we see the progress,
but we need to
inform others that the
progress is there.”
Dr Elizabeth Smyth, Cambridge
University Hospitals NHS Foundation
Trust

Despite being designated by
the Less Survivable Cancers
Taskforce1 and Cancer Research
UK as one of their four “cancers
with substantial unmet need”,2
oesophageal cancer has
traditionally been overlooked and
underprioritised within key national
policy frameworks.
In 2016, oesophageal cancer
was the seventh most common
cause of death in the UK3 and
out of the 20 most common
cancers in England and Wales,
ten-year survival rates are third
lowest overall at 12% for men and
13% for women (2010-2011).4
Reflective of this, and other high
mortality cancers, the Taskforce
have set the goal of doubling the
survivability of six types of cancer
by 2029 – including oesophageal
– which together make up over
half of all deaths from cancer.1
However, for this target to be met,
change is needed in several key
areas and this is particularly true
for oesophageal cancer.
The first step to bringing about
change is to understand what
current barriers to improving
patient outcomes exist, by
understanding the issues that
are facing both patients and
healthcare professionals. It is
key that this takes into account a
whole patient approach, covering

issues around prevention, earlier
diagnosis, effective treatment and
access to such treatment.
The cancer, much more common
in older people (41% of new cases
are diagnosed in patients over the
age of 75)5 is commonly caused
by preventable factors, including
a diet that is high in salt and low
in fresh fruit and vegetables,
smoking, obesity, and other
medical conditions.6 Additionally,
according to England-wide data
for 2006-2010, the cancer occurs
nearly 60% more often in men
living in deprived areas.7
Oesophageal cancer is an
aggressive condition with high
mortality rates. It has very high
levels of diagnosis at late stages,
with approximately a fifth of
cases being diagnosed through
emergency services.8 In fact,
70-80% of patients are diagnosed
at either stage III or IV of the
disease,9 by which point the
disease is often too established for
curative treatment.10 Accordingly,
mortality rates have risen by over
44% since the 1970s.11 There has
however, been some progress,
with Cancer Research UK
estimating that mortality rates from
oesophageal cancer have fallen by
around 8% in the last decade.11

“It is a challenging cancer to diagnose and
treat. It is a cancer of unmet need, because the
outcomes, in terms of survival, are poor and
haven’t changed that much over the last five,
ten years.”
Professor Tom Crosby, (Chair), National Cancer Clinical Director for Wales
4
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Late stage diagnosis is often
linked with lack of early stage
symptom awareness, such as
heartburn, before the development
of weight loss, difficulty
swallowing, feeling full after eating
small amounts, anaemia and
vomiting.12
Moreover, following diagnosis, the
patient pathway is very complex
and prolonged due to the range
of professionals involved in the
management of the condition,
including surgeons, endoscopists
and palliative care specialists.13
This complexity is exacerbated
by the complex diagnostic tests
and treatments that cover a
range of specialities including
medical, surgical, oncological
and palliative.14 Treatment of
the condition requires wideranging procedures and extensive
medication, increasing the volume
of patients at fewer centres which,
coupled with poor prognosis
rates,15 can make the pathway
intimidating for patients.
At present, surgery is one of the
few curative treatment options
available for a patient, often in
combination with chemotherapy
or chemoradiotherapy.16 However,
patients need to be healthy
enough to be eligible for surgery.
Oesophageal cancer can also
result in significant and wideranging impacts on a patient’s
quality of life due to the long-term
effects of both the disease and
the treatment.17 These impacts
can range from issues with eating
and swallowing, to problems with
speech, cachexia and fatigue17,18,
to the severe side effects of the
toxicity of treatments19 − all of
which can have devastating
impacts on patients’ quality of life.

There is also an issue with lack
of effectiveness of treatment
options in oesophageal cancer,
with oesophageal considered one
of the hardest forms of cancer to
treat.20 Systemic treatments such
as chemotherapy are unlikely to
cure oesophageal cancer and as
mentioned above, usually need
to be used in conjunction with
surgery, which commonly leads
to side effects such as low blood
pressure, myelosuppression,21
infection risk and fatigue,22 as
well as lung complications
including pneumonia.23 Beyond
this, the broad classification of
oesophageal cancer treats the
disease as a single entity, when
in reality the majority of cases are
adenocarcinoma or squamous cell
carcinoma, which are each quite
distinct in terms of risk factors
and treatment sensitivities, further
complicating patient’s experience.

to discuss some of the current
challenges facing patients and
health professionals across the
oesophageal cancer pathway.
A full list of expert roundtable
contributors is included as an
appendix to the report. This report,
and roundtable, was initiated,
organised and produced by BristolMyers Squibb, with the discussion
chaired by Professor Tom Crosby,
Medical Director, National Cancer
Clinical Director for Wales.

The roundtable therefore provided
a forum to discuss systemic
issues around patient experience
and quality of life, as well as
challenges in diagnosis and
treatment, with the core objective
being to facilitate discussion
between key experts working in
the oesophago-gastric field to
gain their perspectives on the
solutions required to improve
patient outcomes and experience.
It encouraged open discussions
on the current barriers in patient
care and looked to identify
solutions and recommendations to
overcome these.
The content and recommendations
outlined in this report are based
on discussions held during a
roundtable focusing on improving
outcomes for oesophageal cancer
patients. The meeting brought
together a broad range of experts
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RECOMMENDATIONS
1. Diagnostic services are fragile
and precarious, with a fifth of
patients in England diagnosed
through emergency services,24
but are critical in improving
patient outcomes.
——A significant increase
in diagnostic capacity
is required in order to
introduce a standardised
patient pathway. This can
only be achieved through
recruitment and training of
radiologists, pathologists and
histopathologists, improved
diagnostic infrastructure (such
as scanners and endoscopy
facilities) and developing more
streamlined diagnostic and
treatment pathways.
——Early diagnosis must be
prioritised. This will require
raising awareness of the
disease and a shift to primary
care-based tests as well as
endoscopy and pathology
services.
2. Dyspepsia and heartburn
should not be ignored and
can mask symptoms of
oesophageal cancer.25
——A targeted health campaign
could reach out to those
most at risk of the disease.
Evaluation regarding the
methodology and outcomes
for such awareness
campaigns are very important.
Restrictions/healthcare advice
warnings should be placed
on the sale of proton-pump
inhibitors (PPIs).
6

3. Patient pathways are disjointed
and variable, dictated by
regional specialties and
access to treatments, leading
to substantial regional and
demographic variation in
survival.26
——Standardising the pathway
would improve access to
consistent, holistic needs
support and give patient
access to care plans, including
nutritional support, that can
make patients fitter and better
able to tolerate treatment. All
patients should have access to
high-quality treatments and an
appropriate standard of care.
4. New, effective treatments
are emerging, but patients’
ability to access them varies
regionally or based on patients
with a particular need.27
——There is a need for a more
cohesive system, where
patients are able to access
treatments and specialists
based on what their condition
warrants and what could
benefit them.
5. The hospital referral system
does not take into account the
variety of patients presenting
with oesophageal cancer or the
different types of oesophageal
cancer.28
——Patients are not riskstratified effectively, hospital
appointments are not allocated
efficiently. Patients should be
triaged as soon as possible

to more accurately reflect the
differing needs of patients.
6.The uniform way of measuring
success and successful
outcomes is through survival,
which is not appropriate for all
patients.29
——Other outcomes should be
prioritised alongside survival.
Treatments have high toxicities
and can seriously impact
patients’ quality of life posttreatment. Patients must be
stratified post-treatment if
effectiveness of treatments is
to be properly assessed.
7. The current links between
primary and secondary care
can be disordered. Inconsistent
referral advice and referral
management schemes from
NICE can lead to varying
referral patterns, and can
damage the quality of the
referral process.30
——Nurse-led cancer care is
important to support patients’
holistic needs as well as their
physical needs. Increasing
access to nurse-led care
would provide consistency
for patients and reduce the
risks of patients receiving
inaccurate information from
external sources. GPs need
to be kept informed on what
treatments their patients are
receiving so that they can
modify the care they provide
accordingly.

OPENING
REMARKS
Professor Tom Crosby opened the
meeting by outlining the rationale
for the session taking place. He
identified three main areas of
difficulty with the treatment of
oesophageal cancer. These were
defined as:

8.It is vitally important to
raise awareness amongst
oncologists that just because
a cancer is not curable, that
does not mean that it is not
treatable.40
——Education, engagement and
awareness-raising efforts
could improve knowledge
amongst oncologists and
standardise treatment
practices.
9. Research needs to be more
precise and refined, and
unwarranted variation needs
to be eliminated.41
——Research funding needs
to be refocused to target
cancers with the highest
mortality rates, not those
with the highest incidence.
There is a need to diversify
the range of clinical trials
available for patients, so
treatments’ effectiveness
can be more accurately
gleaned in the real
world and provide more
equitable access to high
quality interventional and
observational research.
There is also a need
to develop Real World
Evidence (RWE) to drive
improvements in the
management of this disease.

Professor Tom Crosby, (Chair),
National Cancer Clinical Director
for Wales

Quality of life: Professor Crosby
highlighted that quality of life
not only diminishes as a result
of the disease itself, but also as
a consequence of the current
treatment options available.32 He
noted that this was transcendent
across treatment options, whether
endoscopic, surgical, radioscopic
or chemotherapy, all of which are
highly invasive and disruptive to
patients’ lives.

Diagnosis: With oesophageal cancer symptoms not easily identifiable
and often symptomatic of a more benign condition,25 the Chair
highlighted concerns around the ability to diagnose the cancer early.
Professor Crosby added that this in turn makes it challenging to treat
the condition due to the disease progression at the point a definitive
diagnosis is made. Therefore, raising awareness and screening
uptake, supporting primary care and growing diagnostic capacity
are crucial to improving survival by ensuring access to optimal
treatments.24
Treatment: Professor Crosby acknowledged the inherent problems
associated with modern treatments for oesophageal cancer. Beyond
the toxicity of treatment options, he noted anecdotally that less than
50% of patients are cured, less than 50% of patients respond to
systemic therapies and that under half of patients are able to control
the disease via radiotherapy.
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PATIENT EXPERIENCE AND QUALITY OF LIFE FOR
PEOPLE LIVING WITH OESOPHAGEAL CANCER

The stark reality of the
challenge
Mimi McCord, Chairman, Trustee and Director of
Heartburn Cancer UK, opened the discussion by sharing
two patient case studies to articulate the often-poor patient
experience and quality of life for people diagnosed with
oesophageal cancer. Whilst distinct case studies, both
highlight a number of themes that can be attributed to the
cancer, particularly when diagnosed at late stage.
Ms McCord’s case studies made clear that the diagnosis
of patients was not handled appropriately. They highlighted
that at the time of diagnosis, patients can appear and
feel in good health, thus exaggerating the impact of the
negative news. Furthermore, Ms McCord recounted from
one case study that a patient was told to cancel future

plans as treatment would soon become the central focus
of their life.
It was made clear that the shock is compounded by a
tendency to source further information on the condition
through the internet which often references the low
five-year survival rates associated with the disease.4 Ms
McCord highlighted the danger to patients of receiving
information from such a source, which may not be
accurate or relevant to their case. This is also evident
during the patient transition from primary to secondary and
specialist care, where the value of continuity of care can
be highly valued by patients, even if it is underestimated by
healthcare organisations. Responding to such concerns,
Venetia Wynter-Blyth (Upper GI Cancer Nurse Specialist)
advocated the importance of ensuring patients are
assigned an individual Clinical Nurse Specialist (CNS)

CASE STUDY ONE
In 2002, Michael visited a locum doctor complaining of food sticking in the throat after starting to swallow, giving
him hiccups, though his complaints were dismissed as only heartburn. He regularly suffered with heartburn
and self-medicated, taking antacids “like smarties”. Michael later went to his usual GP, who referred him to a
gastroenterologist, as well as sending him for x-rays as his breathing was becoming laboured. He was told they
expected he had a case of pneumonia. The gastroenterologist arranged for an immediate endoscopy, giving three
possible reasons for food sticking the least likely of which was cancer, as he was too young at the age of 47.
Michael was informed bluntly of his diagnosis in three words. “It is cancer”. Mimi emphasised the shock and dread
that accompanied the unexpected diagnosis, as well as the looming fear of the unknown.
During the endoscopy biopsies were taken which returned inconclusive results, necessitating him to undergo the
invasive procedure twice. Scans showed that the disease had spread throughout his body. By this point he was in
excruciating pain, which was challenging to manage both in a hospital and home setting.
On treatment, Michael was administered chemotherapy for two weeks, before needing to have this stopped due to
the severity of its side effects on his quality of life, such as irrevocable damage to his blood cell count, which forced
him to undergo repeated blood transfusions. Michael experienced terrible side effects and co-morbidities, resulting
from both the disease and the treatment. These included developing thrush, causing further eating problems, and
blood clots, which ultimately caused a stroke five days before his death. The impact of treatment and the disease
on Michael reached such depths, that he asked Mimi to end his life.
The burden of Michael’s illness did not just fall on his shoulders, but also on those of his wife who, by necessity,
became responsible for much of his care with little training, limited disease awareness and lacking adequate
support.
Exactly nine weeks after his diagnosis, Michael died. He left behind a wife and two children, all of whom had
their lives irrevocably changed by his diagnosis, treatment and death. Mimi firmly believes that if disease
awareness had been better, the journey and experience for Michael and his family would have been very
different and his death prevented.
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CASE STUDY TWO
John was a fit, healthy man who had run over 50 marathons, ate a healthy diet, never smoked and rarely drank.
All of which meant that when he was diagnosed with oesophageal cancer in late 2015 via an uncomfortable
endoscopy following initial misdiagnosis as an ulcer, it came as a terrifying shock.
Following diagnosis, John searched the internet for his condition, and was immediately struck by its low survival
rates. This didn’t correlate to his outward physical health; he felt fine and continued to run and exercise regularly.
The uncertainty was the worst immediate problem for John, and the lack of clarity on what his future would hold.
After beginning chemotherapy, John was struck by the severity of the side effects, which he found more extreme
than the effects of the disease. The side effects were different each time, but included lethargy, cold extremities
and nausea. The most striking side effect for John was his difficulty with eating. John then had an oesophagectomy
and his cancer spread to his mouth, preventing him from opening it properly. This combination made John keeping
himself fed challenging, causing weight loss and impacting other aspects of his physical and mental health.
John’s treatment journey was difficult, with numerous types of treatments tried at different stages. The repeated
renewal of hope followed by subsequent disappointment was damaging to John’s mental health as was the
constant anxiety of not knowing what course of treatment would be around the corner.
John sadly passed away in 2018. Before he passed away, John listed the three things he found most challenging in
his experience of oesophageal cancer:
1.

The continual uncertainty of being presented with hope, only for it to then fade away which is incredibly
mentally draining.

2.

The physical impact of treatments, which accumulate over time and put pressure on mental wellbeing as well
as creating physical barriers.

3.

The impact of the disease on personal relationships, the physical and mental symptoms damaging
communication.

to reduce this impact, as this can provide patients with
a familiar contact who can offer them reliable, accurate
advice as well as humanising their experience of health
services across the whole of the patient pathway.34

What could be improved?
Dr Ruth Corbally (GP Lead and Facilitator for Powys
for the MacMillan Primary Care Cancer Framework)
advocated the need for a broader holistic evaluation
of patients upon diagnosis, which was agreed by
attendees. It was suggested that a thorough evaluation
including psychological, economic and other social and
medical considerations could be undertaken in order to
ensure patients received all of the support they required
to maintain a reasonable quality of life, although the
additional time constraints that this would place on

healthcare professionals (HCPs) were noted, particularly
in the context of workforce shortages, which as of 2018
totalled over 100,000 staff across the NHS. 35
Amongst patients diagnosed with oesophageal cancer,
Alan Moss, Chairman of Action Against Heartburn, noted
the frustration that patients experience at the point of
diagnosis from being informed about the lack of curative
treatment options available. This is exacerbated especially
among cancer patients who have misunderstandings
around the intentions of treatment and their overall
progress.36 This frustration is by no means exclusive to
patients, and affects healthcare professionals as well,
potentially affecting the treatment plans patients are given.
Mr Moss noted that just 39% of patients are given curative
treatment plans, meaning that the majority of patients end
up in palliative care.37

9

He suggested that this can also raise the issue of patients
then being moved down a care pathway, either curative or
palliative, which can leave a section of patients in ‘a grey area’
who cannot be appropriately transferred down either pathway
and therefore do not receive the correct treatment. This is
exacerbated by the lack of clearcut boundaries between
curative and palliative care.38 He noted the different impacts
that treatment can have on patients, with some experiencing
incredibly severe side effects and others less so, meaning
that patients may not be being triaged effectively into a
treatment programme that could benefit them.
Mr Moss clarified that in order to improve the average
experience of patients, diagnosis techniques need to be
improved. If patients are able to be identified earlier, prior
to their cancer becoming too large or spreading, then their
chances of successful treatment also improve,39 helping to
reduce anxiety and the mental strain on patients as well as
generally improving patient’s chances of survival.

“He was in excruciating pain, and
there was nobody there.”
Mimi McCord, Founder Trustee, Heartburn Cancer UK

As a consequent of late stage diagnosis, Ms McCord made
clear how quickly a patient’s quality of life can reduce.
In her initial case study, her late husband Michael, Ms
McCord highlighted that in the short period of time (nine
weeks) between his diagnosis and death, the metastatic
disease in his lungs, liver and spine had a significant
impact on his quality of life. In this period, he had a stroke,
blood clots and thrush in his mouth. Consequently, this
resulted in a number of extended hospital stays, with
Mike’s return home only sanctioned when his pain had
stabilised and he no longer needed intravenous therapy.
Pain management was presented as a key aspect of
both patient case studies, as was the dramatic impact of
chemotherapy on patient experience. A consensus emerged
that targeted treatments, such as immunotherapies, could
potentially reduce these adverse side effects and improve
patients’ quality of life. However, patients are not always
eligible for these treatments, for example patients who suffer
from an autoimmune disease are typically disqualified from
immunotherapy clinical trials.40
The issue of proton pump inhibitors (PPIs) was a recurrent
theme throughout the discussion. Ms McCord strongly
advocated the risk presented by PPIs and felt that if she
was aware that recurrent heartburn can be a symptom of
cancer, she would have urged her husband to get a medical
assessment more quickly. Other attendees agreed, with Mr
Moss and Professor Russell Petty (Professor of Medical
Oncology) concluding that the lack of awareness around
heartburn constituted a public health issue, one which
Professor Petty felt the state needed to take action on.
10

Raising awareness
Attendees discussed whether it would be an effective
awareness raising programme to legislate in order to
ensure PPI’s packaging hosted advertising which made
consumers aware of the potential link to oesophageal
cancer, similar to the advertising linking cigarettes to lung
cancer. A broad consensus emerged that this would be
a positive development. This could be enacted under
Public Health England’s (PHE) ‘Making Every Contact
Count’ campaign, in which PHE attempt to encourage
behavioural change by affecting the day-to-day interactions
that organisations and people have, with the aim of
encouraging positive effects on the health and wellbeing of
people and communities.41
It was noted that the challenge with raising awareness of
oesophageal cancer is reaching the patient population,
which can be unresponsive to awareness campaigns.
The typical patient profile would be white, over-50 and
male.42 Professor Crosby noted the problem that arises
from the symptomatic response of oesophageal cancer
patients to heartburn medication; repeated treatment of
reflux symptoms with PPI’s can mask the initial symptoms
of oesophago-gastric cancers,43 discouraging patients from
further investigation and delaying diagnosis. He noted that
as most cases of heartburn are suggestive of more benign
conditions, such as gastro-oesophageal reflux disease,44
encouraging patients to seek medical assistance prior
to trying PPIs would put primary care services under
unnecessary pressure, and could prove unmanageable
for doctors, hence why PPIs are available to purchase
over-the-counter. The problem arises when patients’ selfmedication continues beyond a short period of time, at
which point it becomes increasingly likely that patients are
treating a more severe condition. NHS advice suggests
seeing a GP if heartburn persists on most days for three
weeks or more.45
Ms McCord acknowledged that minimising this strain
on primary care services was necessary but stated
that the public needed to be made aware of the risks of
repeatedly taking PPI’s and informed that they could be
masking the symptoms of a far more serious condition.
Attendees broadly concurred, though there is limited
evidence that awareness-raising campaigns are always
effective. For example, PHE’s ‘Be Clear on Cancer’ Bowel
Cancer Awareness campaign, did not ultimately result
in a significant increase in the number of bowel cancers
diagnosed associated with the campaign.46

“If I had known that heartburn
could kill him, I would have done
something about it.”
Mimi McCord, Founder Trustee, Heartburn Cancer UK

CHALLENGES IN EARLIER OESOPHAGEAL
CANCER INTERVENTION: HOW CAN NEW
TECHNOLOGIES AND TREATMENTS BE USED
TO IMPROVE PATIENT OUTCOMES?

This section of the discussion was due to be introduced and led by Professor Rebecca Fitzgerald,
Professor of Cancer Prevention at the University of Cambridge, however due to illness she was
unable to attend. Instead it was led by Chair Professor Crosby with Professor Fitzgerald’s notes used
to guide the discussion.

What technology and techniques are we using at the
moment?
Professor Crosby initiated the discussion by noting the issues with existing diagnosis techniques,
particularly highlighting the relative invasiveness caused to patients by endoscopies,47 as well as the
high costs associated with them.48 Attendees noted the lack of a clear correlating factor associated
with occurrence of oesophageal cancer and while lifestyle factors such as drinking alcohol, smoking
and eating unhealthy diets do seem to aggravate the risk of contracting oesophageal cancer, it does
not have a direct causal link like other cancers do,49 for example the correlation between smoking and
lung cancer.50
Building on this discussion, Professor Crosby noted that current endoscopy referral patterns can vary
greatly, which can affect patient outcomes from oesophageal cancer, particularly considering the
rapid increase in capacity pressure regarding endoscopies.51 The establishment of clearer guidelines
for endoscopy referral could help to resolve this concern, though Professor Crosby acknowledged
both the cost implication and the high return of negative endoscopy results that would be associated
with higher referral rates. Current NICE Quality Standards52 do not advocate the routine use of
endoscopies for patients with Barrett’s oesophagus and Ms McCord queried whether this was
appropriate. Consensus was that there is relatively low correlation between Barrett’s oesophagus
and oesophageal cancer53 and changing this advice could substantially increase the pressure on
endoscopic service teams.

Implementing new diagnostic practice and
technology
This discussion prompted conversation on the need for more effective triaging of patients in
oesophageal cancer, based on the costs and discomfort of additional testing. Professor Fitzgerald’s
notes promoted the need to implement more targeted checks on a less widespread basis, for example
by implementing specialised diagnostic tests such as Transnasal endoscopies, breath or blood tests,
or the Cytosponge,54 though she noted that some of these technologies were still developmental and
not ready to be taken up across the NHS. Professor Mukherjee explained the recent Best3 study54
for Cytosponge, which was primary care specific and tested over 3000 patients who were over 50
years old and had been prescribed PPI’s for over 6 months. The test revealed that Cytosponge had a
relatively high sensitivity, potentially demonstrating its potential as a screening tool at the primary care
stage for patients. The ability to triage patients effectively at primary care could dramatically improve
the rates of patients diagnosed at earlier stages of the disease, as well as reducing the need for
invasive, painful endoscopies.
Due to the short time-scales involved in oesophageal cancer, the discussion centred around uptake
of more effective diagnostic technologies at primary care facilities, though Dr Corbally noted the time
constraints that GPs are under given rises in demand,55 as well as the high diagnostic thresholds
that must be achieved for medical devices to be used to investigate possible cancer diagnoses.
However, considering the increase in staff and equipment that an increase in diagnostic activity would
necessitate,51 new technologies may be a necessary step to improve early diagnosis rates.
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Dr Corbally also noted the variation in standards and
expectations on whether primary care health professionals
should refer patients frequently or not. Current NICE
Quality Standards do not advocate the referral for
endoscopy of patients with Barrett’s Oesophagus for
example,52 though following the introduction of the Bowel
Screening Programme in 2005, GPs were encouraged
to refer a greater proportion of patients, leading to a
marked increase in the number of colonoscopies and
flexible sigmoidoscopies.51 She queried whether changing
advice from NICE could discourage GPs from knowing
whether to refer patients or not. Other attendees concurred
and agreed that the existing NICE referral summaries
are not clear enough, and that they could benefit from
being more explicit and useable. Mr Moss noted the
importance of heartburn as a symptom of oesophageal
cancer and suggested that primary care professionals
could benefit from further training on this connection.
However, he acknowledged that GPs already absorbed a
large burden of the work on diagnosing patients as part
of their ‘gatekeeper’ role and recognised that it may not
be appropriate for GPs to refer all patients suffering from
heartburn on to a specialist due to the strain on secondary
services.

The need for a multispecialism approach to
address variation

Ms Wynter-Blyth moved the discussion towards the
patients right to be involved in the decision-making process
following referral. She noted anecdotally that many patients
who are referred under the two-week wait system are not
aware that they are on this referral pathway and are being
assessed for cancer, leading to patients not being aware of
their cancer risk prior to diagnosis. Professor Petty agreed,
concurring that patients would benefit from increased
assistance navigating the complex patient pathway,
and more knowledge to assist them in this. Dr Corbally
noted the advice of MacMillan Cancer Support, in the
MacMillan Rapid Referral Guidelines which recommend
urgent referral for endoscopy within 2 weeks for suspected
oesophageal cancer for patients presenting with dysphagia
(at any age) or if aged 55 or over with weight loss
and upper abdominal pain, reflux, or dyspepsia. The
MacMillan Cancer Quality Toolkit for General Practice
encourages discussion and communication with patients
and their families when they are referred on suspected
cancer pathways. MacMillan’s research later found that
71% of patients were very satisfied with the opportunity to
discuss their cancer and the state of their health.58 Rather
than just acting as a warning, discussing with patients
that they are being referred through an urgent suspected
cancer pathway can prepare them for further discussions
and additional investigations that may be required, as
well as emphasising the importance of attending the
appointments.

Ms Wynter-Blyth also raised the disparity in availability of
Clinical Nurse Specialists (CNSs) at hospitals, which can
result in patients being unsupported through the pathway.
She built on comments made during Ms McCords case
studies regarding patients sourcing information online as
evidence of the need for a CNS to be present at the time of
diagnosis. This would enable patients to be provided with
credible information at the time of diagnosis and pointed
towards further information from accredited sources.
Attendees agreed that frontloading this support resulted
in a proactive rather than a reactive role for CNS’, which
can be beneficial for patients who may be disoriented
and frightened following diagnosis.61 It was felt that the
role for CNS’ was extremely important and should not
be deprioritised as the NHS faces continuing funding
challenges.
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Regarding the relatively poor diagnosis rates of
oesophageal cancer, Professor Rob Goldin (Professor
of Liver & GI Pathology) highlighted the major role that
pathology plays in the diagnosis and treatment of cancer,59
as well as the increasing demand on the services, in
terms of volume and complexity.60 He suggested that
the establishment of a centralised review process by
histopathologists, where a centralised group of specialists
were sent samples of high-risk patients’ biopsies, could
improve diagnosis rates. He also proposed that the
establishment of such a process could reduce the time
taken to diagnose oesophageal cancer by streamlining the
complex patient pathway, and accordingly improve patient
outcomes. Attendees agreed that patients should be given
a CT scan while awaiting histopathology or biopsy results,
again to expediate the process and streamline the process
of diagnosis. Clarity on diagnosis would also help the
patient navigate the pathway as well as allowing healthcare
professionals to provide more accurate advice.

Dr Corbally noted that an important part of the success of
the development of the National Optimal Pathway would be
the role of key workers, particularly CNSs. A patient having
access to a keyworker provides them with a single focal
point for their interactions with the health care systems,
which is reassuring. CNSs can also provide patients
with consistent access to holistic needs assessments,
key workers (such as oesophago-gastric dieticians), and
ensure patients have access to recovery plans that provide
them with support throughout their journey.

Ms Wynter-Blyth described her personal experience with
patients, wherein patients who came to her centre had
not been provided with an appropriate support network or
information base. This meant that initial consultation with
their CNSs necessitated a 20-minute debrief to discuss the
patient pathway with them and ensure that they were on
the correct pathway.
Krishna Moorthy (Upper GI Consultant Surgeon)
highlighted the variance in quality of care, and attendees
agreed that a consistent format needed to emerge which
could standardise care pathways, though this needed to
be balanced against the rapid uptake of new innovations
as they emerged. Attendees also agreed that patient
access and treatment from a specialist oesopho-gastric
dietitian was very important to outcomes, and that diet was
frequently cited as one of the factors oesophageal cancer
patients struggled most with.
Professor Mukherjee noted the variance in the patient
pathway. This variability exists across the pathway, from
where diagnosis occurs; to how patients are referred;
to how staging investigations take place and how long
it takes for these to be undertaken. Professor Crosby
concurred, and highlighted his work on the ‘Single Cancer
Pathway’,62 which attempts to standardise the pathway for
all patients from the point of diagnosis in Wales. Attendees
acknowledged the importance of ensuring innovation and
some tailored variation is still incorporated in this, to enable
patients’ holistic needs to be addressed, but attendees did
not feel that a standardised pathway would interfere with
delivering this type of care. Professor Crosby highlighted
the National Optimal Pathways that have been created
for other types of cancers, including colorectal 63 and
prostate cancers,64 and stated that an Optimal Pathway
is being developed for oesophageal cancer, which could
help to remove clinical variation for patients. He called
on stakeholders to ensure that they participated in the
development of the pathway and to provide constructive
feedback, to ensure patients are properly supported and
treated throughout the patient pathway.
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TREATING OESOPHAGEAL CANCER

This section of the discussion was introduced by
Professor Russell Petty, Professor of Medical Oncology at
Dundee University, who began by providing an overview
of the treatment landscape and existing challenges in the
treatment of oesophageal cancer.

and instead was a result of the relative complexity
of classification of carcinomas involving the gastrooesophageal junction.68 Attendees agreed that the
treatment standard, where curative options are so limited,
needed to be improved more broadly across the UK.

What treatments are being
used currently? Are they
effective?

Building on this discussion, the toxicity of current
treatments was raised as the crucial factor that makes
the treatment of oesophageal cancer patients so difficult.
Professor Petty highlighted the small proportion of
patients that are eligible for second-line or third-line
treatments due to their deteriorating health condition and
explained that this made it very difficult to treat patients.
As evidence for potential second- or third- line treatments
is hard to come by and inadequately summarised, it can
be difficult to inform decision-making in clinical practice.
Highlighting this, the 2018 National Oesophago-Gastric
Cancer Audit found that 39% of oesophago-gastric
patients were given curative treatment plans, but only
21% submitted a curative surgery record,37 suggesting
a large proportion of patients originally scheduled for
surgery had ‘dropped off’, due to complicating factors
such as the implications of treatment regimens on patient
health.

On treating oesophageal cancer, the importance of
histology and correct identification of the location
and sub-type of cancer (squamous cell carcinoma
or adenocarcinoma) was identified, with attendees
highlighting that treatment options can be significantly
held back by lack of information on the biological makeup
of cancers. Different types of cancers have diverse
histological types and clinicopathological features,65
which can impact the efficacy of treatments. Attendees,
particularly histopathologist Professor Rob Goldin,
concurred, agreeing that the current methods of analysis
of oesophageal cancer undertaken prior to treatment
are unsatisfactory and could be damaging to patient
outcomes. A consensus emerged on the unsatisfactory
efficacy of standard biopsies, which take individual point
samples and can therefore fail to capture heterogeneity
which could impact on the effectiveness of treatment.66
Accordingly, it was agreed that molecular biology is
still an area in which considerable progress is required
in order for effective treatments to be developed for
oesophageal cancer, particularly considering the differing
biologies of the cancer types.65 To highlight this, the
differing etiologies of adenocarcinomas and squamous
cell cancers were noted, as well as the differing factors
associated with their development. The fact that the
different types of oesophageal cancer are essentially
separate diseases inflicting the same organ has not been
properly reflected in treatment regimes in the UK.67
Professor Petty went on to explain that if it can be
diagnosed early enough, effective treatment options do
exist for oesophageal cancer, however some treatment
options have not advanced at equal rates to others.
He added that the most common form of modern
chemotherapy used for treating oesophageal cancer is
very similar to that used in 2002. This was not an issue
that was replicated across other cancer indications,
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“Toxicity is a major concern
with these types of treatments
[chemotherapy and radiotherapy]…
and significantly limits the options
available and outcomes for many of
our ‘real world’ patients across the
UK.”
Professor Russell Petty, Professor of Medical Oncology,
Dundee University

What problems exist with
treating oesophageal cancer
patients?
Attendees noted that the limited number of patients
eligible for second or third-line treatments coupled with
the rapid progression and poor prognosis of the disease
makes developing new treatment options difficult.70
Professor Petty stated that while patient responses to
new treatments, such as immunotherapies, were often
more robust than reactions to traditional chemotherapies,
it was difficult to measure this response meaningfully, as
patients are frequently unable to continue the treatment
for the amount of time (around two months) which it
takes to record a meaningful response, due to the rapid
progression of the disease – especially in second line
and beyond setting. However, Professor Petty clarified
that technological developments, including improvements
to the genomic landscape and biomarkers,71 the
advent of new tools such as liquid biopsies72 and the
development of sophisticated studies, as well as the
increasing incidence, are all helping to build a better
biological understanding of the disease.67 This could lead
to an increased role for new treatment types including
immunotherapies, and predictive biomarkers to make
treatment selection more precise as it aims to create
a better data set from which efficacy can be more
accurately assessed.
Attendees, particularly Professor Mukherjee, explained
that the toxicity of treatments combined with poor patient
outcomes and the quick progression of oesophageal
cancer also plagues the advancement of clinical
research, as proving the effectiveness of new treatments
can be time-consuming and expensive,73 and patients
under review in trials’ survival rates are often too poor1 to
demonstrate clinical responsiveness to testing. This lack
of documented outcomes meant that no consensus had
emerged on the optimal treatments or treatment pathway
for oesophageal cancer patients, leading to a regional
disparity in treatment options, carrying over to clinical
outcomes. Participants agreed that ad-hoc decisionmaking on patients next steps based on a quick clinical
assessment is a result of sub-standard pre-operative
treatment or assessment. Mr Moorthy suggested that a
more effective way of creating a consensus on treatment

options would be a risk-stratification system of patients
based on their response to pre-operative treatment.
The approach to how treatments are offered to patients
can be reliant on local expertise, or on guidance from
regional multi-disciplinary teams (MDTs), removing the
element of patient choice from the treatment regime. This
variance is amplified by clinicians’ lack of consensus on
what treatment options are the most effective, as well
as which are the most suitable in which cases. This is
reflected in the variation in treatments employed around
the UK, as well as in the resultant patient outcomes, and
is demonstrated in the 2018 Oesophago-Gastric Clinical
Audit,37 which showed variation in care for oesophageal
cancer across England and Wales, for example through
the choice of palliative modality. Local variance can have
a drastic impact on which treatments patients receive,
and how they respond to them, but lack of clinical
consensus can equally drive divergence in standards.
The lack of consensus on treatment in the UK could
be explained by a workforce which is not aware of the
benefits of alternative practices, or properly equipped to
offer or deliver it.
Mr Moorthy highlighted that surgical outcomes have
improved quite dramatically in recent years, particularly
due to initiatives like the World Health Organisation’s
Surgical Safety Checklist,74 which Mr Moorthy assisted
in underpinning the research for. While Mr Moorthy
acknowledged that there was still scope for improvement,
he felt that the field of surgery deserved more credit
than it got in the treatment of oesophageal cancer. This
feeling was shared across the group, and it was felt that
the imagery of surgery needed improving, which could
potentially result in more patients being operated on when
appropriate for them.
Another treatment issue that was highlighted by the
group was the high local recurrence rates associated
with oesophageal cancer75 which is often associated
with unpleasant and hard to control symptoms. This
problem is universal following surgical, chemotherapy and
radiotherapy treatments, and is exacerbated by the lack
of targeted treatments that exist in oesophageal cancer.
This local recurrence is most pronounced in patients
who have been treated with chemoradiotherapy,80 which
Professor Petty estimated had around a 60-70% local
recurrence rate. The lack of targeted treatment options
for recurrent cancers was a particular concern for the
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attendees, due to the toxicity of treatments, which is
amplified by the inability to target these treatments at
particular areas of concern and the high recurrence rates,
particularly among patients whose cancers are HER2
negative.76 Accordingly, attendees felt that there was a
great demand for more effective adjuvant treatments to
complement other treatments and reduce the currently
unmanageable recurrence rates.
Another factor that was raised for consideration was
the potential separation of patients based on age. On
average in the UK between 2013 and 2015, over 40%
of new cases of oesophageal cancer occurred in people
aged 75 and over.42 Elderly patients require different
types of treatments to younger patients, and attendees
felt that developing separate treatment standards
accordingly would improve patient outcomes. Professor
Petty reflected that this type of stratification could also
be welcomed in research, where there is a lack of
diversity in trial subjects, particularly regarding age,
leading to a deficiency in knowledge of how treatment
options will affect sub-sections of patients. Professor
Crosby highlighted the Oelixir project,76 an ongoing
effort to establish a genetic catalogue of patients in
order to assess the most effective methods of treatment
for individual patients, creating a form of personalised
medicine.

“Co-morbidities are massive with this
disease, and the ability to be able to
tolerate the treatments.”
Professor Tom Crosby, (Chair),
National Cancer Clinical Director for Wales

How can we improve the way
we treat patients?
On moving forward with patient stratification, Mr Moorthy
suggested that the development of an increased
role for neoadjuvant chemotherapy could be used
to assess patient’s suitability for surgery and more
strenuous treatments. Attendees felt that patients
were being misclassified according to their perceived
ability to tolerate aggressive treatments such as 3 drug
chemotherapies, based on subjective ad hoc decision
making by health care professionals. This is mirrored
in other cancers, such as colon cancer where a study
showed that around 40% of patients in their 70s did not
receive adjuvant therapy after therapy78 Increasing the
role of neoadjuvant treatment could more accurately
stratify patients for prospective treatments, as well as
building an evidence base for how patients should be
treated, eventually leading to a consensus and minimising
variation in treatment options provided.
The provision of palliative care was a factor which
attendees felt limited patients access to the most effective
treatment regimes for them. This resulted from the same
issue as above; misclassification of patients based
on individual decision-making by HCPs rather than a
coherent unified system existing for patient stratification.
Within palliative care, Professor Petty anecdotally noted
that around one third of patients receive chemotherapy,
around a third receive supportive care only, and
the remaining third were split fairly evenly between
radiotherapy and endoscopic treatment. However, as
with other aspects of treatment, this was largely variable.
Professor Petty estimated that across the country, the
number of patients in palliative care receiving only
supportive treatment, as opposed to anything more
robust, differed by as much as twofold. Attendees
concurred that for patients being treated in palliative
care, survival rates were generally fairly poor, with most
patients with advanced cancer surviving between 3 to 12
months following diagnosis16 and only around 15-20% of
patients considered ‘exceptional responders’, surviving
over 2 years. However, patients would only achieve
this standard of progress if treated effectively, leading
to questions being raised over why so much variance
existed in the way patients were being treated and
whether this damaged patient outcomes.
Regardless of what stage in the patient pathway patients
were at, Dr Corbally emphasised the value of improving
communication between healthcare professionals
working in different sectors. This included those working
in secondary and tertiary care ensuring that GPs were
kept informed on patients’ treatment regimens so that
they could manage patients appropriately. The lack
of communication between HCPs working in different
sectors is exacerbated by the level of cross-discipline
work involved in the management of oesophageal
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cancer.13 Encouraging HCPs to communicate effectively
with each other and primary care specialists could prove
an important way of improving patient’s standard of care
and outcomes.
Professor Crosby also highlighted the level of crossdiscipline work that is involved in the treatment
of oesophageal cancer, including primary care
professionals, surgeons, oncologists, histopathologists,
clinical nurse specialists and others, and observed that
there was limited dialogue through medical professionals
involved in oesophageal cancer, both between different
clinical specialists and geographic areas, which hindered
the spread of best practice. Accordingly, Professor
Crosby suggested the potential usefulness of establishing
an oesophageal cancer mixed clinician service group,
where best practice would be shared in the treatment of
oesophageal cancer patients. Mr Moorthy highlighted that
such a group existed among surgeons, wherein fourteen
centres of upper GI surgical specialists meet, usually
annually, to discuss how to improve patient outcomes.
The attendees agreed that the formation of a multidisciplinary clinical service group would be an effective
way to share learnings in the treatment of oesophageal
cancer, and accordingly to develop an effective bestpractice pathway.
The attendees also agreed that one of the major issues
in improving treatment options and patient outcomes in
oesophageal cancer is the association of the indication
with a non-vocal patient population, the predominant
patient population being aged over-50, white, and male.42

“What I’ve realised is, everyone does
something well, but nobody does
everything well”
Krishna Moorthy, Upper GI Consultant Surgeon,
Imperial College Healthcare
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RECOMMENDATIONS
Professor Crosby brought the discussion to an end by running through some of the key themes and
recommendations that had emerged:
1. Public health interventions
are necessary to improve
prevention of oesophageal
cancer
——Public health campaigns
targeting weight loss, smoking,
alcohol and improving exercise
are necessary to prevent
oesophageal cancer and to
ensure patients are fit for
treatment.
2. Dyspepsia and heartburn
should be classified as a
public health issue
——An investigation into the sale
and advertising of PPIs should
be initiated, to raise awareness
of the link to oesophageal
cancer and to encourage
referral in high-risk cases.
3. Diagnostic facilities must be
preserved and encouraged,
including pathology, radiology
and endoscopy facilities,
which are crucial in early
disease detection.
4. The patient pathway needs to
be standardised nationally
——Variation in treatment
standards is preventing
patients from accessing forms
of treatment that may be the
most effective for them.
——A standardised care pathway
would create an opportunity
for consistent holistic
18

needs support, as well as
the development of care
plans and improved access
to key workers including
specialised gastroenterologist
nutritionists.
5. More research is required to
assess the complex biological
makeups of oesophageal
cancers
——There is a tendency to group
cancers together, such as
those in the oesophagus
with gastro-intestinal,
squamous cell carcinoma and
adenocarcinoma and others.
——More targeted research
that acknowledges these
differences and focuses on
specialisation could yield
more promising results and
technological developments in
the diagnosis and treatment of
oesophageal cancer.
6. Regional variation in standards
of care needs to be addressed
to improve patient access and
outcomes
——Regional treatment modalities
interpret evidence around
oesophageal cancer differently,
resulting in different
approaches to treatment and
different standards of care
developing.
——There is a need to ensure that
all regional systems afford

patients the same access to
high quality treatment options,
and the same level of patient
choice in their treatment.
——Treatment options can be
dependent on regional
specialties or regional multidisciplinary team decisions.
These factors must not
interfere with patient access
to their preferred or the most
effective treatment option for
them.
7. Patients need to be afforded
access to new, innovative
treatments as they become
available
——Clinical trial selection criteria
in oesophageal cancer is
outdated and does not reflect
the patient population. This
criteria must be updated to
ensure patients can access
innovations as they become
available.
——The development of a
strategic, coordinated
programme of clinical trials
across the country would
ensure more patients had
access to relevant clinical
trials to them, improving their
access to treatments and
building a larger data set for
the treatment of oesophageal
cancer.
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WHAT NEEDS TO BE DONE TO IMPROVE OUTCOMES
FOR OESOPHAGEAL CANCER PATIENTS?
This document is a summary of an expert roundtable discussion on issues facing
patients and healthcare professionals. A more detailed write up is available.
Oesophageal cancer is a type of cancer that develops within the oesophagus – the tube that carries
food from the throat to the stomach.1 In 2016, oesophageal cancer was the seventh most common
cause of death in the UK2 and has been designated by the Less Survivable Cancers Taskforce3 and
Cancer Research UK as one of the four “cancers with substantial unmet need”.4
This roundtable, chaired by Professor Tom Crosby, National Clinical Director for Wales, offered a forum to
discuss systemic issues around patient experience and quality of life for oesophageal cancer patients, with
the aim of facilitating discussion between a range of experts from across the oesophago-gastric field to
collate their perspectives on the solutions required to improve patient outcomes.

“If I had known that heartburn
could kill him, I would have
done something about it.”
Mimi McCord, Founder Trustee, Heartburn
Cancer UK

Improving the patient experience
A recurrent theme throughout the discussion was the
issues caused by the advancement of the disease by
the point of definitive diagnosis. The public are unaware
of symptoms – such as heartburn and dyspepsia5 – and
self-medicate to mask them, masking the seriousness of
the disease. Accordingly, a public health campaign could
be used to raise public awareness of these issues and
restrictions could be placed on the sale of medication for
heartburn and indigestion, including proton pump inhibitors
(antacids).
Attendees noted that existing treatments for oesophageal
cancer have high toxicities,6 limiting the number of patients
that can tolerate second- or third- line treatments, as well as
devastating patients’ quality of life while they are undergoing
treatment. They can also lead to severe associated illnesses,
including thrush, blood clots and strokes.
A pervasive issue through the session was the need
for better communication and integration between
primary and secondary care. Lack of continuity can
leave patients feeling isolated and like they have no one to
talk to, underlining the importance of named clinical nurse
specialists and ensuring there are enough for patients to
have someone to turn to.
Beyond this, it was widely noted that patients can have
issues with their treatment journeys based on their
location. Variation in referral advice and management of
patients across the country leads to variance in referral
patterns and compromises the integrity of the referral
process.10
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How can new technologies
and treatments be used to
improve earlier diagnosis
and patient outcomes?
Improving earlier diagnosis is unquestionably
important in improving patient management and
outcomes in oesophageal cancer.8 Diagnostic services in
the UK are not currently up to this challenge, as evidenced
by the number of patients who are diagnosed with
oesophageal cancer through emergency services, which
make up a fifth of all definitive diagnoses.9
A leading contributory factor to this poor performance
in earlier diagnosis is the failure to effectively riskstratify patients. Patients are not triaged effectively,
leading to delays in referral, increasing the time to definitive
diagnosis, and thereby increasing the time taken for
patients to receive treatment. This means that by the time
patients receive treatment, their disease is more advanced
and patients may be less able to tolerate the toxicity of
treatment or ineligible for curative treatment.

“We’re saying about the
precariousness and fragility of our
diagnostic framework. Pathology
and radiology is pretty dire, in terms
of availability of specialists.”
Professor Tom Crosby, (Chair), National Cancer Clinical
Director for Wales

The variation in standards and expectations on whether
primary care professionals should frequently refer patients
or not was also discussed as an issue. Changing advice
from NICE and NHS England on whether to frequently
refer patients can affect GPs awareness on whether to
refer patients onwards or not.10
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Research funding could also be allocated more
effectively, to prioritise cancers with the highest mortality
rates, rather than those with the highest prevalence.
Promising diagnostic technologies exist which could
dramatically improve early diagnosis and patient outcomes,
such as the Cytosponge,11 but a lack of research funding
and subsequent limited real world evidence (RWE) affects
the development of new technologies to improve outcomes
relating to the disease. This is a factor which is applicable to
diagnostics, as well as treatments and patient management
schemes.

Issues with treating
oesophageal cancer
Attendees agreed that there is a level of nihilism around the
treatment and management of patients with oesophageal
cancer. Even when a cancer cannot be treated curatively, a
culture must instilled amongst HCPs that it can still be treated.
Patient pathways for treatment are disjoined and
have a high level of regional variation, dictated by local
specialties, prescribing habits and local health needs. This
variation affects patients’ ability to access treatments
which can lead to different patient outcomes in different
localities.
The toxicities and side-effects of current treatment
options for oesophageal cancer are incredibly damaging
to patients’ quality of life.6 There is a great need for
treatment options to become available which have less
toxicity than current options, as well as options with greater
potential for getting the disease under control.

“I think there is a bit of nihilism about
oesophageal cancer… we see the
progress, but we need to inform
others that the progress is there.”
Dr Elizabeth Smyth, Cambridge University Hospitals
NHS Foundation Trust

Patients need to be afforded access to new, innovative
treatments as they become available. Selection data for
clinical trials is outdated and is not reflective of the
patient population, preventing some patients from
being able to access treatment. An example of this
would be patients with autoimmune diseases, who
are typically disqualified from immunotherapy clinical
trials.12 A more strategic programme of clinical trials would
ensure that more patients have access to relevant clinical
trials, building a better data set and affording more patients
access to the treatments that could help to get their disease
under control.
There is also a need for greater recognition of the
distinct subtypes of oesophageal cancer,13 with the
different risk factors and treatment sensitivities associated
with adenocarcinomas and squamous cell carcinomas
quite distinct. Developing new treatment options will
necessitate a better understanding and appreciation of
these complexities.
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