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Abstract

This qualitative intrinsic case study explores the provision of supportive care to
people with inoperable pancreatic cancer and their family carers (FCs) in England.
The aim of the research was to develop recommendations for optimising supportive

care provision for this cohort.

Sixty semi-structured interviews were undertaken with patients, their FCs, and
HCPs, between May 2022 and November 2023. Patients and FCs were recruited
through English NHS sites, Pancreatic Cancer UK (PCUK), and via social media.
Thirteen patients and 12 FCs took part in interviews, with several participants from
both groups interviewed on multiple occasions. Twenty-four HCPs, including
specialist nurses, dieticians, and oncologists, were interviewed once only. Data
were analysed thematically using the Framework Approach. Fitch’s Framework for
conceptualising patient and FC’s supportive care needs (1994) was used as the

theoretical framework for the study.

The findings show that the rapid progression of the disease and the symptom
burden are often overwhelming and create challenges for care planning and co-
ordination of care. While needs for patients are high in the physical domain, both
patients and FCs report high needs in the emotion, psychological and information
domains. The findings highlight the relentless nature of the FC role, and suggest

that FCs’ needs are often not identified, let alone adequately addressed.



The findings also highlight the contextual service pressures of reduced capacity,

constrained resources, and increasing workloads.

While healthcare resources are undoubtedly a limiting factor in what can be
achieved, several issues raised by the findings are amenable to improvement.
These include fundamental aspects of what constitutes a good quality patient and
FC experience such as compassionate and empathetic interpersonal
communication, timely and responsive care co-ordination, efficient communication
between and within organisations, and the general provision of information and

guidance to patients and their FCs.
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‘As doctors, the interactions we have with our patients are a crucial part of the
medical care we provide. Our empathy and professionalism shape a patient's
experience almost as much as our diagnostic ability or surgical skills,... receiving my
diagnosis reinforced for me that neat outcomes aren't the norm in most areas of
medicine. Many doctors carry this weight, but kind words can soften the blow of
bad news, and empathy and understanding undoubtedly ease the burden. There is
no greater comfort than human connection...compassion ...defines first-class care.’—
Dame Claire Marx (Open letter on GMC website ‘A message from Dame Clare Marx

— Stepping down as Chair of the GMC - Published 21 July 2021)

(Dame Claire Marx died from pancreatic cancer in November 2022)
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Chapter 1 - Introduction

Pancreatic cancer is the tenth most common cancer in the UK with approximately
10,500 people diagnosed each year. However, it is the 5th highest cause of cancer
mortality in the UK (Cancer Research UK, 2024a). Survival rates are low,
approximately 1 in 4 (27.7%) people diagnosed with pancreatic cancer in England
survive their disease for one year or more, and less than 1 in 10 (8.3%) survive their
disease for five years or more (NHS Digital, 2024a). These rates have been
disappointingly static over time, in contrast to the great improvements in survival

seen in other cancers (Hand and Conlon, 2019).

Most people with pancreatic cancer are diagnosed when their cancer is at an
advanced stage (NHS Digital, 2024a), and potentially curative surgery is not an
option. While some people may receive tumour targeted treatment i.e.
chemotherapy, to slow the progression of their disease, supportive care is provided
as a means of keeping people as well as possible for as long as possible. Ensuring
supportive care is delivered as optimally as possible is therefore of prime
importance for most people affected by pancreatic cancer — both patients and their

family carers (FCs).

1.1 Background to pancreatic cancer

The pancreas and its role in the body

The pancreas is a leaf-shaped gland which sits in the upper area of the abdomen
behind the stomach and which is surrounded by a complex arrangement of organs,

intestines, ducts, and blood vessels. It is approximately 15-20cm long and has four
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sections — the head, neck, body, and tail. The duodenum, the first part of the small
bowel surrounds the head of the pancreas from where a small opening allows
digestive enzymes produced in the pancreas to enter the gut. Two bile ducts that
come out of the liver join together and meet the pancreatic duct at this same
opening. The pancreas produces the hormones insulin and glucagon which help
regulate blood sugar levels in the body. It is therefore an important organ, vital for

digestive and other normal bodily functions (Cancer Research UK, 2024b).

The incidence of pancreatic cancer and risk factors

The incidence of pancreatic cancer is slightly higher in males at 52% of all cases. Age
is a significant risk factor - almost half (47%) of pancreatic cancer cases are people
aged 75 and over, while the incidence is highest among the 85-89 year old age

group. Deprivation is also a risk factor (Cancer Research UK, 2024c).

It is estimated that 31% of pancreatic cancer cases are preventable (based on UK
cases in 2015) with cigarette smoking and a high body mass index demonstrated to
increase the risk of developing the disease (Cancer Research UK, 2024d). Evidence
suggests that the risk of pancreatic cancer is 34% higher in people with type 1
diabetes compared with people without (Sona et al, 2018). A family history of the
disease has also been associated with increased risk - approximately 5-10% of
pancreatic cancer patients report a family history of pancreatic cancer (Jacobs et al.
2010). Genetic testing and surveillance programmes are increasingly available for

those considered high risk individuals (Klatte et al, 2022).
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Pancreatic cancer can affect any part of the gland but cancer of the head of the
pancreas is most common, and symptoms tend to appear earlier than cancer of the
body or tail of the pancreas. Most pancreatic cancers (80%) are the exocrine type
which means that they start in cells that produce pancreatic digestive juices.
Tumours that start in the endocrine pancreas, where insulin and other hormones
are made and released directly into the bloodstream, are less common - these
tumours are called pancreatic neuroendocrine tumours (PNETS) or islet cell
tumours (Cancer Research UK, 2024e). The focus of this thesis is on people who
have exocrine tumours, as PNETS are quite different to exocrine tumours in terms

of treatment and survival rates (Brooks et al, 2018).

Diagnosis of pancreatic cancer

Early diagnosis is critical to improve survival outcomes for people with pancreatic
cancer, yet currently, the majority of people present at a late stage (NHS Digital,
2024a), where the cancer has advanced significantly, and this reduces the options
for treatment. Approximately 15% of people could potentially have surgery at
diagnosis but only approximately 8% actually do (NICE, 2018). The difference
between the two figures represents those patients who may become too frail or
even die before surgery can take place, and those patients whose disease is
subsequently found to be further advanced than initially anticipated meaning that

surgery is no longer possible.

Common initial symptoms of the disease such as back pain, fatigue, weight loss or

nausea can be vague, the severity can be untroubling initially, and the symptoms
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can be intermittent, indicating to people that there is nothing seriously wrong with
them (Evans et al, 2014). Some patients with pancreatic cancer will present with
jaundice, due to the location of the tumour, though this usually occurs at a later
stage of the disease progression. Jaundice develops when the bile duct becomes
blocked by the tumour and the yellow pigment (bilirubin) that is normally excreted

naturally builds up in the body (Cancer Research UK, 2024f).

Given the incidence rate, many GPs will only see on average a case of pancreatic
cancer every few years (Evans et al, 2014) and it is common for people to attend
three or more GP appointments before a referral is made to secondary care for
further investigation (Lyratzopoulos et al. 2012). Data suggests that just over a
quarter of patients (27%) are diagnosed through a GP referral to a specialist (16%)
or a cancer two week wait route (11%), while 50% of people with pancreatic cancer
are reported to be diagnosed following an emergency presentation at an A&E

department (Elliss-Brookes et al., 2012).

At present, there is no specific diagnostic test for pancreatic cancer and there are
currently no reliable biomarkers, though progress is being made (O'Neill and
Stoita,2021). The world’s first breath test for pancreatic cancer, which could vastly
improve the rates of early detection, is under development. The test is designed to
be used by GPs to quickly identify patients with vague symptoms who may have

pancreatic cancer (PCUK, 2023a).

The diagnostic process within secondary care routinely involves a CT scan. When

this identifies an abnormality i.e. a ‘mass’ or suspected tumour, a tissue biopsy,
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where a sample of cells is taken from the suspected tumour, is performed to
confirm a diagnosis of cancer. It is therefore usual for people to be given an initial
suspected diagnosis of pancreatic cancer and then undergo further tests to confirm
the diagnosis and to determine the extent of their disease and thus whether it is

likely to be operable or not.

A system known as ‘staging’ using a series of letters (Tumour, Node, Metastasis -
TNM), and numbers, classifies the grade of a cancer i.e., its size and location. It is
this classification which will determine what treatment options are available to
patients and ultimately what their prognosis is likely to be. The tumour element
refers to the size of the tumour. The node element refers to whether the cancer has
spread to the body’s lymph nodes and if so, to what extent. Cancer that develops in
lymph nodes that are further away from the initial site of the tumour is called

secondary cancer or metastatic cancer represented by the letter M.

Once the diagnosis has been confirmed and the tumour has been ‘staged,” a
specialist doctor will usually provide the patient with their prognosis i.e. the likely
course of their disease. For people with inoperable pancreatic cancer, this is an
estimate of how long they might be expected to live with their incurable cancer,
and this prognosis may vary depending on whether they have chemotherapy.

Table 1 below shows the staging system for pancreatic cancer tumours.
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Table 1: Staging system for pancreatic cancer tumours

Classification | Equivalent TMIN | Size Location
classification
1A T1, NO, MO Less than | Completely inside the pancreas
2cm
1B T2, NO, MO Between 2 | Completely inside the pancreas
and 4 cm
2A T3, NO, MO Larger Completely inside the pancreas
than 4cm
2B T1, 2 or 3, N1, Any size Cancer has spread to no more than 3
MO. nearby lymph nodes
3 T1, 2 or 3, N2, Any size Cancer has spread to 4 or more nearby
MO. lymph nodes
3 T4, Any N, MO Any size Cancer has started to grow outside the
pancreas into the major blood vessels
nearby i.e., localised spread. It may or
may not have spread into the lymph
nodes.
4 Any T, Any N, M1 | Any size Cancer has spread to other areas of the
body, such as the liver or lungs.

(Source: https://www.cancerresearchuk.org/about-cancer/pancreatic-
cancer/stages-types-grades)

Treatment options and care pathways

Treatment for pancreatic cancer may include surgery, chemotherapy, radiotherapy,
and/or supportive care (see Figure 1. below for an illustration of patient pathways).
Surgery is the only curative treatment for pancreatic cancer but is usually only
possible when patients are diagnosed with localised cancer i.e. where their cancer
has not spread to other parts of the body. Clinical guidelines (NICE, 2018)
recommend that systemic combination chemotherapy is offered to people with

locally advanced pancreatic cancer who are well enough to tolerate it.

Some patients may be classed as ‘borderline’ resectable — this means that the

tumour affects the surrounding blood vessels —a more complex and riskier surgical
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proposition. The care pathway for this cohort of patients will be less certain. In
some instances, ‘borderline’ resectable patients may be offered chemotherapy to

reduce the size or bulk of the tumour in order to improve the prospects of surgery

taking place (Kaufmann et al. 2019).

Figure 1. An illustration of patient pathways
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It is estimated that seven out of ten people with pancreatic cancer in the UK,
receive no active treatment, including chemotherapy (PCUK, 2023b). Low rates of
treatment are not simply a UK issue but have also been reported in Australia, the
Netherlands and Canada (Pilgrim et al, 2023, Mavros et al., 2019, and Zijlstra et al.,

2018 respectively).

If the cancer has spread to other parts of their body, then the patient is likely to be
referred for ‘supportive care’ or ‘palliative care’ to manage symptoms and maintain
optimal quality of life for as long as possible. Supportive care is defined by NICE as
that which ‘is given alongside disease modifying and life-prolonging therapies,’
while ‘palliative care is primarily conservative and aimed at giving comfort and
maintaining quality of life in the last months of life’ (NICE, 2019, p6). There has
been some blurring of the distinction between palliative and supportive care
services over time, but it is generally agreed that palliative care is part of supportive

care (Benson et al, 2023).

Common symptoms of advanced pancreatic cancer

The physical symptoms self-reported by people with advanced pancreatic cancer
are pain, fatigue and lack of energy, loss of appetite, dry mouth, taste change,
digestive issues such as nausea, vomiting, altered bowel habits, indigestion, and
flatulence, shortness of breath (e.g. dyspnoea), and poor sleep (Tang et al., 2018).
Patients with advanced pancreatic cancer are likely to experience more symptoms
and have a higher intensity of symptoms than those with early stage disease, with
more than 25% of patients reporting moderate to severe intensity of symptoms

(Tang et al., 2018).
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Pancreatic cancer directly affects the way in which people can absorb nutrition
from their food, as well as causing obstructions within the digestive tract.
Pancreatic enzyme insufficiency (PEIl) is highly prevalent in people diagnosed with
pancreatic cancer with those with advanced disease showing an increased
prevalence (> 80% of resected patients versus 95% of patients with advanced
disease) (McCallum et al, 2016). Poor management of PEI creates a vicious
downward spiral, and cachexia anorexia syndrome (muscle wasting and progressive
weight loss) is a common symptom of the disease (Roberts et al, 2019). This will
affect the individual patient’s functional performance status! and they may end up

being considered too frail to withstand the effects of any treatment.

Abdominal pain is the third most common symptom of pancreatic cancer after
weight loss (92%) and jaundice (82%) with 72% of patients experiencing pain
(Koulouris et al., 2017). Patient reports of pain change across the cancer trajectory,
with only 30-40% reporting pain at diagnosis but 80% of patients reporting pain as
the cancer progresses, with 44% of those patients describing their pain as severe
(Koulouris et al., 2017). There are two basic mechanisms for pain in pancreatic
cancer patients — pancreatic duct obstruction and pancreatic neuropathy. Pain can
also affect performance status and may limit opportunities for treatment. Pain
relief is usually managed with conventional drug therapy, with half of patients

affected by pain requiring strong opioid analgesics, such as morphine. When

! The World Health Organisation performance status classification categorises patients from 0 (able to carry out
all normal activity without restriction) to 4 (completely disabled).

21



conventional drug therapy is not sufficient to manage a patient’s pain, endoscopic
ultrasound-guided celiac plexus neurolysis (EUS-CPN) - an invasive procedure - may

be undertaken (Koulouris et al., 2017).

It is estimated that at the time of diagnosis for any cancer, approximately half of all
patients will experience levels of anxiety and depression that affect their quality of
life, and approximately a quarter of people diagnosed with cancer will continue to
be affected in this way over the first six months following diagnosis. In the year
following diagnosis, around one in ten cancer patients will experience symptoms
severe enough to warrant intervention by specialist psychological/psychiatric
services, while a further 15% will require some form of personalised psychological
support, (NICE, 2004). Psychological distress is not uncommon among people with
pancreatic cancer — 37% prevalence, while people with pancreatic cancer and lung
cancer report the highest mean depression and anxiety scores among those with

the more common types of cancer (Zabora, et al.,2001).

1.2 Defining supportive care

The definition of supportive care used within this thesis is taken from the
Multinational Association of Supportive Care in Cancer (MASCC) 2015
http://www.mascc.org/ as follows: ‘Supportive care in cancer is the prevention and
management of the adverse effects of cancer and its treatment. This includes
management of physical and psychological symptoms and side effects across the
continuum of the cancer experience from diagnosis, through anticancer treatment,

to post-treatment care. ’
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The thesis also draws on the Supportive Care Framework for Cancer Care (Fitch,

1994). Supportive care was defined by Fitch as, ‘...the provision of the necessary

services for those living with or affected by cancer to meet their physical,

emotional, social, psychological, informational, spiritual and practical needs during

the diagnostic, treatment, and follow-up phases, encompassing issues of

survivorship, palliative care and bereavement,’ (Fitch, 1994).

Fitch’s Framework conceptualizes what type of support cancer patients might need

and subsequently how to plan for the delivery of such services. The Framework’s

categories of need are set out in Table 2 below, together with Fitch’s definitions of

the categories and examples of what needs would be most relevant for people with

inoperable pancreatic cancer.

Table 2. Definition of need categories and examples of needs most relevant for
people with inoperable pancreatic cancer

Definition of need categories

Examples of supportive care needs, most
relevant for inoperable pancreatic cancer

Physical - ‘Needs for physical
comfort and freedom from pain,
optimum nutrition, ability to carry
out one’s usual day-to-day functions’

Pain, fatigue, nausea, vomiting, changes in
bowel habits, loss of appetite, difficulties
with diet/fluid intake, weight loss, cachexia

Informational - ‘Needs for
information to reduce confusion,
anxiety and fear; to inform the
person’s or family’s decision-making;
and to assist in skill acquisition’

Cancer treatment options and side effects,
procedures, and test results, managing

symptoms and side effects, care processes,
help with decision-making, communication
with caregivers, navigating the care system

Emotional - ‘Needs for a sense of
comfort, belonging, understanding
and reassurance in times of stress

and upset’

Fear, distress, anxiety, depression, anger,
guilt, grief, abandonment, hopelessness,
powerlessness, self-blame, shame, isolation
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Definition of need
categories

Examples of supportive care needs, most relevant
for inoperable pancreatic cancer

Psychological - ‘Needs
related to the ability to cope
with the illness experience
and its consequences,
including the

need for optimal personal
control and the need to
experience positive self-
esteem’

Changes in lifestyle, loss, loss of personal control,
major depression, anxiety disorders

Social - ‘Needs related to
family relationships,
community acceptance and
involvement in relationships

7’

Changes in roles, difficulty in dealing with responses
of family members/children, social relationships,
interpersonal communication, telling other people

Spiritual - ‘Needs related to
the meaning and purpose in
life and to practice religious
beliefs’

Search for meaning, existential despair, examine
personal values/priorities, spiritual crisis/resolution,
feelings of hopelessness

Practical - ‘Needs for direct
assistance in order to
accomplish a task or activity
and thereby reduce the
demands on the person’

Daily home help, shopping, transportation,
childcare, travel to and from appointments,
assistance in activities of daily living, provision of
family relief, stressors involving family, children,
parents, financial issues, legal issues, employment
issues, food preparation

Source: Adapted from the Supportive Care Framework (Fitch, 2008)

A ‘significant need’ is defined within the thesis as ‘a need that is deemed to be

important or very important’ by the patient or carer. A ‘significant unmet need’ is

one that is ‘perceived as not satisfied’ by the patient or carer (Soothill et al., 2001).

1.3 The role of family carers

There are variations in the terms used to describe people who provide informal
support to others with cancer. In policy and clinical guidance, adult carers are
determined as people over the age of 18, who provide unpaid care to anyone over
the age of 16 with health or social care needs (NICE, 2020). The American Cancer
Society defines a caregiver as a ‘family-like’ individual, nominated by the patient,

who is the one individual providing consistent help to the patient (Romito et al,
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2013). It is this definition, which is applied in this thesis, as all caregivers were
relatives of the patient. However, in this thesis, the term family carer (FC) is used

rather than the term caregiver, to refer to the study participants fulfilling this role.

The role of an FC is varied and depends on the patient’s type of cancer and stage of
disease, with exact tasks changing over time, either as the patient’s disease is
successfully treated, or as the disease progresses. Tasks may be practical in nature,
like assisting the person with cancer with the activities of daily living such as
washing or dressing, or emotional, such as providing reassurance and comfort to
the patient. The FC may accompany the patient to appointments and consultations
as a companion and for moral support and may be involved in the organisation of
appointments and treatment, liaising with healthcare professionals (HCPs) and
agencies. Undertaking these tasks, or fulfilling this role, can lead to FCs

experiencing their own needs for support and assistance (Romito et al, 2013).

Care-giving often adversely affects quality of life (QoL), and psychological distress is
commonly experienced by the families and carers of people with cancer, both
because of the emotional impact, and because of the stressors of undertaking the
caring role (Bauer, et al, 2018). Anxiety, sleeplessness, and fatigue are common

problems experienced by FCs (Romito et al, 2013).

High levels of unmet need among FCs have been associated with the information
provision domain and in relation to the delivery of information by HCPs, with

reports of a lack of compassion and empathy in consultations (McCarthy, 2011).
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1.4 The pancreatic cancer workforce

A number of specialist HCPs are likely to be involved in the care of someone with
inoperable pancreatic cancer. Within the hospital sector, these would usually
include gastroenterologists, oncologists, cancer nurse specialists (CNSs), dieticians,
pharmacists, palliative care doctors and nurses and psychologists. Palliative care
specialist HCPs may also be involved in providing care within the community,

alongside non-specialist HCPs such as district nurses and GPs.

In England, there are 23 specialist hepatopancreatic biliary (HPB) centres to which

all patients are usually referred for expert review by a Multi-Disciplinary Team
(MDT), and where those people with operable pancreatic cancer receive their
surgery. These centres also provide all care for those patients for whom a specialist
centre happens to be their local hospital, whether operable, or not. Otherwise,
patients who are inoperable would receive their care at their local District General
Hospital (DGH). The nursing team within specialist HPB centres, would comprise of
specialist HPB CNSs, while in DGHs, CNSs may support patients with any Upper
Gastrointestinal (Upper Gl) cancer, not just HPB cancers. Occasionally the CNS team
may cover all Gl cancers. It is also more likely that the workforce within a specialist
centre includes specialist HPB dieticians, whereas in DGHs, a dietician may care for

people with a range of cancers, or gastrointestinal issues, and not just HPB cancers.

The CNS is pivotal in the care of people with cancer (National Cancer Action Team,
2010). They provide physical and emotional support and provide advice and
information to patients on a range of issues, including practical as well as physical

issues. A CNS will coordinate services on behalf of the patient, liaising with other
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HCPs involved in the individual’s care. Access to a CNS does vary however

geographically and by cancer site (Macmillan Cancer Support, 2015a).

1.5 Study rationale

Since the publication of Fitch’s Framework (1994), many reviews and studies have
considered the supportive care needs and unmet needs of cancer patients and their
families and informal carers, with a small number considering the needs and unmet
needs of people with pancreatic cancer and their FCs (Watson et al., 2019, Scott
and Jewel, 2018, Beesley et al., 2016a). These studies have concluded that there are
significant unmet needs among this population. In Beesley et al.’s Australian study,
96% of the respondents reported having some supportive care needs, with more
than half reporting moderate-to-high unmet physical (54%) or psychological (52%)
needs. A UK survey (Watson et al., 2019) found almost half of respondents (49%)
reported one or more moderate to high unmet needs within the month prior to
them completing the survey, with psychological support and physical support
reported as the biggest gaps in care. The UK survey also highlighted that
experiences were poorer, and unmet supportive care needs greater, in patients

with unresectable disease.

Evidence also suggests that despite the existence of several relevant clinical
guidelines (See Chapter 2), not all patients with pancreatic cancer are receiving
optimal care when it comes to the management of their symptoms. For example,
NICE guidance (2018) recommends that all pancreatic cancer patients are
prescribed Pancreatic Enzyme Replacement Therapy (PERT), but a national

prospective study demonstrated significant variation in prescription rates between
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patients with potentially operable disease (74.4%) and those with inoperable

disease (45.3%) (Lemanska et al, 2023).

Given the poor prognosis and the inevitable distress caused by a diagnosis of
pancreatic cancer, enhancing QoL for people, through equitable, consistent
supportive care, is of prime importance. Improving Supportive and Palliative Care
for Adults with Cancer — The Manual (NICE, 2004) recommends that future research
should focus on determining effective solutions for addressing patients’ needs,
rather than re-assessing them; suggesting that while there is a large body of
evidence on need, there is precious little on effective solutions. The guidance goes
on to suggest that future research should focus on determining which interventions
are most effective (for different patient groups at different stages of disease),
alongside longitudinal studies of patient and carer experiences and expectations, in

order to describe changes in perspectives over time as the person’s illness evolves.

1.6 Research aim, objectives, and research questions

The overall aim of the OPTIMISTIC study is to establish how care and support
provided to patients who receive a diagnosis of inoperable pancreatic cancer, and
their family carers (FCs), can be optimised. The objectives of the study are as

follows:

e To explore the supportive care needs of people recently diagnosed with
inoperable pancreatic cancer, and how these change over time,
e To explore the supportive care needs of FCs of patients recently diagnosed

with inoperable pancreatic cancer, and how these change over time,
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e To explore the extent to which patients and their FCs feel their needs are
being met,

e To explore the experience of HCPs who routinely provide care and support
to people with inoperable pancreatic cancer to identify the challenges to
providing optimal care and support,

e To highlight gaps or areas for improvement in the provision of care or
services to address the supportive care needs of patients and their FCs,

e To disseminate findings and recommendations widely within the pancreatic

cancer community.

To address the overall research question, ‘How can care and support for people
with inoperable pancreatic cancer, and their families and carers, be optimised?,’

the following sub questions will be considered:

e What gaps in supportive care exist, when do they occur, for whom and in
what circumstances?

e What are the challenges in providing optimal supportive care to this cohort
of patients and their FCs?

e How can these challenges be addressed to help reduce these gaps?

(For clarity, this thesis is not intended to focus on the efficacy or effectiveness of
specific clinical or medical interventions which might be undertaken within the
context of providing relief from the symptoms of pancreatic cancer, or the side

effects of systemic treatment.)

29



1.7 Thesis structure and overview

The thesis has nine chapters, as illustrated below.

Figure 2. Diagrammatic representation of thesis structure

Chapter 1 Introduction
Chapter 2 The policy

Introduction - landscape and strategic
developments

Chapter 3 Summary of the
literature

The
research Chapter 4 Methodology
process

Chapter 5 Patient and FC
Findings, supportive care needs
analysis and Chapter 6 HCP perspectives
discussion Chapter 7 Case assertions

Chapter 8 — Discussion and

recommendations

Conclusion Chapter 9 Conclusion

Chapter 2 summarises the policies, clinical guidelines, and recent strategic
developments relevant to the care of people affected by inoperable pancreatic

cancer while Chapter 3 presents a summary of the literature on supportive care.
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Chapter 4 describes the research process, summarising the approach and
methodology used for the study — an intrinsic case study. This chapter also outlines
the underpinning theoretical paradigm which guided the research —the theory of
pragmatism. The chapter also describes the preparatory work undertaken to
involve patients and their FCs in various aspects of the design and conduct of the

study and sets out the ethical challenges encountered during the study.

Chapters 5 and 6 present the empirical findings, offering insights from semi-
structured interviews into the experiences of people diagnosed with inoperable
pancreatic cancer and their FCs and the experiences of HCPs delivering care and
support to this cohort of people. Chapter 7 provides a series of case assertions, or
lessons learnt about the provision of supportive care for people affected by
inoperable pancreatic cancer, drawn from the findings and supported by the
academic literature presented in Chapter 3. Chapter 8 discusses the implications of
these case assertions and considers the intersection between optimal supportive
cancer care and patient experience before setting out recommendations for
practice, education, and research. The chapter also acknowledges the challenges
inherent in making changes to practice. Chapter 9 provides a conclusion to the

thesis.

1.8 Summary of chapter

Inoperable pancreatic cancer is a complex disease, with a heavy symptom burden
and limited treatment options. The provision of high quality supportive care can
help to alleviate that symptom burden and improve the overall care experience for

patients and their FCs, potentially contributing to an improved QoL for whatever
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time people have. However, existing evidence suggests that high quality supportive
care is not always provided, and people have needs that are not being met. The
purpose of this case study therefore is to identify inoperable patients’ and FCs’
supportive care needs, using Fitch’s seven domains of needs (1994), to identify the
gaps in provision, and to explore the challenges that exist in meeting these needs
appropriately.

The next chapter provides a summary of the main policies, clinical guidelines and
strategic developments affecting the delivery of care for people with pancreatic

cancer and their FCs.
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Chapter 2 - The policy landscape and strategic context

2.1 Introduction

This chapter starts with a summary of the most recent policies, guidelines, and
strategic developments relevant to pancreatic cancer, presented in reverse
chronological order of the date of publication, or launch, with the most recent first.
The chapter then summarises recent policies and guidelines relevant to all people

with cancer, and their FCs.

The last two years have seen some significant developments in policy
announcements and strategic developments in the UK for the treatment and care
of people affected by pancreatic cancer, including the establishment of a national
clinical audit on pancreatic cancer, and the launch of an NHS improvement
programme called Getting it Right First Time (GIRFT). The specialist charity
Pancreatic Cancer UK (PCUK) has also been instrumental in campaigning for
improvements in diagnosis, treatment, and care during this period, culminating in
the launch of its ‘Optimal Care Pathway’ — ‘Faster, Fairer, Funded’ in October 2023
(PCUK, 2023b). The charity also launched its ‘Demand Survival Now’ campaign in
March 2024. These initiatives are the most significant developments since the

publication of the NICE guidelines for the treatment of pancreatic cancer (2018).

2.2 National Pancreatic Cancer Clinical Audit (NPaCA)

The Royal College of Surgeons of England, commissioned by the Healthcare Quality
Improvement programme, commenced work on the first national clinical audit on

pancreatic cancer, in October 2022. The audit uses existing mandated data provided
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by hospitals to the National Disease Registration Service (NDRS) in NHS England
(NHSE) in England, and the Wales Cancer Network in Public Health Wales, in Wales.
The NPaCA team held its first Clinical Reference Group in July 2023 to discuss the
clinical scope and design of the audit, publishing its data items for collection in
December 2023. Data items include the source of a patient’s referral, the date the
patient was first seen, their imaging procedure date, MDT discussion date,
treatment start date, and whether the patient has had access to a CNS. The first
quarterly report from the audit published in April 2024 provides an overview of the
quality of key data items captured in the standard dataset for people diagnosed in
NHS trusts with pancreatic cancer in England between 1st October 2022 and 30th
September 2023. The NPaCA published a ‘State of the Nation’ report in October
2024. The audit team will also support provider units by facilitating the deployment

of quality improvement tools.

The audit is a significant development for the pancreatic cancer community, with its
potential to drive quality improvement initiatives, as has been the case with other
national audits. For example, the most recent report from the lung cancer audit
(RCP, 2021) demonstrates areas where significant improvements have been made in
people’s care and treatment, such as increased number of patients having surgery

or systemic treatment.

2.3 Getting it Right First Time Programme (GIRFT) for pancreatic cancer

This NHS England Cancer Programme initiative is reviewing pancreatic cancer

services in England as part of an ongoing programme of quality improvement GIRFT
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projects of different clinical specialities. The review involves visits to all of England’s
specialist centres and their referral hospitals to assess progress against the delivery
of the Optimal Care Pathway, a PCUK-led initiative, which has developed standards
for the time taken from presentation to diagnosis and treatment of people with
pancreatic cancer (see below). The data collected will form the basis for a series of
reports from each specialist site, with an overarching national report incorporating
examples of good practice and recommendations of areas for improvement in
service delivery. The national report was due in the autumn of 2024 but has not yet

been published.

The Programme is also exploring how the workload of CNSs working with this
cohort of patients can be assessed, in order to derive a guide for minimum CNS

staffing requirements.

2.4 Pancreatic Cancer UK Optimal Care Pathway

In 2022, PCUK launched a consultation on the development of a UK-wide Optimal
Care Pathway (OCP). The pathway was developed by a committee of clinical experts
and people with lived experience of pancreatic cancer from across the UK. The OCP,
which was launched in October 2023, sets out recommendations to achieve faster
diagnoses and faster treatment for patients. The OCP calls for people to have a
confirmed diagnosis within 21 days of being sent for tests, and to start treatment
within 21 days of receiving a diagnosis — this compares to existing targets of 28 days
for diagnosis and 62 days for treatment to commence (NHS, 2019). In their booklet

to accompany the launch of the pathway, ‘Faster, Fairer, Funded’ (PCUK, 2023b),
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the charity calls for everyone to have ‘the best support and care from expert
professionals, regardless of where they live, or their chance of survival,” (p13) and
for all UK Governments to ‘provide the sustained funding to make these changes
possible,” (p13). PCUK suggests that if the OCP was implemented, treatment rates

could double from 30% to 60% by 2028 (p8).

The detail of the campaign includes calls for investment in the diagnostic and
cancer treatment workforce including additional specialist pancreatic cancer roles
in every Cancer Alliance and Network across the UK, improved data collection on
patients’ experiences, faster roll out of diagnostic routes such as the Suspected
Cancer (SCAN) pathway for vague and non-specific symptoms, and a commitment
to using a standardised radiology reporting template called PACT UK, to speed up
decision-making. The campaign also calls for centralised, digital patient record

management to speed up decision-making.

NHS Guidance on implementing a timed HPB cancer diagnostic pathway was

published on its website on 25™ March 2024 - NHS England » Implementing a

timed HPB cancer diagnostic pathway. PCUK has developed a strategy to ensure the

OCP is implemented by 2028. This includes work at a national level to gain
commitment for the long-term funding from government to implement and sustain

the pathway.

2.5 Digestive Cancers Europe (DiCE) — call to action (2022)

Digestive Cancers Europe is an umbrella organisation of national members

representing patients with digestive cancers, including pancreatic cancer. The
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organisation, which includes the UK charity, Pancreatic Cancer Action, published a
Call to Action paper setting out a 10-point plan which members and representatives
believe is necessary to improve overall survival and quality of life (Vitaloni et al,
2022). The 10 points cover the following areas: Diagnosis and raising awareness of
red flag symptoms; screening of high-risk populations and reducing referral times;
provision of clear, timely information; ensure patients are only treated in high
volume Centres of Excellence; ensure continuity of care by HCPs; ensure patients
have access to psychological, nutritional and pain relief services, as required;
facilitate the development of national patient organisations; increase levels of
research funding; and ensure the collection and sharing of high quality data. DiCE is
calling for governments and policymakers to act swiftly across all 10 key areas to

improve outcomes for people with pancreatic cancer and other digestive cancers.

2.6 Pancreatic Cancer UK five-year strategy (2023-2028)

Before the launch of its OCP, PCUK set out a range of additional actions it would
take to drive earlier and faster diagnosis and accelerate treatment breakthroughs
(PCUK, 2023c). The document highlights the charity’s funding of research which has
recently produced a set of potential biomarkers for the disease; a blood test which
initial trial results suggest is accurate in more than 95% of cases; and research
which is developing a breath test for early diagnosis (PCUK, 2023c). In terms of
treatment breakthroughs, the document highlights other work that has already

developed the first in-human trials of cancer destroying viruses and early-stage
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experiments that demonstrate the feasibility of using CART cell therapy? to target

and destroy pancreatic cancer cells.

The strategy document sets out the charity’s commitment to do more to raise
public awareness of the symptoms of pancreatic cancer and to work with others to
develop screening programmes for high-risk groups, such as those with a family

history of pancreatic cancer or early onset diabetes.

2.7 Pancreatic Cancer UK - Patient’s Charter

A Patient Charter, produced by PCUK (2021) addresses six key areas of treatment or

care, with a standard of treatment people should expect to receive as follows:

1. Review by a specialist MDT at a specialist centre and access to a named
cancer nurse specialist, or keyworker.

2. Aclear explanation of the individual’s diagnosis and treatment options, with
information provided in a way that meets the individual’s needs.

3. Timely and individualised treatment to include: Involvement in decision-
making; fit with NICE guidelines; a second opinion if desired; the offer of a
Holistic Needs Assessment (HNA); advice and support regarding diet and
nutrition; effective pain management; information on suitable clinical trials;

and liaison with the patient’s family doctor or GP.

2 CAR-T — chimeric antigen receptor T-cell — therapy is specifically developed for each individual
patient and involves reprogramming the patient’s own immune system cells which are then used to
target their cancer — NHS England NHS England » CAR-T Therapy
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4. To be treated with compassion, dignity and respect which includes HCPs
asking about and offering people emotional support, and providing
information about what practical support is available for people to access.

5. Information and support for family members and carers, including access to
emotional and practical support for family members and the provision of
support and symptom management at end of life (EoL); and

6. Access to well-co-ordinated palliative care and advice, if needed —to be
provided by specialist professionals.

The Charter, available as a booklet on the charity’s website, has no official status as
treatment or care guidelines. Official clinical guidelines are produced by NICE - the
National Institute for Health and Care Excellence, as below.

2.8 NICE Guideline for diagnosis and management of pancreatic cancer (NG85)

A Guideline for the diagnosis and management of pancreatic cancer in adults was
published in 2018 (NICE, 2018). The Guideline, covering all patients with pancreatic
cancer, includes diagnostic tests patients should expect to undergo, interventions
to manage pain and nutrition, such as the prescription of PERT and
recommendations for the ongoing assessment of psychological needs and the
provision of information and support to address these needs. NICE is currently
seeking the views of the pancreatic cancer clinical community as to whether the

existing Guideline requires updating.

A supplementary guideline (NICE, 2021) states that people over 40 and presenting
with new jaundice should be referred on a 2 week wait pancreatic cancer pathway,

while direct access to CT should be considered for people aged 60 and over with
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weight loss and any of the following other symptoms; Diarrhoea, back pain,

abdominal pain, nausea, vomiting, constipation or new-onset diabetes.

2.9 Quality of Life indicators for pancreatic cancer patients

The results of a qualitative study, undertaken as a precursor to the development of
a specific Quality of Life (QoL) questionnaire for patients with pancreatic cancer
generated a range of additional issues to the items captured by an existing generic
QoL questionnaire for all cancer patients — QLQ-C30 (Fitzsimmons et al., 1999).
Symptoms and side effects identified by patients included pain in the abdomen,
back, and bony pain, changes in appetite, including the amount and type of food
that people could tolerate, indigestion, a swollen abdomen, excessive wind,
changes in bowel habit, jaundice, itching and other changes to the condition of the
skin, a sore or dry mouth, tingling and/or numbness on hands and feet, feeling
drowsy during the day and weight loss and loss of physical strength. Additional QoL
issues identified by the patients involved in the study were concerns about the
future, and loneliness. Being able to talk to others about their illness, having family
support and receiving information about their illness and treatment and
maintaining some sense of control of their illness as well as planning future events,
were all items that could contribute to a better Qol, as reported by patients

(Fitzsimmons et al., 1999).

A project is currently underway by the European Organisation for Research and
Treatment of Cancer (EORTC) - the organisation which coordinates and conducts

international translational and clinical research to improve cancer treatment for
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patients, to review the questionnaire to assess whether it still covers the most
important QoL issues for people with pancreatic cancer or whether it needs
updating. This involves interviews with people diagnosed with pancreatic cancer
and HCPs. This phase of the study was due for completion in July 2024 with a report
due in October 2024. An updated version of the questionnaire will then be piloted

in a future study.

The following sections now summarise the clinical guidelines and policy
developments relevant for all cancer patients, and EoL clinical guidelines and policy
developments for all conditions. This section also presents the relevant literature in
reverse chronological order of publication, or launch, with the most recent first. The
section concludes with a summary of the most recent guidance for informal

caregivers.

2.10 The NHS Long Term Plan

The NHS Long Term Plan (2019) includes a chapter dedicated to cancer services in
general. This document set out the 28 day diagnostic target referred to in Section
2.4 and includes commitments to improve services for some specific cancers,
though these do not include pancreatic cancer. Other generic requirements include
access to personalised care, including a needs assessment, a care plan and health
and wellbeing information and support for every person diagnosed with cancer,
and access for every patient to a CNS, or other support worker, for the right

expertise and support.
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2.11 NICE Guideline for end of life care for adults (NG142)

The Guideline, published in 2019, covers the organisation and delivery of EoL care
services for adults with any condition, and includes advice on services for FCs. The
Guideline covers the need for HCPs to introduce systems to identify people
approaching Eol, in order to start discussions about advance care planning (ACP),
and systems to identify the person’s informal carer(s). The Guideline defines ACP as
a voluntary process enabling individuals to discuss their future care with their care
providers and for care providers to solicit the individual’s understanding about their
illness and prognosis. It might include the individual's concerns and wishes, their
priorities and values i.e. QoL over length of life and their preferences for certain
types of care, treatment, or interventions in the future e.g. resuscitation.

The Guideline also recommends that a Holistic Needs Assessment (HNA) is carried
out to ensure the right support is provided to that individual, and notes that FCs
should also be offered a carer’s needs assessment, in accordance with the Care Act
2014, and thought given to what practical and emotional support they may require.
The Guideline goes on to recommend that people should be given the information
they need to make decisions about their care and are offered the opportunity to
take part in discussions about existing treatment plans alongside their FCs, where
their involvement has been agreed.

The Guideline also emphasises the importance of communication and information
sharing between organisations involved in a person’s care to provide effective care
co-ordination and recommends electronic information-sharing systems that are

accessible between different services and organisations. Finally, the Guideline
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states that people should have access to an HCP 24/7, who is able to access the
person's health records and make appropriate decisions about their care.

2.12 Enhanced supportive care model for inoperable cancer

The NHS in England launched an enhanced supportive care (ESC) model in 2015 for
all patients with a diagnosis of inoperable cancer (NHS England, 2015). This was
developed by The Christie Hospital and became the subject of a Commissioning for
Quality and Innovation CQUIN3 for 2016-2019 (NHS England, 2015).

The model was based on evidence that good supportive care provided early to
patients with advanced cancer, could improve Qol, potentially increase survival and
reduce the need for aggressive treatment near EolL.

In the first phase of the ESC CQUIN, referrals to supportive care were encouraged
for patients who had received a diagnosis of inoperable cancer within the preceding
six weeks. Though it was initially anticipated that 23 Cancer Centres would sign up
to the CQUIN, only 14 centres took part over the three-year period (2016-2019). An
interim evaluation of the scheme took place in October 2018 (Berman et al, 2020)
which reported that the Programme was associated with a number of positive
outcomes, including: timelier referral of patients with supportive care needs,
improved symptom control, improved quality of life, reduced 30-day mortality from
chemotherapy, improved overall survival and reduced healthcare costs.

The interim evaluation acknowledged that a limitation of the initiative was the

extent of variation in service delivery models across the centres involved, such as

3 This is an NHS quality improvement initiative providing financial incentives to care providers, when
specific target indicators are achieved.
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the range of cancer types that organisations could choose to focus on.
Hepatobiliary cancers were included within the range of cancers covered by the
CQUIN in some organisations, but not enough data was gathered over a long
enough time period for meaningful disaggregation for pancreatic cancer patients to
understand the impact of the ESC model on their experience and outcomes.

In addition, the CQUIN was only ever intended to be applied to Cancer Centre
settings, and while many pancreatic cancer patients are seen within these centres,
many will also be seen only in DGHs. The interim evaluation in fact acknowledged
that further research was needed to determine ‘the ‘optimal’ approach for delivery
of supportive care services within cancer centres, and in other settings.’

2.13 Improving supportive and palliative care for adults with cancer - the Manual

NICE produced a manual for improving supportive and palliative care for adults with
cancer in 2004. This manual defined service models to ensure that patients with
cancer, and their FCs, would receive the right support and care to help them cope
with cancer and its treatment at all stages. One of the key developments set out in
the manual was a model of psychological and supportive care for people with
cancer. This model outlines various levels of support which may be required by
people diagnosed with cancer and it specifies which health and social care

professionals should have the competencies to provide support at each level.

The service model set out in the manual involved Cancer Networks as the vehicle
for delivery of the NHS Cancer Plan (NHS, 2000) — the most recent policy document
at the time. Cancer Networks have since been superseded by Cancer Alliances and

the Cancer Plan was updated with the NHS Long Term Plan in 2019 (NHS, 2019).
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Readers of the manual are therefore advised to refer to NICE Guidance published in
2019, which relates to end of life care for all adults, regardless of condition (NICE,

2019) — see above.

Though it is now 20 years since its publication, the introduction to the manual
makes a number of statements about people’s expectations for supportive and
palliative care which are likely to still be relevant. These are, firstly that, ‘Most
patients want detailed information about their condition, possible treatments and
services.’(p3); secondly that ‘...they [patients] expect to be offered optimal
symptom control and psychological, social and spiritual support....” and thirdly ‘They
[patients] want to be assured that their families and carers will receive support

during their illness and, if they die, following bereavement,” (p3).

The manual also recognises that patients’ needs may not be met for several
reasons, including the lack of availability of potentially beneficial services and non-
referral to services, either as a result of the patient’s own reluctance or as a result
of their needs going unrecognised by HCPs. A key recommendation of the guidance
is that a HNA should be undertaken at key points within the patient pathway. These

observations are still entirely relevant today.

2.14 Cancer care reviews

Cancer care reviews (CCR) were introduced in the UK in 2003. A CCR takes place

within primary care and may be conducted by a GP or Practice Nurse. The review is
intended to allow patients to talk about their experience of cancer and their

concerns, alongside the provision of information on self-management and the
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support available within their community. An initial CCR is expected to take place
within three months of the patient receiving a diagnosis, and a second is expected
to take place within 12 months of receiving active treatment. Practices are
financially incentivised to undertake CCRs under an incentive scheme known as the

Quality and Outcomes Framework (QOF).

2.15 Gold Standards Framework (GSF)

The GSF has been in existence for over 25 years — it was introduced as a training
and accreditation standard to facilitate frontline generalist HCPs to provide a ‘gold
standard’ of care for people at EoL. The Framework - a series of principles for how
people should be cared for and treated - can be applied to any setting where

people may be receiving care, including acute settings, care homes and prisons.

The GSF in primary care was incorporated into the QOF in 2004, meaning that GP
practices were financially incentivised to provide enhanced care and support for
people considered to be in their last year of life. In the most recent QOF Guidance
for 2024/25, indicator PC0O01 — requires practices to maintain a register of people in
need of palliative care or support, in order for the practice to earn the points
available against this indicator (NHS England, 2024). The 2024/25 guidance notes
that while the creation of a register in itself will not improve care, the systematic
identification of people approaching the end of life, could allow practices to focus

attention on this cohort of patients and their FCs.

In addition to the GSF, The Royal College of GPs, in conjunction with the charity

Marie Curie, developed a free, evidence-based framework called The Daffodil
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Standards (rcgp.org.uk) to help practices self-assess their current practice with

regards to offering the best end-of-life care for patients and bereavement care for
FCs. The framework encourages practices to review practice processes, such as
coding and data management and to review individual patient cases, to extract
learnings. An evaluation is currently underway and early results suggest that while
primary care practitioners are motivated to undertake Eol activities, there are
challenges relating to a lack of resources and capacity within primary care to do so
effectively (Sivell et al., 2024).

2.16 NICE Guideline for carers (NG150)

A NICE Guideline was produced for adult carers in 2020 (NICE, 2020). The Guideline
covers support for adults (aged 18 and over) who provide unpaid care for anyone
aged 16 or over with any kind of health or social care need. The Guideline is
intended to support health and social care practitioners identify people who are
caring for someone, in order to provide them with the right kind of information and
support, when needed. The Guideline cover carers' assessments, practical,
emotional, and social support and training, and support for carers providing EoL
care.

2.17 Summary of chapter

The NPaCA and the GIRFT Programme both have the potential to drive quality
improvements in care over time. The specialist charity, PCUK, has also made a
significant contribution to driving quality improvement through its Patient Charter

and Optimal Care Pathway, and continues to be active in this space, working with
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the clinical community and patient and FC representatives, to encourage the uptake
of its best practice recommendations.

As is apparent, there are already clinical guidelines for the management of
pancreatic cancer and for the management of people with a terminal disease more
generally, and while it is not mandatory to apply NICE recommendations, HCPs are
expected to take the guidelines into account, while also considering a patient’s
individual needs, preferences and values. It is not the purpose of this case study to
review or challenge these guidelines in terms of the clinical efficacy of the
procedures and interventions recommended but it is appropriate that the study
highlights where practices recommended in the guidelines are not always being
followed, as noted for example, in Chapter 1 and the highly variable prescription of
PERT (Lemanska et al, 2023), and to consider why these recommended practices
are not being implemented.

Having considered the relevant policy literature here, the next chapter considers
the academic literature relating to the supportive care needs of people with

inoperable pancreatic cancer and their FCs.
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Chapter 3 Supportive care needs and the provision of supportive care

- literature summary

3.1 Introduction

This chapter starts by setting out the choice of approach for the study - a narrative
review of the literature, and provides a full account of how this approach evolved

from what had originally been intended — a scoping review, during the study.

It describes the process undertaken to retrieve the literature for the narrative
review before presenting an overview of the papers included in terms of research
approach, methods, sample sizes, and geographical spread and foci of research. The
literature is presented using Fitch’s Framework as an organising framework, where
relevant. The chapter discusses the limitations of a narrative literature review
before concluding with an assessment of the gaps or deficits in the literature

presented, providing a clear rationale for this study to be undertaken.
3.2 Choice of approach

To contribute to an overall understanding of the topic and to inform the empirical
research, it was necessary to interrogate the literature to determine what was
known about the supportive care needs of people with inoperable pancreatic

cancer and their FCs and the provision of care to address those needs.

It was initially intended that a scoping review entitled ‘Best practice in the provision
of supportive care for patients with inoperable or advanced pancreatic cancer and

their FCs.” would be conducted and a protocol was developed on this basis
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(Appendix 1). A scoping review is by its nature exploratory, but systematic (Peters
et al, 2020). It maps the available literature on a topic, identifies key concepts and
theories, identifies sources of evidence and highlights gaps in the existing research.
This was considered the most appropriate type of review to undertake as scoping
reviews are broader in interest than a systematic review. A scoping review would
therefore normally use the PPC framework (Population, Concept, Context) to
determine the aim of the review, rather than the standard PICOT (Population,
Intervention, Comparison, Outcome, Time) or similar, used for systematic reviews.
Guidance also encourages the inclusion of grey literature in scoping reviews (Peters
et al, 2020). A meta-analysis or synthesis of outcomes is not attempted in a scoping
review, as the aim is not to come up with an answer or to test a hypothesis but to

see what evidence exists (Peters et al, 2020).

Given the broad definition of supportive care adopted in this study (see Chapter 1),
the range of domains the term covers (Fitch, 1994), and the extent of potential
symptoms and side effects, there were inherent challenges in producing a clearly
defined research question and a focused search strategy, employing workable
search terms and appropriate inclusion and exclusion criteria. Despite this, a
research question was developed and search terms identified. The search strategy
was designed to screen out literature relating to the efficacy or effectiveness of
specific clinical or medical interventions, which were not relevant to the objectives
of the search, while retaining literature relating to the management of supportive
care services in a broad sense i.e. how services were organised, delivered, and

accessed by patients and their FCs.
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Searches were undertaken in January 2022 using four databases — CINAHL,
MEDLINE, Psychinfo and Academic Search Complete. The searches returned 4,504
hits and these were uploaded into Rayyan - a reference management system. After
removing duplicates and screening titles and abstracts, 4,387 were excluded. (This
screening process involved two members of the supervisory team providing a check
for consistency of a selection of hits that were excluded). A further 51 articles were

excluded after accessing their full texts and scanning for relevance.

This left 66 potential articles to include once their full texts had been reviewed for
relevance. Further searches conducted in February 2022 for additional articles
through a number of relevant journals, and for grey literature through a number of

appropriate organisations (see Appendix 1) yielded a further six articles to consider.

The full texts of the 72 remaining articles were reviewed and further articles were
excluded that reported only on the clinical effectiveness of certain treatments or
interventions such as those which related to the efficacy of using plastic or metal
stents in procedures and those related to Chinese Traditional Medicine (CTM). The
remaining articles included a number relating to the provision of palliative care for
people with advanced pancreatic cancer, such as a comparison between systematic
versus on demand palliative care (Maltoni et al., 2016) and a pilot study of early
speciality palliative care for patients with advanced pancreatic cancer (Schenker et
al., 2018); articles reporting on guidelines or standards for the overall clinical
management of pancreatic cancer patients but which included additional data or
discussion points that were relevant to the aims of this study such as Burmeister et

al.’s Delphi study (2016) to determine optimal care for patients with pancreatic
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cancer; an article exploring the symptom experience of people with advanced
pancreatic cancer (Tang et al., 2017), and an article exploring patients’ preferences
for information and decision-making (Ziebland et al., 2015). However, ultimately, no
coherence was evident from the studies regarding conceptualisation of supportive

care needs.

Given these challenges, and in discussion with the supervisory team, a narrative
review of the available literature was determined as the most appropriate means to
explore the landscape of supportive care for people affected by inoperable

pancreatic cancer within the literature.

Method for retrieving relevant literature

To produce the summary, several sources of literature were considered. Firstly,
articles were reviewed that were already known because of the researcher’s
previous work in the area (e.g. Watson et al., 2019, Scott and Jewel, 2018, NICE,
2018, and Hagenson et al., 2016). Secondly, several relevant articles were identified
from the attempt at conducting a scoping review as noted above including those
from relevant journals (e.g. Psychoncology) and the websites of relevant
organisations (e.g. The Pancreatic Society of Great Britain and Ireland). Finally,
more recent articles were either recommended to the author by professional
contacts (e.g. Chong et al., 2023) or were retrieved as the result of EBSCO host alert
notifications, set up when original attempts were made at searching relevant
databases (e.g. Benson et al., 2023 and Chawla et al.,2023). A snowballing

technique, also known as citation mining or pearl growing (Cooper et al., 2018), was
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subsequently employed, using the primary manuscripts or literature identified by

the steps described above, to identify additional relevant literature.

The summary uses Fitch’s Framework (1994) as the organising basis for the first

sections, where the literature considers individual domains of need.

3.3 Overview of the literature

The research summarised in this chapter includes systematic literature reviews (e.g.
Chong et al., 2023), quantitative studies (e.g. Pihlak et al., 2023) and qualitative
research (e.g. Chapple et al., 2012). The quantitative research includes the
administration of QoL type questionnaires to patients and/or their FCs with samples
drawn from single sites or a limited geographical area (e.g. Beesley et al., 2016b), or
audits of patient records, either from single sites (e.g. Gonzalez et al., 2023) or
population-based studies (e.g. Lemanska et al, 2023). The qualitative research,
usually employing semi-structured interviews with patients and FCs, is based on
small samples, often drawn from a single site (e.g. Dengsg et al., 2024). Studies
reported by the literature represent a wide geographical base, including the US
(e.g. Engebretson et al., 2015), Canada (e.g. Papadakos et al., 2015), Australia (e.g.
Gibson et al., 2016), New Zealand (Landers et al., 2023), the UK (e.g. McCallum et
al., 2016), Finland (Miinalainen et al., 2022), the Netherlands (Pijnappel et al.,
2022), Germany (e.g. Schildmann et al., 2013) and Italy (Maltoni et al., 2016).

A number of studies include participants with a range of cancers including
pancreatic cancer (e.g. Khan et al, 2022). In some instances, the studies distinguish
between participants with different cancers in the reporting of results (e.g. Dose et

al., 2017), while in others, the findings are generic across the cancer groups (e.g.
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Papadakos et al., 2015). Other studies that focus on pancreatic cancer patients only,
include all pancreatic cancer patients, not just inoperable patients (or those with
advanced disease) (e.g. Johnson et al., 2023). In these studies, distinctions are not
always made in the resulting data between participants who are operable or
inoperable (e.g. Ristau et al, 2023a), though the numbers in each category are
usually provided. There are however a few studies which do focus on people with
inoperable or advanced pancreatic cancer only (Landers et al., 2023, Clelland et al.,
2023, Pihlak et al., 2023, Benson et al., 2023, Brugel et al., 2023, Jang et al., 2015,
Maltoni et al., 2016, and Gonzalez et al., 2023).

The studies reported in the literature include those which consider the general
supportive care needs of people with pancreatic cancer (e.g. Beesley et al., 2016a),
and those which consider specific domains of need such as psychological needs
(e.g. Ristau et al., 2024), information or communication needs (e.g. Ziebland et al.,
2015), or physical needs such as nutritional support (e.g. McCallum et al., 2016).
There are also studies relating to the needs and experiences of FCs of people with

pancreatic cancer (e.g. Petrin et al., 2009).

There has been a significant addition to the corpus of literature since the original
summary of the literature was undertaken in early 2022, with several studies
published between 2022-2024, including a number relating to aspects of palliative
and EolL care alone (Johnson et al., 2023, Clelland et al., 2023, Benson et al., 2023,
Brugel et al., 2023, Chawla et al., 2023, Gonzalez et al., 2023 and Miinalainen et al.,

2022). These latter studies have been included in the summary below.
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3.4 Identifying the unmet supportive care needs of patients

Several studies have considered the totality of supportive care needs of people with
pancreatic cancer and have sought to determine which of these needs were not
being met (Beesley et al., 2016a and 2016b and Watson et al., 2019). As reported in
Chapter 1, studies by Beesley et al. (2016a) and Watson et al. (2019) both report
patients having unmet needs, with physical and psychological needs reported as the
most prevalent. Both operable and inoperable pancreatic cancer patients were
included in the two studies and both studies conclude that unmet supportive care

needs are greater among those with inoperable disease.

A second study by Beesley et al. (2016b) indicated that the needs of people with
advanced or metastatic disease increase over time, particularly in relation to pain
and psychological distress and the authors call for ongoing assessment of needs for

this cohort of patients, and timely referral to palliative care.

3.5 Physical needs

(Need for physical comfort, freedom from pain, optimum nutrition, ability to carry

out day-to-day functions) — from Fitch, 2008, p9

The literature addressing patients’ physical needs is largely focused on managing
gastrointestinal function with PERT. As noted in Chapter 1, PEl is prevalent among
people with pancreatic cancer and managing this with PERT is an essential element

of supportive care.

An Australian qualitative study found that the management of PEl was an area of

unmet need that severely impacted on participants’ QoL (Gooden and White,
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2013). The study also found that this had a knock on effect on increasing the carer
burden, with significant levels of distress reported by FCs who experienced feelings
of frustration and powerlessness as they struggled to support their family member
with their nutrition. The researchers noted that these issues were related to
patients and family carers lacking information about the condition and having a
poor understanding of dosing guidelines. This, they suggest, was compounded by
patients having limited access to specialist HPB dieticians, and patients’ perceptions
that clinicians were reluctant to prescribe enzyme supplements (Gooden and

White, 2013).

A later, single-centre, retrospective analysis of patients diagnosed with pancreatic
cancer (both pancreatic ductal adenocarcinoma and neuroendocrine tumours)
between Jan 2013 and Jan 2014 found that patients were not routinely screened or
assessed for PEI. The researchers suggested that a focus by specialists on anti-
tumour therapy i.e. oncologists on chemotherapy and surgeons on surgery, may
take attention away from the diagnosis and treatment of PEl. While access to a
specialist dietician was likely to be important in addressing this, the study found
that this service was not always routinely available to patients (McCallum et al,

2016).

A UK-wide prospective audit of 1350 patients from 59 secondary care units and 25
tertiary care units, reported that just over half the patients included in the audit
736 (54.5%) were prescribed PERT. Factors associated with higher PERT prescribing
rates were age — with younger patients more likely to receive PERT, a good

performance score, being on a curative pathway, being treated in a tertiary care
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centre, seeing a CNS and a dietician, and having acid suppression medication co-

prescribed (Lemanska et al, 2023).

The impact of having access to a dietician to support patients was explored in a
qualitative study of 12 patients with advanced pancreatic cancer, accessing
palliative care services in New Zealand (Landers et al., 2023). The study, which
involved embedding a dietician in a specialist community palliative care team,
explored participants’ engagement with PERT and how the medication was taken
and tolerated. The dietician prescribed patients with PERT for malabsorption within
2-3 days of referral from their oncology team and provided them with information
about dosing. The dietician reassessed the patients at one and two weeks after

medication had commenced.

All participants reported having a good level of understanding of how PERT worked,
and were highly engaged with their medication, with high levels of compliance and
effective dosing. Participants felt encouraged by an increased sense of control and
mastery, and a sense of re-normalisation to eating along with effective symptom

control (Landers et al., 2023).

A limited awareness among oncologists of the impact of nutritional status on
patients with pancreatic cancer has been suggested as a contributory factor to poor
PEI management in some instances. For example, Taieb et al. noted that despite
French guidelines recommending regular screening for all patients for malnutrition
and personalised dietary consultations, integrating nutritional support into practice

in the country remained challenging. Recommendations proposed to address the
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situation included standardizing nutritional assessments into clinical practice,
ensuring MDT meetings incorporated discussions of nutritional assessments and
nutritional support, as well as discussions of systemic treatment, and training to

improve awareness of the importance of optimal nutrition (Taieb et al., 2023).

As noted in Chapter 1, pain is the third most common symptom for people with
pancreatic cancer, after weight loss and jaundice, and should be assessed at
diagnosis, and regularly reviewed thereafter for its effective management
(Koulouris et al., 2018). A trial comparing the effects of endoscopic ultrasound-
guided celiac plexus neurolysis (EUS-CPN) at diagnosis versus conventional drug
therapy found that the pain relieving qualities of EUS-CPN were superior to

conventional drug therapy (though patients’ overall survival and QoL were not

significantly different between the two cohorts) (Wyse et al., 2011). NICE guidance

however only recommends that EUS-CPN is considered for people with

uncontrolled pancreatic pain or who are experiencing severe opioid adverse effects

(NICE, 2018).

In addition to medication and EUS-CPN, evidence presented in Koulouris et al.’s

literature review shows that pancreatic duct stenting and chemotherapy can also

be effective pain relieving interventions (Koulouris et al., 2018). However, as noted

in Chapter 1, rates of chemotherapy are consistently low internationally, and

particularly so in the UK (PCUK, 2023a).

Apart from nutrition and pain relief, the importance of an adapted physical activity

programme, even for those with advanced disease, is also considered to be an
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important means by which to improve QolL. Physical activity can help address and
minimise other physical issues such as cancer-related fatigue, decline in
cardiorespiratory fitness, muscle strength reduction, and treatment-related side

effects (Taieb et al., 2023 and Védie and Neuzilletet, 2019).

The papers summarised above emphasise the importance of the systematic and
ongoing assessment of symptoms, the provision of clear information, and specialist
support to address physical needs in order to maintain or improve the patient’s
QolL. In addition, the literature also makes the case for ensuring that nutritional
support is recognised as an equally important element of a patient’s care, alongside
other treatments, and interventions, and that this requires a greater sensitisation

to these needs from HCPs.

3.6 Psychological, emotional, and social needs

(Ability to cope, need for optimal personal control and positive self-esteem; need for
comfort, understanding and reassurance; and needs related to relationships) - from

Fitch, 2008, p9)

Patients with pancreatic cancer are recognised as a group at high risk of
experiencing psychological stress (Mazzella Ebstein et al., 2020). Studies have
shown that patients with pancreatic cancer are at an increased risk of depression,
anxiety, and suicide (Clark et al., 2010, Turaga et al., 2011 and Geukens and
Verheezen, 2017). A population-based study using data of people diagnosed with
cancer between January 1, 1995, to December 31, 2015, from the National Cancer

Registration and Analysis Service in England, showed that the risk of suicide was
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highest among patients with mesothelioma, followed by those with pancreatic
cancer and that suicide risk was highest in the first six months following cancer

diagnosis (Henson et al., 2019).

The traumatic transition at diagnosis from ‘healthy to ill’ was identified in an
Australian study of how people with pancreatic cancer negotiate and respond to
the identity transitions resulting from their diagnosis (Gibson et al., 2016). People,
who have previously been, or considered themselves to have been, fit and healthy
before their diagnosis, and who have made ‘good choices’ in their lifestyle may be
affronted by their diagnosis, the implication being that illness should happen to
others who have not made healthy choices in their lives. Gibson et al.’s study of 19
patients (8 of whom were inoperable), also reported the ‘upending’ for people of
previous habits and pleasures, such as the enjoyment of food or physical activity,
and the changes to identities previously held i.e. the ‘breadwinner’, the ‘matriarch’.
These changes required challenging identity ‘negotiations’ by the patient and those

closest to them within very short timescales (Gibson et al., 2016).

The study found that people also tended to talk in binary terms about either ‘being
positive’ or ‘being pragmatic’ in response to their diagnosis. The authors suggest
that those patients who talked about ‘being positive’ did so to retain a sense of
control over their situation by assuming personal responsibility for tackling the
disease and not ‘giving up.” Those who talked about being pragmatic, talked about
preferencing QoL and working towards a ‘good death,” prioritising tasks or activities

of personal importance to them.
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The authors concluded that people often respond to their diagnosis in terms of the
prevailing social discourse, whether that is to feel cheated that they have done
everything ‘right’ in their lives and don’t ‘deserve’ cancer, or whether that is to
‘fight’ or ‘battle’ their cancer. They argue that the way in which patients respond,
determines how HCPs can respond, so that if a patient’s approach is to ‘be positive,’
this may actually limit opportunities for discussions about disease progression. In
this way, conversations about palliative care and activities such as ACP may be

compromised (Gibson et al., 2016).

A guantitative study in the US, exploring patients’ and FCs’ perceptions of diagnosis,
the psychological impact of the disease, and the importance of support services,
reported that people most commonly felt either devastated or heartbroken
(31.7%), shocked (29.7%), or scared or anxious (23.7%) following diagnosis. While
almost twice as many patients felt scared or anxious compared to FCs (26.6%
compared to 12.2% respectively), the ratio was reversed when it came to feelings of
sadness or depression (9.8% and 17.4% respectively). And while a fifth of patients
(20.1%) reported having a determined or positive outlook following diagnosis, only
5.2% of FCs reported the same. When asked which emotions they were
experiencing ‘very often,” FCs reported experiencing negative feelings, such as

worry, sadness, and fear, more often than patients (Engebretson et al., 2015).

A recent study exploring the experience of diagnosis among 20 patients (13 with
operable disease and 7 with inoperable disease), found that the nature of the
communication of the diagnosis was central to patients’ perception of their

situation (Ristau et al., 2024). Two competing responses emerged - non-handling
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(the inability to process the information) or acceptance of the diagnosis on one
side, with the questioning or rejection of the diagnosis on the other. Those patients
accepting the diagnosis, or unable cognitively to process it, tended to start their
treatment earlier than those rejecting or questioning the diagnosis, where second
opinions were sought (Ristau et al., 2024). The study indicates that the
psychological and emotional response to the diagnosis can impact the speed at

which treatment starts, potentially affecting the patient’s prognosis.

A scoping review of the literature on coping among all patients with pancreatic
cancer identified the coping tasks which patients face (Ristau et al., 2023a). These
included several that were generalisable across other cancer types such as
experiencing grief and loss, experiencing pain, adapting to change, and facing fears;
as well as tasks that the authors suggested were specific to pancreatic cancer
including managing hopelessness and managing digestive issues. The authors noted
that though the coping strategies of people with pancreatic cancer may be similar
to those of others with serious illnesses, the former face a triad of specific
contextual factors i.e. receiving a diagnosis at an advanced stage, short or non-
existent periods of disease stability, and a poor prognosis, which increases the need

for professional mental health support (Ristau et al., 2023a).

Ristau et al. went on to develop a model of coping, specific to pancreatic cancer
patients. The model, developed through a grounded theory study with 26 patients,
comprises an acute phase immediately after diagnosis, when the focus is on
survival, overcoming short-term effects of the disease, and the search for

information; and a later circular phase, when the focus is on ‘living on’ and adapting
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to longer-term consequences (Ristau et al., 2023b). In the second, circular phase,
there are repeated episodes of anticipatory anxiety at follow-up appointments,
caused by a fear that disease progression will be disclosed. The authors suggest the
model may allow HCPs to develop a better understanding of the psychological

challenges and needs of these patients (Ristau et al., 2023b).

The findings from the studies summarised above underline the importance of
providing professional psychological support for both patients and FCs at the point
of diagnosis, or soon after. Other studies also make the case for psychological and
emotional support to be available to patients and FCs throughout the cancer
trajectory. Such support can help people to address ongoing issues such as changes
in roles and identity, managing weight loss and gastrointestinal problems, fear of
disease progression, and the importance of maintaining a sense of personal worth

or meaning in life (Wong et al., 2019 and Pijnappel et al., 2022, Dose et al., 2017).

3.7 Information needs

(Information to reduce confusion, anxiety, and fear; to inform decision-making and

to assist in skill acquisition) - from Fitch, 2008, p9

A study of German patients’ perceptions and views on information provision and
shared decision-making at different stages in the cancer trajectory, found that in
the initial stage following diagnosis with pancreatic cancer, participants felt they
had no choice but to trust their physician and follow their advice (Schildmann et al.,
2013). In time, however, with increased knowledge and understanding of their

disease and treatment, participants were found to be more proactive - seeking
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information, asking questions during their consultations, and taking a greater part

in decision-making (Schildmann et al., 2013).

However, participants in the study expressed difficulties about knowing when the
right time might be to cease treatment. Participants were split between those who
believed only they could weigh up the pros and cons of continuing with treatment
and those who believed this responsibility should lie with their doctor (Schildmann

et al.,, 2013).

The provision of clear, honest, unbiased information on a patient’s prognosis and
the pros and cons of treatment is critical in the context of decision-making. Indeed,
a Canadian survey of the information needs of people with gastrointestinal cancers
(n=82), including pancreatic cancer (n=10), reported that the provision of
information on the different types of treatment available, along with their
advantages and disadvantages, was of most importance to participants (Papadakos

et al.,, 2015).

However, the provision of such information may not always be forthcoming. A UK
qualitative study found that the patient participants were sometimes provided with
quite vague information about the risks and benefits of treatment, with participants
suggesting that HCPs might sometimes downplay the side effects of chemotherapy
or present it as ‘the only sensible option’ (Ziebland et al., 2015). The study authors
note that shared decision-making in the context of pancreatic cancer is challenging
for all parties, as people’s preferences are highly individualised, particularly at EoL.

The authors suggest that to assist shared decision-making, HCPs should follow a
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process of ‘option listing’ for patients rather than make recommendations (Ziebland

et al.,, 2015).

The challenge of shared decision-making was highlighted in a recent study which
found that there were notable differences between the views of patients with
advanced pancreatic cancer and their clinicians, regarding preferences for systemic
treatment and optimism regarding the effectiveness of chemotherapy. Most
patients expected their life would be extended by 1-5 or >5 years with
chemotherapy, while clinicians expected the extension of life to be less than a year.
Such expectations were evident even among those patients who had prognosis

discussions documented in their records (Pihlak et al., 2023).

The study raises interesting questions about why patients might hold such
unrealistic expectations about the benefits of treatment and to what extent this is
related to the effectiveness of the communication between patient and clinician. It
is recognised that these discussions are challenging for all parties (Burmeister et al,
2016), in part because clinicians may be hesitant to provide an estimate of likely
survival and may be unsure as to whether the patient wants to know this

information or not (Johnson et al, 2023).

A recent single site study in a UK tertiary unit reported that a prognosis discussion
was recorded in the medical notes for only approximately 60% of new patients with
advanced pancreatic cancer, at their first new patient consultation, with patient
preference recorded as the most common reason for this discussion not happening
(Clelland et al, 2023). However, the study also found that the likelihood of a

prognosis discussion occurring was higher when a patient was seen by a nurse
65



clinician (advanced nurse practitioner) at their first consultation, than if they were
seen by a consultant or registrar. Patients seen by nurse clinicians were also more
likely to be referred to community palliative care services, than those that were
not. The authors suggest that the higher instances of prognostic discussions and
referral rates to community palliative care services, may be due to nurse clinicians
having more time to spend with patients, and/or patients finding it easier to discuss

their prognosis with a nurse clinician than a doctor (Clelland et al, 2023).

Communication style is clearly important within these kinds of conversations.
Indeed, the first study of its kind to explore the research priorities of both patients
and FCs, identified clinician communication as one of the three topics achieving
greatest consensus among the 11 participants (Saunders et al., 2009). Though a
small sample, all participants talked about their experiences of insensitive
conversations with clinicians, either in the provision of a diagnosis, or in discussions

of treatment or management options.

The literature summarised above demonstrates the complexity of information
provision and decision-making for patients and HCPs. The nature of conversations
about prognosis and treatment options for people with inoperable pancreatic
cancer are inherently difficult, given the limitations of treatment to extend life. The
literature suggests that patients and FCs have an appetite for unbiased, realistic
information but require this to be given sensitively and in an environment that is

conducive to meaningful discussion.
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3.8 Provision of palliative and end of life care

The literature on palliative care and EoL care makes an important contribution to
the overall body of literature on the provision of supportive care to patients with

inoperable pancreatic cancer and their FCs.

The integration of specialist palliative care into the oncological care of people with
any advanced cancer has long been recognised as important in order to improve
symptom management, increase QoL (Hearn and Higginson, 1998) and to improve
illness understanding and expectations of treatment (Temel et al., 2010). The
intervention of palliative care is also a contributing factor to the provision of timely
and high quality ACP. ACP is critical to eliciting the patient’s goals and wishes,
including the views of the patient towards aggressive treatment at the end of life
such as cardiopulmonary resuscitation and mechanical ventilation (Agarwal and
Epstein, 2017). The absence of aggressive care is considered an EoL quality
measure, as aggressive care is linked to poorer QoL for the patient and worse

bereavement adjustment for caregivers (Jang et al., 2015).

A number of studies specific to pancreatic cancer have all concluded that a
palliative care referral (PCR) makes a positive difference to the patient’s QoL,
though they are inconclusive about the optimal timing of a PCR and its effect on
subsequent healthcare service usage by the patient (Gonzalez et al., 2023, Lees et
al., 2019 and Schenker et al., 2018). These studies have been undertaken in a range

of international settings including the US, Canada, Australia, Finland, and Italy,

67



suggesting that this effect is not restricted by healthcare system, nor national or

cultural norms.

Jang et al.’s Canadian study found a positive association between a patient with
advanced pancreatic cancer receiving a palliative care consultation, and a reduction
in the patient subsequently receiving aggressive care (determined in their study as
chemotherapy within 14 days of death alongside hospital admissions). An increase
in the frequency of palliative care interventions further reduced the level of
aggressive care received. Patients who received palliative care also had longer

survival times than those who did not (Jang et al., 2015).

Other studies have shown higher use of hospice services, improved Qol, and
reduced Eol treatment aggressiveness among patients with advanced pancreatic
cancer, where a palliative care referral has either been ‘systematic’ (Maltoni et al.,
2016), defined as a planned part of the clinical pathway, rather than at the point a
need is identified, or ‘early’ (Miinalainen et al., 2022) defined as happening a

minimum of 30 days before death®.

An international Delphi study on referral criteria for outpatient palliative care,
determined that any patient with an advanced cancer diagnosis and with a median
survival of one year or less, should be referred to palliative care services within

three months of diagnosis (Hui et al., 2016). However, evidence shows that

# The definition of an ‘early’ PCR varies between studies of different cancer types, and it is has been variously
defined as a referral occurring within 30 days of diagnosis (Bevins et al, 2021) or occurring more than 30 days
before death, (Nevadunsky et al., 2014).
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palliative care referrals often happen later in the cancer trajectory for patients with
inoperable pancreatic cancer, if at all (Brugel et al., 2023, Chawla et al., 2023 and

Beesley et al., 2016a).

An audit of 3,138 patient records from 2016-1019 in the state of Victoria, Australia
reported that only 52% of all patients were referred to, or received palliative care
post diagnosis, representing 73% of metastatic patients and 51% of locally
advanced patients. Timely palliative care, defined by the authors as in-patient
palliative care at least three months prior to death, occurred for just 11.6% of all

patients (Pilgrim et al, 2023).

Barriers to patients accessing palliative care include HCPs’ uncertainty over the
‘right time’ for a referral, often affected by concerns about destroying patient hope;
patient perceptions of palliative care — associated with misunderstandings of
palliative care being synonymous with EoL care; and logistical difficulties in making

referrals because of organizational and resource issues (Pilgrim et al., 2023).

The availability of palliative care specialists is of course a pre-requisite for the
provision of an effective service, and the workforce as a limiting factor is noted
elsewhere in the literature. In the US, a major shortage of the palliative care

workforce has been predicted by 2030 (Kamal et al., 2017).

Shortages in the palliative care workforce may not be the only limiting factor in the
provision of high quality palliative care services however, as a recent study in the
UK indicates. The UK study, exploring a model of a nurse-led integrated ‘Early

Supportive Care’ service co-located with an HPB oncology clinic (Benson et al.,
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2023), reported a reduction in the prevalence of certain symptoms and an increase
in referrals to other services, such as dietetics and physiotherapy. The authors note
that while the service demonstrated patient benefit, there were clear resource

implications for the wider clinical team (Benson et al., 2023).

The literature summarised above makes the case for timely PCRs for patients with
inoperable pancreatic cancer but notes that this is often not happening. The

literature also indicates workforce capacity issues will require attention.

3.9 Experience of supportive care and care co-ordination

Studies have reported inadequate support for symptoms and issues across the
cancer journey (Khan et al., 2022), a need for improved care co-ordination, and
better support and information for FCs (Khan et al., 2022 and Hagensen et al.,
2016), and improved identification and documentation of patient goals and values

(Hagensen et al., 2016).

The Australian audit of patient records referred to previously found that only 36%
of all patients with pancreatic cancer had received screening for their supportive
care needs, against a target of 80% (Pilgrim et al, 2023). The audit informs
discussions at a state-wide Pancreas Cancer Summit, to which ‘consumers’ (people
affected by pancreatic cancer) contribute. The paper’s authors note that consumers
prioritised care co-ordination and supportive care screening as issues of concern at
the summit. The same audit also reported that only 73% of patients were presented
at MDMs (the Australian equivalent of an MDT meeting), against a target of 80%,

with metastatic patients less likely to be discussed in these fora. Pilgrim et al.
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suggest this is unsurprising given that MDMs are primarily surgeon-led with
minimal attendance of palliative care specialists and other Allied HCPs. They
suggest the establishment of metastatic specific MDMs to ensure metastatic

patients’ needs are discussed (Pilgrim et al., 2023).

An earlier Australian study exploring perceptions of care co-ordination among
patients (Beesley et al., 2018), found that participants were satisfied that they knew
who was co-ordinating their assessment and treatments, that HCPs were fully
informed about their medical history, and that they weren’t waiting too long for
appointments and treatment. However, participants did not feel satisfied that they
knew the warning signs and symptoms to look out for, or that they had sufficient
support with the emotional impact of their disease, or adequate access to
additional services such as counselling and nutritional support. Nor were they
satisfied that they were being asked often enough about how well appointments
with other HCPs were going, or how well they and their family were coping. The
authors suggest that their findings demonstrate the priority that should be
accorded to employing care co-ordinators, nurse navigators, or other HCPs who

assume the responsibility for care co-ordination (Beesley et al., 2018).

In the NHS, the role of the CNS has long been recognised as a crucial element in the
effective co-ordination of care for oncology patients across all cancer types
(National Cancer Action Team, 2010; Kerr et al., 2021; and Alessy et al., 2022).
However, the only study relating to the role of the CNS in the care of pancreatic
cancer patients is Pollard et al.’s audit of the CNS service (2010). The audit found

that most patients were positive about the CNS service, finding it useful,
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particularly for the provision of information and for help in explaining their
diagnosis. The audit also found that almost half (46%) of telephone contacts
between the CNS and the patient, directly impacted on their clinical care i.e.
organising admissions, expediting outpatient clinic appointments, streamlining

investigations, and advising on medication (Pollard et al., 2010).

3.10 The needs of informal caregivers (FCs)

It is suggested that though there are likely to be broad similarities between the
issues raised by FCs of people with pancreatic cancer with FCs of people with other
cancers, direct comparisons are difficult because of the limited evidence base
(Brown and Bliss, 2023). It is plausible that a distinctness exists in the FC experience
for this cohort, given the rapid speed of transition of an individual’s status from
their usual role (Chong et al., 2023) along with the attendant shock of the patient’s
diagnosis (Sherman et al., 2014), the existence of limited viable treatment options

for them, and a high mortality rate (Petrin et al., 2009).

The literature suggests the FC burden is dominated by symptom management
(Chong et al., 2023 and Gooden and White, 2013) and FCs frequently experience
anxiety and depression (Janda et al., 2017; Dengsg et al., 2021; Chong et al., 2023
and Huynh et al., 2023). FCs may also be forced to give up their jobs to care for

their family member (Engebretson et al., 2015).

In a recent study of unmet needs among FCs in Australia, almost two-thirds of
respondents (63%) reported at least one moderate to high unmet need and there

were significant associations between those respondents reporting moderate to
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high needs and those assessed as having subclinical or clinical anxiety and
depression (Huynh et al., 2023). The most prevalent unmet needs included FC’s
requirement for information on the patient’s physical issues, opportunities for FCs
to discuss their concerns with the patient’s doctor, and information for FCs on the
benefits and side effects of treatment (Huynh et al., 2023) — findings in strong
accord with a recent literature review which identified FCs’ needs for better clinical
communication, better support and briefings from HCPs, and help with navigating

the healthcare system (Chong et al., 2023).

A second recent literature review aiming to highlight the challenges faced by FCs,
suggests that community nurses in the NHS may be well placed to play a key role in
supporting them (Brown and Bliss, 2023). The authors suggest that community
nurses are well placed to observe carer distress and can make onward referrals for
support, or signpost FCs to relevant resources or agencies. It is suggested that the
community nursing team can also play a key role in educating carers about what to
expect during the cancer trajectory and how to manage symptoms and medication

(Brown and Bliss, 2023).

Given the symptom burden for inoperable pancreatic cancer is high, and the speed
of disease progression is rapid, symptoms may be managed for short periods only
before they worsen again, requiring further and more intense support. The
relentless nature of symptom management is likely therefore to be particularly
distressing and exhausting for FCs. Indeed Petrin et al. (2009) suggest the need for
the development of a specific model of adjustment for the FCs of those with

pancreatic cancer, because of these unique factors.
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There is a persuasive case for providing tailored support to FCs both as a means of
preventing carer burnout and minimising the impact of further health issues among

the carer population (Dengsg et al., 2021 and Kim and Baek, 2022).

3.11 Strengths and limitations of a narrative review

A narrative review of the literature is considered by many to be a sub-optimal
strategy for a literature review, as unlike a systematic review there is ‘no focused
research question, no focused search strategy, no clear method of appraisal or
synthesis of the literature, and it is not easily repeatable’, (Aveyard, 2007, p15). It is
suggested that this lack of rigour risks researcher bias in terms of the selection of
the material which is included, as there are no explicit inclusion and exclusion
criteria (Aveyard, 2007). Narrative reviews may also not be comprehensive in terms
of including all the potentially available literature. The researcher may therefore
miss important papers which may lead the narrative review to arrive at potentially

inaccurate conclusions.

There were strengths however in handling the literature in this way. For example,
the citation mining or pearl growing technique (Cooper et al., 2018) continued until
no new relevant literature was identified. The methods used for the retrieval of
literature therefore allows the researcher a level of confidence that all relevant
literature was identified and included within the summary. In addition, the
researcher was able to focus on literature which considered aspects of service
delivery specifically, an important factor in terms of meeting the objectives of the

study overall.
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3.12 Summary of chapter

The literature summarised here reports on a range of significant unmet needs for
both patients and FCs. These include physical needs, particularly in relation to PEI
and associated gastrointestinal issues and weight loss, and psychological and
emotional needs. The latter are particularly acute at the point of diagnosis but in
evidence throughout the cancer trajectory. Such needs are likely to be distinct from
the needs of other cancer patents and FCs given the advanced stage at which the
disease is detected, its poor prognosis, people’s rapid decline and limited treatment
options. Significant unmet needs were also identified in relation to the provision of
information to patients and FCs and how this information is communicated.
Information on the benefits and risks of treatments is sub-optimal and hampers
effective decision-making by patients. Linked to this, information on an individual’s
prognosis is not always provided and ACP is therefore compromised, leaving some
patients and FCs with unrealistic expectations for the future, with the attendant risk

of a compromised QoL due to inappropriate aggressive care and treatment at EoL.

The literature also indicates some of the causes of unmet needs. These include
limited assessments of supportive care needs and limited screening for symptoms
such as PEIl and psychological needs. A few papers also report a lack of referrals to
specialists such as dieticians, mental health professionals and palliative care
specialists, though the reasons for non-referral are not necessarily clear from the
literature. Care co-ordination is another factor which is likely to affect whether an
individual’s supportive care needs are met or not. Several papers comment on the

barriers to effective care co-ordination, including the absence of the full range of
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specialists at MDT meetings, and the inability of organisations to integrate services
such as psychology, dietetics and palliative care into routine oncological pathways
and settings. Inadequate information provision to patients and FCs, and their
subsequent attitudes to, and misconceptions of prognosis and treatment effects,

are also likely to be barriers to the provision of optimal supportive care.

While the literature enables the reader to develop a sound understanding of the
issues relating to the provision of supportive care to patients and FCs, it is lacking in
several respects. Firstly, much of the literature relates to all patients with
pancreatic cancer and not just those with inoperable pancreatic cancer. The order
of magnitude of need as assessed across the body of literature is therefore likely to
be under-reported for people affected by inoperable pancreatic cancer. Secondly,
much of the literature comes from non-UK settings and while the supportive care
needs of patients and FCs are unlikely to differ significantly between countries, the
balance of unmet needs, the causes of these and potential solutions will differ
across healthcare systems. Thirdly, the qualitative studies are largely single-site
studies, meaning that their transferability may be limited due to specific contextual
factors which might affect a single site. Fourthly, there is little literature regarding
the provision of supportive care, or indeed any care to patients and FCs, which

occurs outside of the acute or hospital setting.

Lastly, some of the literature is over 10 years old and may not be representative of
current issues and practices. For example, Pollard et al.’s UK audit (2010) which
reinforced the centrality of the CNS role in the organisation and co-ordination of

care, is now 14 years old.
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This case study therefore addresses a clear gap in the literature by focusing on the
experiences of patients with inoperable pancreatic cancer and their FCs in the
English NHS, across multiple sites, including both specialist and non-specialist units
serving both urban and rural/urban populations. By focusing on the patient and FC
perspective, rather than a service perspective, it also considers the totality of
supportive care provision across the continuum from primary and community care
to hospital-based care (both outpatient and in-patient) and hospice care, where
applicable. In addition, the inclusion of the experience of HCPs within the study
allows for a comprehensive understanding of the context within which supportive

care is delivered.
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4 Methodology and methods

4.1 Introduction

The chapter begins by positioning the research study within an ontological and
epistemological framework, providing a justification for the chosen philosophical
paradigm of pragmatism. The chapter then provides a rationale for employing an
intrinsic case study design with data collected from semi-structured interviews.
Further details on the research methods and processes are outlined including
participant eligibility and recruitment processes, the methods used for data
analysis, and the process of mapping and theorising from the data - this section also

includes a justification for the theoretical framework chosen for the study.

The patient and public involvement and engagement (PPIE) and clinical engagement
activity undertaken during the study are also described along with the ethical and
governance issues that arose during the study. The chapter concludes with a
discussion on rigour within qualitative studies and how rigour has been

demonstrated within this study.

4.2 Philosophical paradigms

Researchers take a particular philosophical position in their research based on their
ontological and epistemological beliefs or assumptions about the way the world is
(Burrell and Morgan, 2016). Ontology is the branch of philosophy that studies
concepts such as existence and reality, while epistemology is the branch of
philosophy that studies concepts such as the nature, origin, and scope of

knowledge (Oxford English Dictionary). A researcher’s values or axiological
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assumptions also affect the research endeavour as the researcher will have a
"positionality’ in relation to the context and setting of the research (Creswell and
Poth, 2018) i.e. they may feel a strong moral imperative for conducting the
research. The choice of philosophical position or paradigm dictates the approach
that is used throughout the research endeavour, determining the decisions the
researcher takes as regards theory development, methodological choice and
strategies, the time horizons used, and the specific techniques and procedures

used for data collection and analysis (Saunders, Lewis and Thornhill, 2011).

For example, a researcher who wished to understand people’s social world and to
gain insights into the meanings people give to their world might align themselves to
the philosophical paradigm of interpretivism - a study of social phenomena in their
natural environment (Saunders and Tosey, 2012). This desire to understand
people’s social worlds may lead a researcher to undertake an ethnographic study of
a particular group of people such as cancer nurses (Farrell et al, 2017), for example,
or a phenomenological study examining the lived experience of people with

terminal cancer (Kyota and Kanda, 2021).

Alternatively, a researcher concerned with observing and predicting outcomes in
order to determine cause and effect might align themselves with the philosophy of
positivism — adopting a ‘scientific method’ to propose and test a hypothesis or
theory (though they are perhaps less likely to express their positionality than
researchers adopting other orientations.) A positivist informed researcher might

therefore conduct a clinical trial of neoadjuvant chemotherapy for pancreatic
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cancer patients to determine the effect of administering chemotherapy on the

tumour and the impact this may have on surgical outcomes (Miiller et al, 2021).

Given the poor prognosis for people with inoperable pancreatic cancer, biomedical
knowledge has its limitations for people whose condition cannot be ‘cured.” In
positivist informed health research, specific health outcomes or measures such as a
reduction in the size of a tumour, or the prevention of cancer recurrence, are the
goal, or end point, but for people with inoperable pancreatic cancer, other goals or
end points, that require different ways of measuring or examining outcomes, may

become more significant, such as a good care experience.

The OPTIMISTIC study did not set out to test a particular hypothesis about the
provision of supportive care, which might have led the researcher to adopt a
positivist approach. Instead, the aim was to explore patient and FC experiences of
supportive care and to explore their preferences for how such care should be
delivered, in order to translate these experiences into practical recommendations

for improvements to supportive care delivery.

Qualitative methods were therefore determined most appropriate for this study as
the fundamental aim of qualitative research is to: ‘provide an in-depth
understanding of people’s experiences, perspectives and histories in the context of
their personal circumstances or settings,’ (Spencer et al., 2003, p.3). ‘Among many
distinctive features, it [qualitative research] is characterized by a concern with
exploring phenomena from the perspective of those being studied,’ (Spencer et al.,

2003, p.3), as is the case within this study. Moreover, while qualitative research
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methods have their roots in social science and humanities, they have been
advocated for in health research for over three decades, ‘as a way to investigate

peoples' attitudes, beliefs and preferences,” (Bradbury-Jones et al 2014, p135).

A mono method approach, using qualitative methods only rather than mixed
methods (integrating quantitative and qualitative methods and data), was
considered most appropriate for the study because of the nature of the subject
matter under exploration being not well understood (as demonstrated by the lack
of available literature exploring patient and FC experiences), and complex and

multi-faceted (an inherent feature of supportive care) (Ritchie et al, 2014).

There are a range of philosophical paradigms that may sit within the interpretative
frameworks used in qualitative research. Such paradigms include postpositivism,
social constructivism or interpretivism, postmodernism and pragmatism (Creswell
and Poth, 2018). This is complex and contested territory however as the
relationship between qualitative research and theory is confused by varying
definitions among researchers who may use the same words to mean different
things (Bradbury-Jones et al, 2014). In spite of these challenges, the suitability of
alternative paradigms in relation to the OPTIMISTIC study is considered below and

their alignment to the study’s research question appraised.

Postpositivism

Postpositive qualitative researchers take a ‘scientific’ approach to research, which is
logical and empirical and cause and effect orientated (Creswell and Poth, 2018).

Postpositivist studies may incorporate mixed quantitative and qualitative methods,
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adhering to a series of steps or stages of enquiry, which are related and may build
on each other. Multiple levels of data analysis are incorporated for rigour. It is
suggested that the systematic procedures of grounded theory, as described by
Strauss and Corbin (1990), illustrate a postpositivist paradigm (Creswell and Poth,
2018) as do researchers who undertake realistic evaluation study designs (Pawson

and Tilley, 1997).

A postpositivist approach was discounted for this study for two reasons. Firstly, the
aim of the study was not to generate or prove a theory but to explore peoples’
experiences of care over time and the challenges of care delivery. Secondly, as
noted above, a mono method approach was considered most appropriate for the

study, rather than mixed methods.

Social constructivism/interpretivism

The research undertaken by those adopting a social constructivist stance generates
meaning from participant accounts of their subjective experiences of the world
which they inhabit. The full complexity and range of experiences is sought within
such research, rather than a distillation into categories (Creswell and Poth, 2018).
The questions asked of participants are broad, general and open-ended, allowing
the participant the freedom to articulate the meaning they make of their world on
their own terms. Social constructivists subsequently ‘interpret’ what they have

heard to make sense of the meanings people have about their world.

While social constructivism or interpretivism is popular as an approach within

healthcare research, it was rejected as being unsuitable for the aim of this study.
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Had this study sought to illuminate the lived experience of people diagnosed with
inoperable pancreatic cancer as they face the implications of a terminal illness and
what this means to them in terms of how they come to terms with their mortality,
or how they renegotiate their identity in the final stages of life, then a social
constructivist or interpretative methodology, such as a phenomenological study
might have been a suitable approach to adopt. A phenomenological approach
would have provided a rich and no doubt fascinating account of the lived
experience of someone with a terminal illness but it would not have suited the
intention of the OPTIMISTIC study — which was to explore the experience of people
receiving and delivering supportive care, specifically in order to determine gaps in

care, and areas where improvements could be made.

Postmodernism

Postmodernists concern themselves with changing how people think about the
world rather than necessarily taking action to change aspects of people’s lives. The
subjects of interest to postmodernists are the structures of society and issues of
hierarchies, power and control (Creswell and Poth, 2018). Postmodernists recognise
the unequal nature of society and may research marginalised groups and different
discourses — such as Foucault’s work on madness and the mental health discourses
of the time (Madness and Civilization: A History of Insanity in the Age of Reason,
1961), and his alignment with the anti-psychiatry movement (Cornish and Gillespie,

2009).

83



While there is an argument that postmodernist research into the experiences of
people affected by inoperable pancreatic cancer might well have brought to light
inequalities in care, and highlighted issues of professional power and
marginalisation, the aim of the OPTIMISTIC study was not to change how people
think about supportive care for this cohort of people but to arrive at tangible

suggestions for change and improvement.

Pragmatism

Pragmatists argue that knowledge is ‘a tool for action’ and should be ‘judged
according to its consequences in action.” The question pragmatists ask about
knowledge is ‘does it serve our purposes?’ (Cornish and Gillespie, 2009, p802).
Pragmatism therefore gives priority to people’s everyday experience and strives to

make a difference to people’s problems in practice (Cornish and Gillespie, 2009).

Pragmatism as a philosophy is considered an American product and proponents of
the paradigm include a first wave of academics considered ‘classic pragmatists’ (i.e.
Charles Pierce, George Mead and John Dewey) and those considered ‘second wave’
such as Richard Rorty (Baert, 2005). Rorty’s seminal work ‘Philosophy and the
Mirror of Nature’ and his later ‘Consequences of Pragmatism’, both published in the
early 1980s, develop a line of reasoning that it is pointless to have philosophical
arguments about the nature of ‘truth’, and that what really matters is that the
pursuit of a ‘truth’ is meaningful if it leads to ‘successful consequences,’ (Baert,
2005); or to put another way - we should treat knowledge as a means of achieving

our desires, rather than knowledge for the sake of knowledge.
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It is suggested that researchers adopting a pragmatist interpretive framework are
concerned with the ‘problem’ being explored, and the outcomes and consequences
of the research i.e. solutions to problems (Patton, 1990). It is argued that
pragmatism is not fixed on any one philosophical system or notion of reality but
that the ‘truth’ is what works at the time (Creswell and Poth, 2018). Researchers
adopting a Pragmatist viewpoint determine their methods, techniques and research
procedures as they see fit, in order to meet the intended consequences of their
research, which they acknowledge exists in a heavily contextualised world (Creswell
and Poth, 2018). The pragmatist researcher is therefore likely to use multiple
methods of data collection and/or multiple sources of data or knowledge in order
to best address the research problem. In this case, although only one method of
data collection was used, this was applied to different types of participants

(patients, FCs and HCPs).

Critics of pragmatism consider it to be relativistic (nothing can be true or right in all
situations), uncritical (Gillespie et al, 2024) and too narrowly focused on
utilitarianism rather than the pursuit of a ‘truth’ (Cornish and Gillespie, 2009). It
has been criticised as a ‘paradigm of convenience’ which lacks a cohesive set of
defining beliefs and which prioritises flexibility and outcomes, and an attitude that
suggests the end justifies the means, over established principles of good research. It
is criticised as providing a justification to researchers for taking a ‘middle position’
between the ‘purist’ positions of constructivism and post positivism and as an easy
answer to the challenge of working with methods derived from different traditions

as seen in mixed methods studies (Hampson and McKinley, 2023).
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Regardless of these criticisms, or indeed in truth, partly because of them,
pragmatism was determined as an appropriate position for this research study. It
appears well suited to ‘healthcare’ research, where the subject under study is likely
to be heavily contextually dependent. For example, in this study, the subject under
study is contextually dependent on temporal aspects of care delivery, given the
rapid progression of pancreatic cancer and the setting of care delivery with multiple

service providers and multiple transitions between care settings.

The acceptance of plural forms of knowledge, as a basic tenet of pragmatism, is also
suited to research in a healthcare arena which has explicitly recognised different
forms of knowledge such as that held by service users or patients, or communities
of people, for several decades now (Mockford et al, 2012). This recognition of
‘expert experience’ or knowledge is seen particularly with regards to endeavours
whereby people are asked about their subjective experiences of care in order to
assess what is working well and what is not, so that action can be taken to improve

care experiences (Coulter et al., 2014).

Pragmatism has therefore been chosen as a consequence of the priority given ‘to
people’s everyday experience (that) should be taken at face value in terms of their
relevance and validity as problems requiring solutions,” (Cornish and Gillespie,
2009), rather than its perceived flexibility and ‘convenience’. It was not an easy
option, for as Cornish and Gillespie note, a researcher following a pragmatist
philosophy, “...faces the most stringent pragmatist criterion: whether it makes a

difference to those problems in practice?”.
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4.3 Choice of approach and methodology

It was originally intended that the study would take the form of a collective case
study, whereby one issue or concern is selected (i.e. the provision of supportive
care to people affected by inoperable pancreatic cancer) but multiple case studies
(i.e. provider sites) are selected to illustrate the issue. The selection of case study
sites is important within case study research in order to show different perspectives

on the issue while ensuring representative cases (Creswell and Poth, 2018).

Four NHS sites were initially approached as case study sites for recruitment of all
three groups of participants. These sites were chosen as they represented both
specialist centres (i.e. those providing surgery for patients considered operable as
well as providing all-round care for all local patients) and non-specialist provider
units (i.e. those that do not provide curative surgery but provide chemotherapy and
other supportive care services to local patients). Sites A and B were selected as
specialist centres, while sites C and D were selected as non-specialist centres. In
selecting the case study sites, consideration was also given to other factors which
might contribute to variation i.e. the ethnic diversity of the population served by

the sites and the mix of urban and rural areas within the catchment area of the site.

It became apparent however during the study that additional and alternative
means of recruiting patient and FC participants would have to be adopted as the
rate of patients with inoperable pancreatic cancer presenting at the four selected

sites, and who wished to participate in the study, was not adequate to meet the
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study’s recruitment targets. This resulted in the inclusion of a fifth NHS site and the
recruitment of participants through PCUK and through social media.

This affected the integrity of a collective case study approach but allowed for the
study to evolve as an intrinsic case study, (Creswell and Poth, 2018) where the
‘case’ being studied was the provision of supportive care to people affected by
inoperable pancreatic cancer within the English NHS.

The choice of ‘case’ was made on the basis that as most people with pancreatic
cancer are diagnosed when their cancer is at an advanced stage and curative
treatment is not an option (NHS Digital, 2024a), supportive care is the means by
which people’s symptoms are managed, holistic needs are met and people are kept
as comfortable as possible for as long as possible. Optimal supportive care is in
effect all that the health service can offer to people affected by inoperable
pancreatic cancer.

Yin suggests the possibility of collecting six types of information for case study
research: documents, archival records, interviews, direct observations, participant
observation, and physical artefacts (Yin, 2009). Two types of information are
essentially used in this study, namely documents (policy and strategy documents —
see Chapter 2 for the provision of background and contextual data) and interviews.
Patients’ medical records could have been accessed as a source of information
(Yin’s archival records) but as the researcher is not a clinician, the interpretation of
these records would have been problematic. Observations as a source of

information were also discounted as both logistically problematic (given that only
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scheduled clinical consultations would be feasible to observe) and ethically

challenging (given the ‘case’ under study).

4.4 Qualitative methods

In addition to exploring what is known about the provision of supportive care from
the literature and what policy and strategies are in place within the NHS to inform
the delivery of such care, the study employed semi-structured interviews with three
groups of participants - people with newly diagnosed inoperable pancreatic cancer
(hereafter referred to as patients for brevity), their nominated FCs® and healthcare
professionals (HCPs). Participants were recruited from multiple sites representing a
range of contexts (see section 4.4 above). The range of participants and the range
of sites provided multiple sources of data — a defining feature of a case study
(Creswell and Poth, 2018).

While Yin refers specifically to interviews as a source of information for case study
research (Yin, 2009), they were considered most appropriate by the researcher to
other qualitative methods as the method of data collection for several reasons. For
example, focus group interviews are commonly used for data collection but this
method was discounted for a number of reasons. Firstly, focus groups or group
conversations, are generally considered less helpful for the ‘detailed generation of

individual accounts’” and more useful when the group process or interaction

> An FC was defined as the person the patient considered they got the most informal support from.
This individual could have been a spouse or partner, an adult child, another family member or
relative or a friend.
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between participants ‘will illuminate the research issue’, (Ritchie et al, 2014, p56).
Focus groups are therefore helpful in research into people’s attitudes but less
helpful when exploring complex or sensitive experiences. The researcher therefore
felt that focus groups would be too intrusive given the participant cohort and the
nature of the subject under discussion. The researcher also felt they would be too
inflexible logistically i.e. geographically dispersed participants, and participants who
may also be unwell and unable to participate on the day.

Alternatively participant diaries were considered as a means of data collection but
again discounted as being too burdensome on patient and FCs time, when their
time was already subject to the significant demands of their illness.
Semi-structured interviews were therefore considered the most appropriate means
of data collection as they allowed for an in-depth exploration of the topic and while
the interviews were based around and guided by a topic guide, they were also
‘conversations with a purpose,” (Ritchie et al, 2014), allowing the interviewee the
opportunity to focus on aspects of most importance or significance to the
interviewee.

Longitudinal element

Where possible, more than one interview was undertaken with patients and their
nominated FCs, over a six month period. These multiple interviews took place at
approximately one month, three months and six months post diagnosis. This
longitudinal element was incorporated in order to explore how supportive care
needs might change over time with disease progression. Given the nature of the

patient cohort and the contingent nature of qualitative longitudinal research on the
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data subjects’ availability over time, the longitudinal aspect is a design element

rather than a methodological approach in its own right (Audulv et al. 2022).

In contrast, HCPs were interviewed once only, as the temporal aspect of their

experience of providing care was not necessary for this study.

4.5 Clinical engagement and Clinical Advisory Group

Extensive clinical engagement took place with all NHS sites involved in the study.
This involved a series of meetings with the relevant clinical leads and other relevant
health professionals i.e., oncologists and CNSs, to introduce the study and to
discuss specific aspects such as the logistics of recruitment. Clinicians at all sites
were fully supportive of the study from the outset and were fully committed to

working with the researcher to ensure its success.

A Clinical Advisory Group (CAG) was established at the outset of the study to
provide clinical oversight to the study. Members included the Clinical Leads for the
HPB service from Sites A and B, and an oncologist and CNS from Sites A and B.

Regular meetings were held with the CAG during the study.

Early discussions with members of the CAG led to refinements in the sampling
strategy and in the recruitment process of participants. This led to the inclusion of
patients who might be considered borderline resectable at diagnosis as they were
assessed as being inoperable at this point. The advice of the CAG also meant that
the study’s lead oncologist at each site could identify suitable patients themselves,
without the need for potential patient participants to be identified via the HPB

Specialist MDT meetings at Sites A and B. The CAG also provided helpful advice and
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support throughout the recruitment period and in later stages of the studyj, it
provided a sounding board for the testing out of early findings. The CAG also played
a key role in providing comments and feedback on the study’s recommendations —

see Chapter 8.

4.6 Patient and public involvement and engagement activity

Extensive PPIE activity took place prior to the start of the study in order to ensure
that people affected by pancreatic cancer felt the underlying rationale for the study
was valid i.e. that the care of this cohort of people was sub-optimal and was
amenable to improvement. This involved discussing the rationale for the study with
contacts from previous work undertaken. These contacts included both pancreatic
patients and FCs, who were asked for their thoughts on the study’s aims, its
relevance and feasibility. Feedback from these conversations reinforced the
relevance of the study and its importance, and confirmed some of the researcher’s
early thoughts about the nature of supportive care in relation to this cohort of

people.

To ensure that the study was completely sensitive to the needs of patient and FC
participants, a robust process for Patient and Public Involvement and Engagement
(PPIE) was established in conjunction with the specialist charity Pancreatic Cancer
UK (PCUK). In the first instance, this involved the facilitation of a discussion group
involving members of PCUK’s established Research Involvement Network (RIN) and

the distribution of a brief survey via the RIN, both of which occurred in April 2021.
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PPIE Discussion group

Membership consisted of six participants —two people (both male) whose cancer
had been operable, the wife of one of the male participants, a woman whose sister
had died from inoperable pancreatic cancer, and the wives of two men who had
also died from the disease. A brief presentation was provided on the aims of the
study, and an outline of the proposed methods, before the group was asked to
consider several questions regarding the relevance of the study, and the optimum

means to recruit participants.

The group firstly discussed the gaps or limitations they had experienced in their
own care or that of their family members, demonstrating the relevance of the
study. These gaps, or limitations in care included poor to non-existent nutritional
advice, including a lack of advice on taking PERT; a lack of co-ordination of care with
poor and delayed communication; the overwhelming provision of information that
was not always perceived as helpful; and a lack of support for carers, whose needs

they believed were often overlooked.

When answering questions about the timing of recruitment of participants, the
group suggested the sooner the better due to the poor prognosis for most people
but noted that this should not happen at the point of diagnosis, as this is when
people are experiencing shock and confusion and there is already a flurry of activity

and a lot of information to take in.

The group felt that people would be interested in taking part despite their

diagnosis, as they were likely to want to help, and could frame their participation as
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something positive for them to focus on. The group also felt that involvement in the
study might have a therapeutic benefit for some participants as they might find it

helpful to simply talk to someone about their experience.

The consensus of the group was that the CNS would be best placed to introduce the
study and ascertain if patients and FCs would wish to consider taking part.
Participants had varying experiences with their oncologist and not all were positive.
Participants felt the nurse had the time to listen and explain and was more

approachable.

The amount of information given to people at the time of diagnosis was felt by all
members of the group to have been overwhelming. It was suggested therefore that
the initial research information needed to be succinct - a brief summary introducing
the idea of the research was considered preferable with further information
available if someone expressed an interest in taking part. Group members also
thought it would be helpful to have a photo and a short bio of the researcher within

the information pack.

The general view of the group was that having the researcher in the clinic to
undertake recruitment would not be helpful, as it would just be ‘another face’
among many, at a time when so much was already going on for them. It was
suggested that the researcher’s presence may therefore feel like an intrusion, and
speaking to the researcher at that point would be an additional time burden when

people might already have spent a long time at the hospital for their clinic
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appointment. Participants therefore doubted whether patients and their FCs would

be very receptive to being recruited into a study in this way.

In order to conduct the interviews, the group felt home visits or telephone or video
calls in the participants’ home environment would be preferable to interviews
undertaken within the hospital environment. The time commitment required for
the interviews (60 mins *3 over 6 months) seemed reasonable to group members
but the need for flexibility was noted in case participants needed to rearrange

interviews at short notice if they weren’t feeling up to it at the time.

PPIE Survey responses

Eleven survey responses were received - one from a patient and 10 from FCs. All
respondents answered positively regarding the relevance and importance of the
study. Ten of the respondents, including the patient, felt people would definitely be
inclined to take part in the study, while one FC wasn’t sure but hoped that people

would.

Most respondents were in favour of potential participants being approached about
taking part, at the time of their first post-diagnosis appointment with an HCP. As
with discussion group members, most respondents also felt the CNS would be the
most appropriate person to introduce the study. Respondents also felt that a brief
summary of the project should be provided initially, with a follow up phone call
sometime later to assess the patient’s interest in taking part. A photo and bio of the

researcher were also felt to be useful to include in the information pack.
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There were mixed views in relation to the timing of the three interviews, with
several respondents noting that interviewing patients over the timescale proposed
was probably ambitious, given the potential for rapid disease progression. As
regards the ordering of interviews between patient and FC, respondents felt there

should be no fixed rule but that this should be based on personal preference.

Finally, people were asked whether including a diary or log sheet in the study
information pack, to record appointments and interactions with HCPs, would be
useful as a memory aid in interviews. The consensus was that this would be very

useful for those that wanted to use it but that it should not be mandatory.

PPIE Feedback on patient and FC facing documentation

Members of PCUK’s RIN were subsequently invited to provide comments and
feedback on the study documentation in late September 2021. Nine members came
forward, all of whom were FCs. The documentation which included participant
information sheets, consent forms, topic guides and the diary/log sheet, was sent

out by email, with a series of questions to guide the reviewers’ comments.

A series of amendments were made to the documentation based on these

comments including changes to certain wording and the simplification of wording,
the visual presentation of documents; clarifying explanations for certain words or
phrases; the inclusion of additional questions in the topic guide; and the inclusion

of an additional contact for advice and support.

In summary, 26 people took part in formal PPIE activities. Their comments and

feedback were thoughtful and comprehensive. The PPIE activity informed the
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development of the research protocol and led to a series of changes in study

documentation.

PPIE Feedback on findings

As detailed in Chapter 8, a summary of the findings was produced to ‘sense test’
with various stakeholders, including people affected by pancreatic cancer. The
summary was published in PCUK’s RIN newsletter in late February 2024 and was
also sent separately to a number of FCs, including one who had taken part in the
study and three who had not taken part in the study. Feedback on the findings was
subsequently received from three FCs. Their comments indicated that the findings
resonated well with their experiences and that they felt all the key issues and

concerns had been captured well and presented sensitively.

Participant feedback on study summary including recommendations

At the end of the study, when a final summary had been produced, the researcher
contacted patient and FC participants (after checking the status of patient
participants with their healthcare team first) to enquire whether they wished to
receive a copy of the summary. This approach was undertaken in order to avoid
upsetting people by sending an unsolicited summary. Of the 13 patients who had
taken part in the study, only four had survived to its completion, of which one was
in receipt of EoL care. An email was therefore not sent out to this individual to
enquire whether they wished to receive a copy of the report but each of the
surviving three patients, along with their FC were contacted and all requested a

copy of the report. The FCs of those patients who had died since the end of the
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data gathering period were contacted and the researcher’s condolences were
offered. Of these individuals, 3 requested a copy of the summary. A further two
summaries were sent out to FCs whose family member had died during the course
of the study, and whose death was already known to the researcher. Four FCs did
not respond to the invitation to receive a summary and no further action was

taken.

PPIE throughout the study

Given the disease burden affecting patients with inoperable pancreatic cancer and
the caring burden faced by their FCs, a decision was made not to establish a
bespoke patient advisory group for the purpose of the study. Instead, the
researcher endeavoured to ensure the study remained person-centred and focused
on patient experience throughout through regular contact and discussion with the
specialist charity PCUK and its RIN members (patients and FCs) as noted above, and
through regular contact and discussion with an existing personal contact of the

researcher whose husband had previously died from pancreatic cancer.

4.7 Participant eligibility and recruitment process

Patients were considered eligible for inclusion in the study if they were 18 or over
(with no upper age limit) with either a new diagnosis of pancreatic cancer or a new
diagnosis of metastatic pancreatic cancer, and who were assessed by their clinical
care team to be inoperable at the time of diagnosis. Patients who were likely to die

within six months, as assessed by their clinical care team were excluded from the
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study. Patients were also only eligible if the clinical care team judged them to have

the capacity to give informed consent.

Patients were provided with the recruitment information pack, including a
summary of the study (Appendix 2), by either their oncologist or CNS at their first
oncology clinic appointment. Patients were invited to contact the researcher
directly if they were interested in taking part, for a further discussion about
participation (this process changed slightly during the study to help increase
recruitment rates — see section 4.8 below). This involved talking through the
participant information sheet (Appendix 3) and consent form (Appendix 4). Consent
was also taken verbally and audio recorded at the start of each interview.
Participants were reconsented, prior to the interview, when multiple interviews

took place.

The patient was also asked who they wished to nominate as their FC for the
purpose of participation. The decision to include dyads of patients and FCs was
made for two reasons; firstly, because the views of FCs were integral to the study
and this was viewed as an appropriate means of recruiting FCs, as the researcher
believed that FCs may feel more inclined to participate if their family member was
also participating. Secondly, the experience of cancer can be considered a ‘shared
experience’ between patient and FC, with the FC ‘embedded’ in the situation

(Morris, 2001).
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Individuals were considered eligible for inclusion as a FC if they were over 18 years
of age (with no upper age limit) and were nominated as an informal carer (person

they get most support from) by a patient who had been invited to participate.

When a patient nominated a FC, they were also contacted to go through a
participant information sheet (Appendix 5) and consent form (Appendix 6). Consent
was also taken verbally and audio recorded at the start of each interview. As with
patient interviews, FC participants were reconsented where multiple interviews
took place. (When joint interviews took place, both participants gave their consent

verbally.)

The log sheet included in the participant pack (Appendix 7) was also drawn to the
participant’s attention at this point. The diary or log sheet was intended for
participants to record appointments and interactions with HCPs if they wished to do

so, so it could act as a memory aid in interviews.

A suitable time was arranged to interview both participants, either separately or
jointly, depending on preference. Participants were offered the opportunity to
participate according to their preference as this was felt to be the most ethically
appropriate option as it would address issues of ‘intrusion and choice’ —the
intrusion of the interviewee disrupting the FC’s day-to-day life and potential for
feelings of exclusion to occur if they were not interviewed jointly, and the
opportunity to provide some degree of empowerment to participants by providing

some choice within the process (Morris, 2001).
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When joint interviews were undertaken, both patient and FC topic guides were
open in front of the researcher to ensure that no topics were overlooked. The
opening questions were the same on both topic guides and the researcher
therefore addressed these questions to both participants. Depending on who
answered the question, the researcher would then ask the other participant if they
had anything to add. This pattern continued throughout the interview depending on
who answered the question, except where questions were relevant for just one of

the participants i.e. whether the FC felt their needs were being addressed.

Both joint and separate interviews have advantages and disadvantages. For
example, joint interviews with dyads might be considered problematic in case one
person dominates the conversation, or friction is created between the dyad, while
separate interviews might be logistically difficult to arrange or foster an
unwarranted sense of secrecy between dyads (Morris, 2001). In practice, both
types of interview revealed benefits - joint interviews proved beneficial in allowing
participants to remind each other about certain events or experiences, which might
not have been recalled otherwise, while separate interviews yielded a qualitatively

different kind of data is some cases — see Chapter 5.

When separate interviews were conducted, their ordering between the patient and

FC was based on individual preference.

It was possible for patients to take part without nominating a FC, if that was their

preference but it was not possible, initially, for an FC to take part without the
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patient participating. This limitation was subsequently changed through an ethical

amendment — see Section 4.8 below.

HCPs were identified as potential participants by the Lead Clinician at each site and
invited to contact the researcher. Eligibility for participation as a HCP required
someone to be providing care to patients with pancreatic cancer. This included
nurses, oncologists, supportive care specialists, allied health professionals and third
sector professionals such as HCPs providing hospice based, or community-based

palliative care and those providing specialist support through UK helplines.

When contact was made, the researcher talked through the HCP participant
information sheet (Appendix 8) and took consent (Appendix 9). Further HCP
interviewees were identified through the snowballing technique - whereby
individual participants suggested other colleagues who might make a valuable

contribution to the project and passed the researcher their email address.

All participants were provided with an interview topic guide (Appendices 10-16) in
advance of the interviews so they could prepare for the interview if they choose to
do so. This ensured that participants could cover all the information they wanted to
share, without the cognitive demands of having to ‘think in the moment.” The
development of the topic guides for all three groups of participants resulted from
the orientation conversations the researcher had with her existing contacts in the
pancreatic community before the study started, a reading of the literature identified
during the first year of the PhD, some of which is summarised in Chapter 3 and

through the PPIE process detailed in section 4.6 above. The researcher made a

102



conscious decision not to use Fitch’s Framework and her domains of need as the
basis for the topic guides. It was considered unlikely that people would think
naturally in these categories of needs and therefore structuring the topic guides in
this way may have affected the participants’ understanding of the questions and the

subsequent flow of conversation.

Instead, patient and FC topic guides covered issues such as their experience of
diagnosis, the treatment the patient had received, the HCPs they had seen or been
referred to, and whether their physical, emotional, and practical needs were being
addressed. HCP topic guides covered the individual’s experience of the issues and
concerns patients and FCs would be likely to have, their ability to respond to
patient and FC needs and where they felt there might be gaps in care or areas for

improvement.

All interviews took place either by telephone or via Zoom®© and were audio
recorded if taking place via telephone, and either audio-visually recorded if taking
place via Zoom, or audio recorded only, depending on the participants’ preference.
Audio files were transcribed by the researcher initially. However, the use of a third

party transcription service was also used when the volume of interviews increased.

4.8 Ethics and research governance

The process to gain ethical and research governance approval for this study is set
out in Figure 3. below. The process commenced in November 2021 and the
application was reviewed by the Oxford B Research Ethics Committee (REC) on 11th

January 2022. A Provisional Opinion letter was received indicating a number of
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changes to be made and clarifications sought. Having satisfied the REC that the
appropriate changes had been made, full REC and Health Research Authority (HRA)
approval were subsequently received on 24th February 2022. Recruitment started

at three of the sites in April 2022, and the fourth site in July 2022.

Figure 3. Ethics and governance timeline

ePaperwork submitted to Oxford Brookes University for
sponsorship approval
November .
2021 *Sponsorship approved

*HRA submission
D b *HRA initial assessment letter received
eggg; Bl - Sharing of Local Packs with NHS sites

*REC Committee Review
eProvisional Opinion letter from REC Committee received

eFull REC approval received

eSite A local approval received
=Site C local approval received, and Letter of Access granted

=Site A Letter of Access granted

«Sijte A validates Research Passport

Site D local approval and Letter of Access granted
sRecruitment starts at Sites A, Cand D )

Site B local approval and Letter of Access granted
#*Recruitment starts at Site B

€€€C€€<C

Further ethical issues raised by the research

Further ethical issues arising from the research were assessed as managing any
potential distress in participants (patients and FCs specifically but all participants to

an extent) and taking steps to prevent the potential development of an emotionally
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dependent attachment between the participants (patients and FCs specifically) and

the researcher.

A Distress Protocol (Appendix 17) was therefore produced which set out the steps
the researcher would take if the participants became distressed during interviews.
A second Distress Protocol (Appendix 18) was produced to cover the researcher and
the supervisory team. The protocol ensured that the researcher had access to a
member of the supervisory team when undertaking field work, in order to
accommodate an immediate debrief after interviews, if required. In addition,
informal weekly debriefs were scheduled with a member of the supervisory team
during the data collection period. The protocol determined that in the first instance,
supervisory team members would provide peer support to each other, while the
University’s full range of wellbeing services for staff would be available should

these be required.

Given the longitudinal element of the research study, it was also considered
possible that patients and FCs could develop an emotionally dependent attachment
to the researcher (Calman et al, 2013). This was considered a particular risk for this
study given the context of the research and the possibility that the researcher
might be the only person that the patient and/or FC were able to talk with freely
about their experiences of the disease, and the care they or their family member

had received.

A Discontinuation Protocol (Appendix 19) was therefore produced which set out the

steps that would be taken to mitigate for these circumstances, if deemed
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necessary. The protocol determined that at the conclusion of the third and final
interview, participants would be provided with a thank you card and a ‘Goodbye
Letter.” The ‘Goodbye Letter’ made an explicit statement about the nature of the
relationship between the researcher and participants and set out the next steps for
the study. The letter concluded by reiterating the support available to participants

through PCUK and other charitable organisations.

Ethical amendments

Several changes were made during the study, most of which required amendments

to be submitted to the HRA for approval - see Figure 4. below.

Figure 4. Timeline of protocol changes and associated ethical amendments

~
*Non-substantial amendment re: provision of information to
February participants, IRAS form submitted

2022 /

<

e Additional recruiting clinics added at Site B (no ethical N
amendment required)
b eSubstantial amendment submitted to adapt recruitment
October process, extend recruitment period and add a 5" NHS site —
2022 :
Site E Yy,
~,

eSite E local approval received, Letter of Access granted and
DIl LIS @l Site E open for recruitment
2022 J

eNon-substantial amendment submitted to extend
recruitment period to 30/9/23

eSubstantial amendment submitted to reduce number of
participants, recruitment through social media and PCUK,
change to number of interviews to be conducted for each
participant, recruitment of FCs on their own, removal of
workshops from approach

106



These changes were the result of the challenges experienced in recruiting patient
and FC participants. The first main change was to the recruitment process, so that
rather than patient and FC participants being expected to contact the researcher
directly, they were asked by an HCP for their permission to have their contact
details passed to the researcher. The researcher would then make contact to
discuss their participation. Further amendments included extensions to the
recruitment period, the addition of more clinics at existing NHS sites and the
addition of a fifth NHS site — Site E, a change to allow FCs to be recruited without
the patient participating, and the introduction of recruitment through non-NHS
routes. In addition, an amendment revised the maximum number of patients and

FCs to be recruited from 25 to 15 for each cohort.

Given the extended recruitment period, an amendment also allowed for patients
and FCs recruited after March 2023 to be interviewed at just two time points — the
first interview taking place within three months of diagnosis and the second within
six months of diagnosis. The extended recruitment period also meant that the
original intention to test findings and recommendations out with participants
through a series of workshops had to be revised. Recognising the importance of
ensuring that any practical suggestions for improving people’s care and support
were acceptable to stakeholders and feasible to implement, the amendment
allowed for the findings from the study to be shared with PCUK’s RIN and a

representative of a national network of hepatobiliary nurses.
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4.9 Data analysis

It is accepted that the analysis process for qualitative research does not wait to
start until all data has been collected but is instead ‘ongoing’ and ‘an inherent part
of the whole process of qualitative research’, (Ritchie et al, 2014, p275). The
analysis process in this study began with the production of interview summaries
after each interview had been completed. This process allowed the researcher to
begin to identify common issues with people’s care and support from an early stage

which the researcher was then alert to in subsequent interviews (Harding, 2013).

The ordering of interviews was also helpful in this regard in that three of the first
four interviews were with specialist nurses from a charity helpline. Given the nature
of their role - speaking to patients and FCs on a daily basis, their combined years of
experience, and their geographical reach, these interviewees were able to provide a
good overview of the supportive care issues patients and FCs were likely to face.
These were therefore interviews that orientated the researcher to the topic and
raised issues in the provision of care that were not evident in the literature or
previously on the researcher’s radar from earlier PPIE discussions. For example,
particular issues regarding patients’ access to GPs were highlighted by these
interviewees along with the difficulties patients might experience in the co-

ordination of their care outside of the acute sector.

The common themes in these three interviews therefore informed subsequent
interview data collection with patients and FCs, who were asked specific questions
about their contact with primary care. And while it had been the intention from the

outset to interview GPs if possible, their importance as participants became
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increasingly clear during these interviews with patients and FCs, as many comments
were made about perceived deficiencies in the support received from primary care.
It was therefore critical to understand GP’s perspectives, and to explore the
challenges they faced caring for this cohort of people. Consequently, three GPs

were recruited and interviewed.

The ongoing use of summaries after interviews also assisted in identifying
additional issues or concerns that were then incorporated into interview questions
and probes, such as the emotional effect on HCPs of working with this cohort of

patients and FCs and the experience of patients when hospital inpatients.

Hence the process between data collection and analysis was iterative - a

fundamental feature of qualitative research ( Ritchie et al. 2014).

The Framework Approach

Data from the interviews were formally analysed using the Framework Approach
(Ritchie and Lewis, 2003). This is a means by which qualitative data can be reduced
systematically into a manageable format for analysis. The Framework Approach is
not aligned with any particular epistemological, philosophical, or theoretical
approach and is not limited in its application to either an inductive or deductive
thematic analysis (Gale et al, 2013). It is commonly used in the thematic analysis of
semi-structured interview transcripts and when the data are homogeneous i.e.

covering similar topics or issues (Gale et al, 2013).

How the Framework Approach was applied in this study is summarised in Table 3

below and described in full in the subsequent text.
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Table 3: The Stages of the Framework Approach (adapted from Gale et al, 2013)

Stage | Process Description Application to the study

1 Transcription | The process starts with the | A combination of researcher-transcribed (35%)
transcription of interview and professionally transcribed (65%) audio files
audio files by the was employed to manage the amount of data
researcher. collected.

2 Data This occurs through Once transcribed, hard copies of all transcripts
familiarization | listening to the interview were printed and read through a minimum of

audio files and reading and | three times - notes were made in the margins of
re-reading the transcripts. initial thoughts and impressions.

3 Coding In this stage of the process, | A combination of deductive and inductive

the transcript is read line by | approaches was used to generate codes. Codes
line with a descriptive label | such as symptom control and care co-ordination
or code applied to sections | were pre-selected (deductive) as the literature
of the text. highlighted the importance of these. In other

A combination of deductive | cases, labels were generated from the data

and inductive approaches through open (unrestricted) coding i.e. the

can be used to generate importance of peer support among HCPs.
codes.

4 Developing an | Itis usual practice for a Due to the PhD nature of the research, most of
analytical researcher to code a few the coding was conducted by the researcher. The
framework initial transcripts to discuss | supervisory team were involved in testing the

with other members of the | analytic framework and codes by joint coding two
research team. transcripts each. This resulted in a small number
Codes are grouped together | of additional codes being suggested.

into categories and a tree Coding began on the HCP transcripts initially to
diagram is used to develop a framework. The first six transcripts
represent sub-categories. were read and coded before the framework was
Additional codes may be developed. The framework used several

added as further transcripts | categories and sub-categories, and a tree

are analysed. diagram was used to represent these codes.

5 Applying the Categories and codes are Single words or short labels were used in the
analytical marked as they appear, on | application of the analytical framework e.g.
framework each transcript. Communication, delays, GP access, navigating the

system, decision-making.

6 Charting data | A matrix output is produced | A first draft of the matrix was produced after the
into the with rows representing charting of 22 HCP interviews. The matrix was
framework cases (each interviewee) subsequently added to and amended as the
matrix and columns representing analysis of two additional transcripts was

codes (themes identified). included.
The cells of the matrix
contain summarised data
from each interviewee for
that code.
7 Interpreting This final stage seeks to In this study the emotions and feelings HCPs

the data

explain the data through
theoretical concepts,
connections, and causality

expressed about working with this cohort of
patients could be interpreted through the
concept of emotional labour.
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The coding process began with the reading and notation of the first six HCP
transcripts. Manual coding was used as the researcher’s personal preference for
speed and ease of use. This involved the use of highlighters and making notes in the
margins of paper transcripts to identify codes. (See Appendix 20 for an illustrative
extract of a coded transcript). Single words or short labels were initially used to
describe the issue or topic being discussed. This was both deductive, using themes
identified from the literature i.e. a priori codes e.g. PEl and PERT, palliative care,
communication etc., and inductive i.e. being open to new themes and ideas e.g. GP
access, emotional labour etc. (Saldana, 2021). The codes were grouped into broad
categories sharing patterns or characteristics (Saldana, 2021), to develop the
framework. This categorisation was based initially on the seven domains of need,
and the time points along the cancer trajectory i.e. diagnosis phase, treatment
phase and palliative/EoL phase, in Fitch’s framework (1994). Additional categories
were added as codes were added with similar characteristics that did not relate to

Fitch’s framework i.e. organisation of services.

The remaining HCP transcripts were then re-read, and these categories and codes

were applied, with additional codes added and refined during the process, until all
22 HCP interviews, undertaken up to that point, had been analysed and coded. The
process then began of charting the data from the HCP interviews into the

framework matrix.

Once all 22 HCP interviews undertaken at that point had been charted into the
matrix, the process of coding patient and FC interviews began. Initially, one coding

matrix was going to be used for all participants as it was thought that many of the
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codes would be applicable across the whole cohort. While this was borne out to an
extent, the codes created from HCPs interviews did not always accurately reflect
the patient or FC experience, nor did they encompass every aspect of the data
within these transcripts. Appendix 21 sets out the changes proposed to the original

coding matrix as a result of applying this to the first six patient and FC transcripts.

It was therefore decided to code the next six FC and patient transcripts from
scratch to see how alternative codes might be generated. This exercise led to the
development of two matrices — one for HCPs and one for patients and FCs — see

Appendix 22 for an illustrative extract from the patient and FC coding matrix.

In the coding and charting of the data, there were both joint and separate codes for
the data gathered from FCs and patients regardless of whether the interviews were
conducted jointly or separately. For example, Category B codes related to the
patient journey and experience, so that whether a patient talked about their own
diagnosis, or an FC talked about the patient’s diagnosis, this was coded to the same
code. There were separate patient and FC codes in Category C — ‘Emotional impact
and effects of illness’ so that while code C2 related to patient feelings, needs and
concerns, code C5 related to FC feelings, needs and concerns. Similarly, code

C3 related to the patient’s support network while code C8 related to the FC’s
support network. Code C4 related to the patient’s coping strategies while code C9
related to the FC’s coping strategies. In addition, one code, C6 related to the FC role
and responsibilities specifically, while code C7 related to the dynamic between the
patient and FC, whether indicated indirectly through the interview, or directly

expressed.
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It was not possible to undertake a detailed longitudinal analysis of the data across
participants due to the limited number of multiple interviews achieved. Changes in
needs over time were assessed for individual participants, where multiple
interviews had taken place.

4.10 Mapping and theorising from the data

Initially, different conceptual models were tested with regards to the analysis and
presentation of the patient, FC and HCP findings. These were Fitch’s Framework of
Supportive Care Needs for cancer patients (1994) as applied to patient interview
data, the conceptual model of family caregiving (Fletcher et al, 2012) as applied to
FC interview data and Donabedian’s conceptual model of healthcare quality (1966)

as applied to HCP data. These are described in turn below.

Fitch’s Framework was identified as being potentially relevant to the study in the
early stages of the background reading into supportive cancer care conducted at the
outset of the researcher’s PhD. Though originally published in 1994, it continues to
have relevance in terms of the domains covered (Krishnasamy et al., 2023) and how
these might be applied in the context of this study (see Table 2 — page 23). In
addition to the seven domains of need, the Framework considers three time points
- the diagnosis, treatment, and later phases, as being important in assessing needs.
This element of the Framework informed the timing of patient and FC interviews,

referred to earlier in this chapter.

Fitch (1994) also identified five basic clinical standards for supportive care of cancer

patients and their FCs as follows: People should receive ongoing assessments of
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their supportive care needs; they should be offered referrals to appropriate
supportive care resources and have the opportunity for self-referral to such
resources; people should have access to information about the physical, practical,
and emotional aspects of their cancer and its treatment; and people should receive
supportive care that is relevant to their needs and sensitive to their age, gender,

language, culture, sexual orientations, religion, and economic status.

In a later publication (2008), Fitch also provided a means of conceptualising patient

needs, at four levels of service or intervention (see Table 4 below).

Table 4: Fitch’s Framework for conceptualising patient and family need (2008)

Level of | Service or intervention type required and proportion of patients requiring this
Need

1 All patients require ongoing assessment of supportive care needs with provision of
relevant information, emotional support, good communication and symptom
management

2 Approximately 30% will require additional information and education as well as

encouragement to seek help and engage in peer support groups

3 Approximately 30-40% will also require specialized or expert professional intervention
for symptom management and/or psychosocial distress

4 Approximately 10-15% will also need intensive and on-going complex interventions

The Framework therefore appeared logical, systematic and a comprehensive way of

thinking about patients’ holistic needs.

Fletcher et al’s Conceptual Model of Family Caregiving (2012)

This model was identified as being potentially relevant to the study during field-

work when the stress of being a FC was repeatedly highlighted by participants.
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Fletcher at al. based their model on earlier work on the stress process developed by
Weitzner, Haley and Chen (2000) but enhanced this earlier model, by incorporating

two additional elements, namely contextual factors and the cancer trajectory.

Within the model, ‘Primary Stressors’ relate to either patient illness related factors
such as the site and stage of the cancer, the prognosis for the patient and disease
symptoms and treatment side-effects, or care-giving demands such as the
management of symptoms and side effects, handling patient emotions,
coordinating treatment and appointments and accessing services and navigating
care. Secondary Stressors relate to ‘spillover effects’ i.e. those part of the
caregiver’s life that become affected by their caregiving role. These could include
work and family commitments, the enjoyment of a social life, financial challenges
and role changes, as well as stressors related to the physical effects of caregiving

and living with the patient i.e. fatigue and sleep disturbances.

It is suggested that caregivers make an appraisal of their stressors i.e. their
significance and meaning, in order for them to formulate a response to those
stressors. For example, a family caregiver may make either a positive appraisal of a
primary stressor such as considering it a privilege to care for someone, or a distress
appraisal by feeling the demands of caring as time-consuming and burdensome.
The appraisal of the stressor, determines the cognitive-behavioural response or

coping strategy which can in turn affect an individual’s health and wellbeing.

Fletcher et al.’s model (2012) then considers the importance of contextual factors

to the family caregiver’s situation i.e. their personal and social context such as their
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own health status, financial or work situation. Contextual factors may also include
the relationship the caregiver has with the person for whom they are caring — for
example whether this is a warm and loving relationship or already a relationship
under strain. The health system wherein the caregiving is situated, is also
considered as a contextual factor. The cancer trajectory forms the third element of
the model. Two overarching trajectories are possible - one leading to survivorship

and one leading to bereavement.

Donabedian’s model of Quality of Healthcare Quality (1966)

Donabedian’s model of healthcare quality was previously known to the researcher
and was therefore identified as a potential model for assessing the quality of the
care being provided at an early stage of the study. The model consists of three
domains — the ‘Structure’ of healthcare, healthcare ‘Process’ and healthcare
‘Outcome’ and explains the chain of causation between these three elements. The
structure of healthcare relates to the context of care which Donabedian suggests is
easy to simply observe. This domain would include the physical buildings and
equipment used to deliver healthcare, the staff involved, and training provided to
staff. The process of healthcare is the sum of all actions that make up healthcare
and Donabedian suggests these can be gleaned from reviewing medical records or
from interviews with parties involved such as patients, HCPs and FCs. This domain
might include the processes of diagnosis, treatment, preventive care, patient
education and interpersonal interactions between staff and healthcare users. The

outcome of healthcare is the effects of healthcare and these may include changes
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to health status, changes to health behaviour, changes to health knowledge,

increased patient or FC satisfaction or improved Qol.

Rejection of alternative methodological frameworks

While both Fletcher et al.’s and Donabedian’s models were relevant and offered a
means of exploring the data from interviews with FCs and HCPs in an alternative
way, the use of three separate models ultimately lacked coherency. Firstly, the
separation of patient and FC data into two chapters to allow for the application of
different models, created significant repetition between the chapters as both
groups of participants talked about the same events and situations, regardless of
whether they were interviewed separately or jointly. And while Fletcher et al’s
model was illuminating in its focus on stressors, context and the cancer trajectory,
the separation of data between the two groups of participants felt artificial in that
the experience of receiving supportive care was ultimately a shared experience and

much was obtained through joint interviews.

While the use of Donabedian’s model allowed for a consideration of the context of
care specifically — an important element for a case study of this nature, its

application also created repetition and a lack of coherency between the chapters.

Fitch’s Framework of needs was therefore applied to both patient and FC data in a
single chapter, using her seven domains of care and three time points as an
organising architecture. This subsequently led to the HCP data being presented
using the same architecture, allowing for consistency and comparison between

patient and FC experiences of receiving care and support and HCP experiences of
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providing support and care. This approach also allowed for the integration of
analysis themes and contextual themes in Chapter 7’s case assertions, a
characteristic of a case study approach (Creswell and Poth, 2018). The case studies
or lessons learnt represent the last stage of analysis in a case study, where the
researcher makes sense of the data and provides an interpretation of it (Stake,

2005).

The approach to data analysis in this case study is a ‘holistic’ analysis of the entire
‘case’ i.e. the delivery of supportive care to patients and FCs, as opposed to an

‘embedded’ analysis of a specific aspect of the ‘case’ (Yin, 2009).

Several middle-range and micro-theories are drawn on in Chapter 8 in order to
discuss the implications of the case studies. Middle-range theories relate to specific
aspects of human interactions with each other or with structures or organisations
while micro-theories focus on individual-level phenomena (Higgins and Moore,
2000). Theories considered in Chapter 8 include middle-range theories related to
patient experience and descriptive micro-theories such as emotional labour

(Hochschild, 1983) and help-seeking behaviour (O’Mahoney and Hegarty, 2009).

4.11 Rigour within the conduct of the study

Credibility, transparency and trustworthiness

Traditional concepts of reliability and validity in the scientific context refer to the
‘replicability’ of a study’s findings i.e. whether if it was conducted again using the
same methods, the same results would be generated, and there has been much

debate as to whether these concepts can and should be applied to qualitative
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research (Sandelowski, 1986 and Mays and Pope, 2000). The general consensus
though is that in order for findings to be considered transferable or generalisable,
the findings should be considered reliable, ‘correct’, or ‘authentic’ (Ritchie et al.,

2014).

This, the authors suggest, lies in the ability of the researcher to demonstrate
‘excellent, well-grounded links between the concepts and conclusions they develop,
and examples drawn from the data from which these have been derived, (2014,
p357). The use of verbatim quotes from interviews to illustrate themes or specific
points throughout the findings chapters in this thesis is a means by which the
validity of the findings can be judged. In addition, the inclusion of raw data in the
form of verbatim quotes from three perspectives (patients, FCs and HCPs)
demonstrates consistency of themes and concepts, and strengthens confidence in

the findings from any one cohort of participants.

The researcher is therefore confident that the raw data presented in these quotes
provide a rich, detailed, authentic and corroborated account of the phenomenon
under study. In addition, debriefing with supervisors during the analysis, and
providing the findings back to participants (members or respondents), as described

above, are further means of ‘validating’ the evidence (Ritchie et al., 2014).

Generalisability and transferability

The concept of generalisability i.e. that the findings can have relevance beyond the

study sample, is contested in qualitative research, (Ritchie et al, 2014). To some
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extent perhaps due to its lowly position in the established hierarchy of evidence

(Sackett, 1989), which ranks studies according to the probability of bias.

The concept of generalisation, also variously described as transferability or external
validity, can be taken to mean both the application of findings to populations or
settings beyond the study sample known as empirical generalisation, or theoretical
generalisation — the generation of theoretical concepts which might have wider
application (Ritchie et al, 2014). Empirical representation may be broken down
further into representational generalisation - findings can be generalised to the
whole of the population from which participants were drawn — in this context
people affected by inoperable pancreatic cancer, and inferential generalisation -

findings can be inferred as being relevant to other settings or contexts.

Ritchie et al. (2014) argue that representational generalisability depends on two
factors — firstly, whether the sample of participants is representative of the
population being studied and secondly whether the phenomenon under study has

been accurately captured and interpreted.

As regards being representative of the population being studied, the study
participants were based in a range of geographical locations within England, and
had received their care from both specialist hospitals and District General Hospitals.
The sample of patient participants also included a range of ages and an almost
equal split between genders. FC participants comprised a balance between adult

child carers and spousal carers. NHS HCPs were drawn from five geographical areas
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and represented a broad range of professional backgrounds, while the three PCUK

specialist nurses provided a national service.

With regards to whether the phenomenon under study has been accurately
captured and interpreted, the feedback from participants who were sent a
summary of the findings, and from other stakeholders who were also sent a
summary specifically for comment (see section 8.4), would indicate that this is the

case.

The researcher would therefore attest that the study has generated meaningful
evidence about the experiences of people affected by inoperable pancreatic cancer
which has representational generalisability for the wider population of this cohort

of people.

The researcher makes no claim to inferential generalisation, though it is possible
that some aspects of the patient and FC experience highlighted in the study are
common among other cohorts of people affected by a terminal diagnosis i.e. the
difficulty in receiving a referral to community palliative care services or referrals for

psychological support.

4.12 Reflexivity of the researcher

| anticipated that sharing their experience might be burdensome for people with
pancreatic cancer and their family members. In the event, | felt that people saw
their involvement as a much needed opportunity to talk freely and openly about
their experiences, without feeling that they were ‘burdening’ anyone with their

emotions and concerns. Participants also talked about their involvement as being
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an opportunity to contribute towards improving care for others, and several

commented on how important they felt the study was.

| developed a rapport with interviewees, which | believe was key to my ability to
retain participants’ engagement in the study and interview people more than once.
The quality of this relationship was evident | think in the fact that two of the FC
participants contacted me to let me know how their family members were after our
interviews had concluded. Significant events had arisen for them both i.e. one
patient was able to have surgery after neoadjuvant chemotherapy and another
patient received very positive blood results after their course of chemotherapy. A
daughter of one of the patients also contacted me after her mother’s death and
volunteered to be interviewed. The patient had told her daughter about the

conversation she had had with me, and her daughter wanted to help too.

Though there was the potential for these conversations to have been emotionally
challenging, | did not find them so at the time. During the interviews, | was focused
on creating the right sort of environment to put people at ease and to develop
rapport, and | was concentrating on the information that was being shared and
asking appropriate follow up questions or seeking clarification. | believe | remained

empathetic and sympathetic but not emotional.

After each interview, | wrote up a summary which was shared with my supervisory
team. This helped me to process what | had heard in a structured way. After
receiving the summaries of several of the interviews which re-told particularly

challenging experiences, my supervisors would check in with me via email to see if |
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needed a verbal debrief. | did not need to do this at any point. Instead, the
emotional nature of the conversations and the encounters affected me most when |
discovered that the participant had subsequently died. The conversations | had with
those individuals will stay with me and | feel that is an entirely appropriate

response for the privilege of hearing their stories.

The research endeavour is inevitably influenced by the researcher in terms of their
beliefs, assumptions, existing knowledge and prior experiences and it is appropriate
to reflect on the impact of these factors on the research in order to demonstrate

transparency.

Despite not having a clinical background, | have previously worked for the NHS in
managerial positions, often working closely with clinical teams. | have also worked
closely with HCPs during my career as an academic, and through both careers have
developed an affinity and empathy with HCPs. | believe this enabled me to be
mindful of, and sympathetic to the challenges of working within the NHS but also
enabled me to develop an informed naivety about contexts and processes, so that
HCP participants would in some cases explain scenarios or events in more detail
than they might have done had | been a fellow HCP. In addition, | think HCPs may
have been more open about their own emotional response to working with this
cohort of people, than had | been a clinical colleague, as there was no fear of

censure or judgement from me.

Because | was not a HCP (and this point was made clear to participants), | believe

my neutrality also meant that patient and FC participants were very open with what
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they disclosed about their experience, sharing a considerable amount of detail and

becoming emotional at times. | believe this factor also encouraged participants t
share examples of what they perceived to be poor practice by HCPs, without risk
censure and without the risk of their comments affecting their care in any way.

Specific codes within category B — ‘the patient journey and experience’, were use

o

of

d

to code such examples of care i.e. code B4 = confusion and uncertainty, code B5 =

delays and mis-steps, code B11 = Attitude of staff and dynamic with patient/fami

carer and code B13 = opinions on quality of care/care provision.

Though | have previously undertaken research into aspects of pancreatic cancer,

these have involved curative pathways rather than inoperable pathways, and mo

ly

re

general aspects of care, such as the feasibility of introducing a national audit. | have

not previously worked in a service providing care to terminally ill patients, nor
researched aspects of incurable cancer. | was therefore completely new to the
experiences of people with a terminal diagnosis and their FCs and largely new to
the literature relating to palliative care and EolL services, so had no preconceived

ideas about what these experiences might entail.

In relation to the analysis of the data, | feel the contribution and guidance of my
supervisors helped to mitigate the potential for any biased interpretation. | sent
summaries of each interview to supervisors after each interview and emerging

themes and conceptual ideas were discussed at supervision sessions. In addition,
supervisors had access to each audio file and transcript from every interview and
were able to see the raw data for themselves. In addition, a level of triangulation

through multiple analysis (i.e. the use of different analysts to compare and check
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data and its interpretation) (Ritchie et al, 2014) occurred, as the supervisory team
reviewed the coding framework and double coded a sample of transcripts to

provide a comparative check.

When writing the summary of findings for participants, | was aware of balancing the
need not to shy away from the reality of the stories shared, while being mindful of
how the presentation of these findings might be received by HCPs. | did not wish
the presentation of my findings to create any defensiveness which might negatively

impact the opportunities for making improvements to care in the future.

Given the nature of the patient cohort, | felt the importance of ensuring the
research would be meaningful to participants and would be capable of making a
positive impact on the care and support provided to people. At times, | felt an
almost overwhelming responsibility to do justice to the objectives of the study, and
occasionally felt downhearted when it seemed as though my contribution would
become overshadowed by recent strategic developments. | have therefore worked
hard to maintain a relationship with members of the pancreatic cancer community

to ensure there are meaningful opportunities to share and disseminate findings.

4.13 Summary of chapter

The chapter has positioned the research study within an ontological and
epistemological framework, providing a justification for the chosen philosophical
paradigm of pragmatism — a choice driven by the overall aim of the research which

explicitly states a need for action for social benefit. The rationale for undertaking a
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gualitative approach using an intrinsic case study design with semi-structured

interviews, incorporating a longitudinal element, has also been provided.

Further details on the research methods and processes are outlined including
participant eligibility and recruitment processes. This section provides detail on the
three groups of participants - HCPs, patients, and FCs, and their recruitment source
i.e. five NHS sites, PCUK and social media. It is noted that when possible, patients
and FCs were recruited as dyads and interviewed together, or separately, up to a

maximum of three time points. HCP participants were interviewed once only.

The methods used for data analysis, including the application of the Framework
Approach (Gale et al., 2013) are explained. This includes the processes of coding,
charting, mapping and theorising from the data. This section describes the use of
two coding matrices — one for HCP data and one for patient and FC data. It also
provides a justification for the theoretical framework chosen for the study — Fitch’s
Framework for Supportive Cancer Care, together with an explanation of alternative

theoretical frameworks which were considered but discounted during the study.

A description and timeline of the ethical and governance issues that arose during
the study are presented, including the amendments required to mitigate for the
challenges of recruiting patients and their FCs. In addition, the patient and public
involvement and engagement (PPIE), and clinical engagement activity, undertaken

at the outset of the study and throughout are described.

The chapter concludes with a discussion on rigour within qualitative studies and

sets out how rigour has been demonstrated within this study.
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Chapter 5 — Patient and family carer findings

‘No-one has enough time with this disease.’

5.1 Introduction

This chapter presents an analysis of the data from patient and FC interviews. As
noted in the previous chapter, Fitch's Supportive Care Needs Framework (1994) and
its seven domains is used to provide an architecture for the presentation of the
findings. Fitch’s definitions for each domain (2008) are provided at the start of each
section to indicate the issues that will be addressed. As noted in Chapter 4, the
interviews were conducted, when possible, at time periods that broadly align to
Fitch’s Framework i.e. within a month after diagnosis (diagnostic stage), within
three months of diagnosis (treatment stage) and within six months of diagnosis

(palliative/EoL stage).

The chapter starts with an overview of the findings providing details on the number
and characteristics of the participants and a general commentary on the nature of
the interviews themselves and what was observed from the longitudinal aspect of

the research.

5.2 Overview of findings

A total of 13 patients and 12 FCs were interviewed for the study, between May
2022 and December 2023. Twenty-one additional packs were handed out by NHS
sites to people who gave their permission for their contact details to be passed on

to the researcher but who, when contacted, either declined to participate, or did
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not respond to messages left. In a few instances, people declined to take part
because they felt too unwell to do so, while others who did not respond were

subsequently discovered to have been hospitalised.

A further four people (three FCs and one patient) contacted the researcher as a
result of the study being promoted by PCUK’s research newsletter and other social
media channels, but unfortunately they did not meet the eligibility criteria to take
part. The patient had cystic pancreatic tumours and the family members of the FCs

had died well in advance of the eligibility period for participation.

A total of 36 interviews were conducted. The full breakdown of this number in
terms of the composition of patient and FC interviews, separate and joint
interviews and single or multiple interviews is shown in Table 5 below. Briefly, 10 of
the patients were interviewed more than once, either separately or jointly with
their FC. Of these, two were interviewed three times and eight were interviewed
twice. Interviews lasted an average of 47 mins (range 13 mins — 1 hour, 37 mins).

Twenty-five of the interviews were conducted by phone and 11 by Zoom video call.

Table 5 below provides details and characteristics of the participants along with
their pseudonyms, their estimated age group (participants were not directly asked
their age), the nature of the relationship between patient and FC, whether the
individual was employed at the time of diagnosis, and the number, and type, of

interviews undertaken.
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Table 5 — Breakdown of participants by age group, work status, relationship

between participants, number, and type of interviews

PatientID | Age Work Relationship of FCID Age Work Interview No of
status patient and FC status Type Interviews
P1- 65-74 | R Declined to 3
Angela nominate
P2 - 45-54 | W Husband and wife FC1 - 45-54 | W Separate 3
Ben Belinda (Patient 1
and FC 2)
P3 - 75-84 | R Mother and FC2 - 45-54 | W Joint 2
Christine daughter Carol
Separate 1 (FC after
patient’s
death)
P4 - 45-54 | W Wife and FC3 - 45-54 | W Separate 4 (2 each)
Delia husband Daniel
P5 — 65-74 | R N/A * 3
Ed
P6 - 55-64 | W Husband and wife FC4 — 55-64 | R Joint 2
Frank Felicity
P7 - 75-84 | R Mother and FC10 - 45-54 | W Separate 2 (1 each)
Gloria daughter ** Naomi
P8 — 75-84 | R Declined to 1
Helen nominate
P9 - 65-74 | R Husband and wife FC6 - 65-74 | R Joint 1
Keith Katrina
P10 - 65-74 | W Father and son FCO - 35-44 | W Joint 2
Labib Nazim
P11 - 55-64 | W Husband and wife FC7 - 35-44 | S Separate 1 (FC)
Mikhailo Lara
Joint 2
P12 - 55-64 | W Declined to Separate 2
Nadia nominate
P13 - 55-64 | W Husband and wife FC11 - 35-44 | SE Separate 2 (1 each)
Oliver Phoebe
Joint 1
Deceased Mother and FC5— 35-44 | Not Separate 1
ol daughter Joanna known
Patient did Husband and wife FCS8 - 65-74 | R Separate 2
not take Mary
part***
Deceased Mother and FC12 - 44-54 | W Separate 1
o daughter Rachel
Work status — R=Retired, W=Working, S=Full-time student, SE = self-employed 36
* FC (wife) was present for both interviews but did not contribute to the discussion and therefore
not counted as a participating FC.
** patient declined to nominate but daughter contacted study to take part after patient’s death
*** FCs recruited after amendment to allow recruitment of FCs without patient participating
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Almost all the participants self-identified as White British (84%) except one patient
who self-identified as Asian and one FC who self-identified as British Asian and one
patient and FC dyad who both self-identified as White European. All participants
except three were completely fluent in English. Two of these participants were able
to participate without an interpreter and one participant was helped by his wife

(and FC) with translation through the interviews, when necessary.

5.2.1 Patient/family carer dyads

Nine patient/FC dyads were recruited (see Table 5). Four female patients chose not
to nominate their FC to take part in the study. In three of these cases, the FC was an
adult child, and the patients explained that they did not wish to nominate them to
protect them from experiencing any additional distress or discomfort that might
arise from being involved in the study. The FC would have been a daughter in two
of these cases and in the third case, the FC role was shared between a son and a
daughter. In the fourth instance, the FC role was shared between a daughter, a
sister, and a sister-in-law — the patient declined to nominate any of these three
individuals as she felt they would not have the time to take part, as all three worked

full-time.

The patient participants were nonetheless prepared to talk about the role of their
FC and what they perceived their needs to be, where these were identified. These
data are incorporated within the presentation of the findings in this chapter. In one

of the above cases, an adult child subsequently contacted the researcher after her
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mother’s death and consented to be interviewed. This individual is recorded as

Naomi, FC 10, in the table above.

Three FCs were recruited without the patient taking part. Rachel and Joanna were
recruited after their mothers had died, while Mary took part without her husband,
as he did not wish to be involved. These FC participants spoke about what they
perceived to be the needs of the patient, as well as their role as FC. These data are
incorporated within the presentation of the findings in this chapter. Pseudonyms
have not been given for these patients as they were not participants — they are

therefore referred to in verbatim quotes as [patient].

5.2.2 Nature of relationship

Interviews with spousal FCs tended to yield more data on the effect of the diagnosis
and prognosis on other family members, specifically, the effect of the patient’s
diagnosis and prognosis on their children (the age of which ranged from three years
old to middle age), while interviews with an adult child FC tended to yield less data
about the effect of their parent’s diagnosis on other family members, except when

their parent had a surviving spouse.

Spousal FCs talked about the joint support networks they had with the patient —
often long-established friendship circles and local community relationships, while
adult child FCs did not tend to mention their own support networks, unless

specifically asked.

Where the FC nominated by the patient was the spouse, the role of FC was

effectively undertaken entirely by that one individual, though others within the
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couple’s support network occasionally offered support or carried out specific tasks,
such as collecting prescriptions. Where the FC was an adult child, additional sibling
support was mentioned in three of the four cases. However, this support appeared
to be limited to logistical activities such as taking their parent to medical
appointments when the primary FC was unavailable, and therefore the adult child

FC's role did not appear to be equitably shared among siblings.

It was apparent that the adult child FCs in the study had a close and warm
relationship with their parent — this could be ascertained in the interaction between
the pair in interviews, when conducted jointly, and in comments made by both

participants, in joint and separate interviews.

The closeness of the relationship between spousal FCs and the patient was less
obvious, though spousal FCs talked about how their lives together had changed

dramatically because of the diagnosis, and what they felt they had lost as a result.

The personal impact of their family member’s diagnosis was clearly quite different
between spousal FCs and adult child FCs. The former were facing a future without
their spouse with all the changes that was likely to bring. The main issue for most
spousal FCs was coming to terms with bringing up their children on their own, or
where their children were young adults, continuing to support them in education or
at important transition points in their lives. With adult children there were still
concerns for their wellbeing and how they would cope with the loss of their parent.
A few spousal FCs were also affected by the financial implications of a future

without their family member.
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For the adult child FCs, the context was not about facing a future on their own but
making other adjustments and taking on new roles and responsibilities. For Carol
and Joanna for example, the deaths of their mothers meant they were providing

ongoing support to a surviving parent.

5.2.3 Separate versus joint interviews

Seven patients took part in separate interviews and six took part in joint interviews
with their FC. Five FCs were involved in joint interviews — two of these were also
interviewed separately, while three only took part in joint interviews — see Table 5

above for additional information.

There were observable differences in the nature of the data gathered from
separate interviews with FCs and those from joint interviews with patients and FCs.
Unsurprisingly, there was a tendency in joint interviews for FCs to act as a prompt
to patients about aspects of their care or experience that they may have forgotten
or had been misremembered. (In almost all cases, FCs kept quite detailed records
or diaries of appointments and the chronology of events, though none appeared to
have used the log sheet provided in the participant information pack). FCs in joint
interviews also amplified specific points that patients made, confirming the details

or significance of the event or occurrence.

It was rare that a FC offered an opinion that was different to the patient in joint
interviews. This happened on just two occasions, both in relation to the FC's
alternative view of what might be helpful support for either the patient or

themselves. It is possible that both participants used the interview to voice
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sentiments that were difficult to articulate or reinforce in ordinary conversations

with their family member.

FCs tended to only speak about their own situation as a carer when asked directly
about their own feelings and experiences, or when encouraged to do so by the

patient.

When interviews with FCs were conducted separately, they were more likely to talk
about their feelings, whether in terms of their response to certain aspects of the
patient’s journey such as diagnosis, or the cessation of treatment, or the prognosis
and the inevitably of the conclusion to their situation. FCs also became emotional
when sharing their feelings in separate interviews whereas this tended not to
happen when interviewed together with the patient. For example, one spouse
emphasised the emotional impact of their family member’s diagnosis on them and
appeared to be experiencing what has been conceptualised as anticipatory grief —
the feeling of loss experienced by someone before their family member dies

(Rando, 1986). This was not the case in joint interviews.

5.2.4 Longitudinal observations

The purpose of multiple interviews was to ascertain how the needs of participants
might change over time and whether health and care services were able to respond
to these changes effectively. The specific cancer trajectory or journey for each
patient in the study was different and unpredictable, depending on how they came
to be diagnosed, what treatment they had, what complications ensued, if any, and

how quickly their disease progressed. There were nonetheless common critical
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events and transitions i.e. presentation, diagnosis, start of treatment (or decision
that there would no treatment), end of treatment, palliative care and for six of the

patients, the end of life within a 12 month period.

The table below summarises these critical events or transitions. The chronology,
over the course of an illustrative 12 month period, is determined from the details
provided in interviews by both patients and FCs, rather than from the patient’s

medical records.

Table 6: Summary of critical moments in the cancer trajectory for patients over
the course of an illustrative 12-month period

Patient M1 M2 M3 M4 M5 M6 M7 M8 M9 M10 | M11 | M12
P1 - Angela

P2 - Ben

P3 - Christine :-

P4 -Delia .

P5-Ed

P6 — Frank *

P7 Gloria

P8 - Harriet

P9 — Keith **

P10 — Labib ***

P11 - Mikhailo *
P12 - Nadia *
P13 - Oliver **
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Key Colour of cell
Presentation
Diagnosis
Chemotherapy

End of Chemotherapy
Palliative Care referral
End of Life

Curative Surgery

*This diagnosis relates to a diagnosis of metastatic pancreatic cancer, and therefore
inoperable cancer, and not the patient’s first diagnosis of the disease

** Keith and Oliver had been having a range of symptoms for many months and had had
multiple contacts with their GP over the proceeding year before their diagnosis - this
delay isn’t included in the table

*** Labib was initially diagnosed as being operable but was re-diagnosed as inoperable
after a delayed PET scan. He then had neo-adjuvant chemo before having a Whipples
operation

Broadly speaking, two cohorts of patient participants could be identified as a result
of multiple interviews — those whose disease stayed largely stable during the series
of interviews and who did not identify any particularly different needs between the
first and subsequent interviews such as Angela, Frank and Nadia, and those patients
who deteriorated rapidly and whose needs changed such as Ben, Delia, Gloria and
Harriet. Of the 13 patients whose trajectories are included above, six died within a
period of 12 months from diagnosis and four within six months of diagnosis. In
some cases, the patients were able to articulate their changing needs themselves,

while in others this was left to their FCs to relay, after their family member’s death.

As well as the speed of deterioration, other noticeable changes over the time of the
interviews, included changes in treatment. As shown in the table above,
chemotherapy treatment commenced for 12 patients but some patients had the

intensity of chemotherapy dose reduced, or stopped treatment altogether, because
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of the side effects they were experiencing. One patient, Harriet, chose not to start

chemotherapy.

Three patients were referred to palliative care at approximately the same time as
they began treatment, while three other patients did not have contact with
palliative care services until they stopped chemotherapy. Three patients died within
a month of being in contact with palliative care services. Four patients did not have

a palliative care referral.

In one or two cases, there had been a period of adjustment following diagnosis, and
the mood or outlook of the patient or FC appeared different in subsequent
interviews from the initial interview. This was the case for Mary, who felt that her

husband had become less withdrawn over time.

‘But recently we have been getting out more, and he does seem to be a bit
brighter... We’ve had more friends round, | think it was just such a dramatic
shock that first month, just like oh my goodness, what’s going on kind of
thing. So yeah, so we have friends round and we have been going out a bit

more...” Mary — FC8

For the group of patients that stayed relatively stable, optimism or hope, was
expressed in one or two interviews undertaken at the three month and six month
time period, when chemotherapy seemed to be keeping the disease at bay. Several
of the participants felt able to go away on holiday and resume other social

activities.
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There was little evidence that people changed their minds over what sort of
emotional or psychological support they felt they wanted or needed over the time
period, though they might seek additional support for their physical or practical
needs. For example, Frank maintained his view that he didn’t want a referral to
counselling and didn’t want a referral to palliative care. However, he did need
additional support with his physical needs as he experienced the side effects of
chemotherapy, and he and his wife Felicity did seek out support for accessing
benefits when it became increasingly apparent to Frank that he could not return to

work.

In general, what emerged from these interviews was a picture of ongoing unmet
needs, medical complications and hospital admissions, and ongoing confusion and

uncertainty for both patient and FC.

5.3 Supportive care needs

The following sections organise the interview data against each of Fitch’s seven
domains of need, using her definitions to describe what is covered within each

domain.

5.3.1 Physical needs

‘Need for physical comfort and freedom from pain, optimum nutrition, ability to

carry out one’s usual day-to-day functions’ (Fitch, 2008, p9)

The physical needs of inoperable pancreatic cancer patients are extensive and

complex, and while there were commonalities between the needs of the study
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participants, each one’s combination of needs, their severity, and their timing, were

highly individualistic.

These needs required a speedy response, given the terminal prognosis, the often
rapid decline for those with the disease, and acuity of illness. However, study
participants did not always experience a speedy response, as the findings below

demonstrate.

Diagnosis phase

The main physical needs for patients in the diagnosis phase were related to
symptom control, though the range of symptoms experienced by the patients who
participated in the study, and their severity, varied considerably. These included
jaundice, weight loss, loss of appetite, indigestion, bloating, reflux, back pain,
stomach pain, flank pain, changes to urine and stool colour and stool consistency,

constipation, a rash, severe itching, fatigue, and breathlessness.

All of the participants except one initially sought help through their GP. Helen’s
symptoms were more acute, and she called 999 with extreme breathlessness and
unable to move. Angela, Christine, Delia, Gloria, and Nadia received an immediate
referral from their GP for further investigations or were told by their GP to go
straight to A&E. Others experienced multiple visits to their GP as their symptoms
were assessed as being caused by other issues, such as musculoskeletal problems,
as was the case with Ben, or indigestion like Keith and Oliver. Oliver talked about
having numerous visits or telephone consultations with his GP, sensing something

wasn’t right, but unable to get a referral for further diagnostic tests. It was only
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when he finally saw a different doctor at his practice, that his multiple visits seemed

to trigger alarm bells and he was finally sent for an ultrasound.

For some patients, like Angela and Christine, the treatment of jaundice was their
main physical need initially, as this was causing unpleasant symptoms such as
nausea, itching and feeling generally unwell. The treatment for jaundice involved a
procedure to insert a stent into the biliary tract to relieve the obstruction causing

their jaundice.

Watching their relative experience any severe disease related symptoms was
difficult for FCs. For example, Joanna described observing her mother’s faecal
vomiting caused by an obstruction as being particularly distressing. Distress
appeared to be increased if there were problems getting a timely response from

HCPs.

‘I mean she was left all that Tuesday evening with no pain relief and wasn’t
till I got to hospital on the Wednesday, and | was asking and asking and
asking and eventually they brought her in some morphine that they could

actually inject her with.” — Joanna, FC 5

‘I mean you were supposed to phone, leave a message. | mean that’s hard,
just leaving messages, and then if you left it before three o’clock then they
phoned the next day or something. But you know, it didn’t always happen, it
really just did not happen.... | mean obviously resources are stretched, but it
was really, really, really, really tough and so he was not in a good place.” —

Mary, FC 8
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‘.. | felt awful because when you’re watching your mum...And she was very
brave about this sick, puking all this stuff up... | thought, ‘oh, you can’t keep

doing this,” it was not nice to see her.” — Rachel, FC 12

Treatment phase

Digestive issues

Several of the participants had experienced a loss of appetite prior to diagnosis and
were continuing to lose weight and in two cases, this was a significant loss. Others
encountered gastro-intestinal symptoms such as diarrhoea, constipation, reflux,
and bloating, indicating PEI. Effective management of PEI requires the prompt
prescription of PERT, along with nutritional supplements and changes to diet,
where necessary. However, the patients experienced variable specialist support to
manage their PEI, with some patients receiving comprehensive advice and support,
and others receiving little information or explanation. For example, Christine was
given PERT tablets when discharged after having a stent inserted but received no
information about the need to continue taking the medication indefinitely. She
therefore didn’t realise she would need ongoing repeat prescriptions of PERT when

her initial supply ran out.

‘...they gave me some, what do you call it? Creon®? Creon® tablets, and to
take them with food. So, they gave me a box with 100 in. After that, | wasn’t
told to go to your doctor once they’ve gone because I’'ve always got to take

them. ... (consultant oncologist’s name) — she said, ‘Well you should have
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been taking them.” And | said, ‘Well they didn’t say that to me. They never

said a word.” — Christine, patient 3

Though there is an expected element of individual trial and error to work out an
appropriate dose to take, yet people still felt they were not given adequate
information or specialist support to help them titrate their dosage appropriately
depending on how many meals and snacks they were eating and what they were

drinking.

‘And then they’ve changed his medication, they’ve now got him on Creon®,
but [Doctor 3] just said, ‘oh, you’re going on Creon®’, but didn’t explain how
they need to be taken, it was just this is the prescription, and | think
sometimes just a little bit more explanation would have helped both of us.” -

Felicity, FC 4

This was also the case for Angela who found the instructions she had received

ambiguous and ended up taking a dose that was much too low for her.

‘Now you see perhaps | wasn’t listening or maybe somebody didn’t explain it
to me, but | didn’t realise that’s what it was, so that almost everything | ate,

should have a Creon® capsule taken with it.” — Angela, patient 1

For Angela, her initial lack of understanding about how to take PERT contributed to

digestive issues and weight loss which caused her real concern.

‘I think I’'m weak because I’ve lost quite a bit of weight from what | was
before. I’'m down to about 9 [stone] now which for me is quite skinny. ... | did

say every time | went, ‘I've lost quite a lot of weight again,” but nobody says
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anything. ... it was a surprise to me how quickly | went sort of downhill, with
the loss of appetite. That was the biggest worry that | had no appetite

whatsoever.” — Angela, patient 1

Though some patients were referred to a specialist dietician to provide support and
advice, this was not consistent for every patient experiencing difficulties. This

omission was disappointing for some, including Keith.

P: “...we asked about that at the very early stage and was basically fobbed

off saying that’s really only for people who... What was it?

FC: For gastroenterology cancers like oesophagus, stomach, that kind of

thing. ...

P: ... we’ve just worked out hit and miss over the months that we’ve been
going, what | can eat, what | can’t eat, how much | can eat.” - Keith, patient

9 and Katrina, FC 6

The most commonly prescribed brand of the medication did not suit Mary’s
husband, and though he was eventually able to change brands, it took some
persistence on their part to get the problem sorted, and in the interim, his physical

state continued to deteriorate.

‘... cause these pills that he was having to try to get him to stop losing
weight...work in 99% of people and they didn’t work with [Patient]. So, he
was really struggling keeping food down...so he was losing weight like
there’s no tomorrow. So, it was absolutely devastating because we just

didn’t know what to do.” — Mary, FC 8
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Chemotherapy side effects

For those participants having chemotherapy, the management and amelioration of
treatment side effects sometimes overshadowed their cancer symptoms. The side
effects people experienced as a result of chemotherapy treatment were similar to
any patient undergoing chemotherapy such as nausea, diarrhoea, fatigue,
peripheral neuropathy, oral thrush, mouth ulcers, and mood changes. However,
certain side effects such as changes to taste, nausea and diarrhoea compounded
the problems experienced by people who were already nutritionally compromised.
Some patients, like Frank, even felt that the side effects were more debilitating

than their initial symptoms.

‘From the very beginning the only pain | had was in my back and out the
front and getting comfortable, but everything else | would say has been a
side effect ... I've still got side effects like loss of taste, funny taste in me [sic]
mouth, pins and needles from the chemotherapy, numbness in me [sic] feet,

forgetfulness, tiredness.” — Frank, patient 6

Angela mentioned how frightening she had found the side effects she experienced.

‘I also found the chemo quite traumatic. .. | found it difficult - the physical
side effects of it — | found some of them quite frightening | suppose not

having any medical knowledge at all.” — Angela, patient 1

Oliver was left with quite severe neuropathy in his feet and legs after
chemotherapy and had become less steady on his feet to the extent that he had

fallen downstairs at home. He was frustrated that no-one seemed to be concerned
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about the effect of this on his QoL and felt that his concerns were being dismissed.
He was told that a referral to physiotherapy was a possibility, but this was not

offered as an immediate course of action.

‘...and he said, ‘Well if it gets any worse we could refer you to physio.” And

it’s like well how much worse?’ - Oliver, patient 13

Several patients, including Ed, paused chemotherapy, or stopped having the
treatment altogether as a result of the side effects and the way they felt it

compromised their QoL.

‘.. to me it’s like a prison sentence for doing no crime. It has been
horrendous.... Put it this way in a nutshell, to get quality of life | can’t have
chemo then that’s it, chemo bye-bye, I’'m gonna go home and live and just

die with my cancer.” — Ed, patient 5

In addition to the side effects of the treatment, patients were also having to either
inject themselves, or be injected by their FC, with anticoagulants to prevent blood
clots while on chemotherapy. This proved difficult to do for some FCs like Mary.
Anti-emetic drugs, given to patients for nausea as a result of chemotherapy, also
caused patients some problems with constipation, giving rise to additional

complications, such as painful haemorrhoids.

Complications and hospital admissions

For a small number of patients, pre-existing conditions, or co-morbidities, such as

diabetes, increased the complexity of their physical needs, as these either needed
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ongoing management alongside their cancer treatment and care, or they affected

what other treatment they could tolerate.

Physical needs intensified if patients experienced complications because of the
progression of their disease or reactions to treatment, such as chemotherapy.
These complications included infections (including neutropenic sepsis) which
sometimes required a hospital admission for the administration of intravenous

antibiotics — this was a recurrent issue for several patients.

Delia was admitted to hospital with complications after her first round of
chemotherapy and stayed as an inpatient for 18 days, during which time she lost
20% of her body weight. Though only middle-aged, the experience left her feeling
physically weakened and frail beyond her years. When she asked if she could have
physiotherapy to help her recover, she was challenged as to why she felt she

needed this support:

‘I had the physio in hospital say to me, ‘why do you want physio, you’re
better than everyone else in the ward.’ | said, ‘Yes, everyone else in the ward
is 30 years older than me, and they were frailer when they came in!” — Delia,

patient 4

Gloria and Christine both needed their stents replacing due to obstructions. Gloria
was also admitted twice to hospital in severe pain due to a partial bowel
obstruction and on both occasions, her daughter, Naomi, reported that her mother
was often left waiting for extended periods of time for pain relief to be

administered. The experience proved particularly traumatic for Christine as she
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developed sepsis due to a biliary obstruction. Though a third stent was fitted, and
antibiotics given, Christine’s daughter, Carol, felt her mother never recovered from
this complication and deteriorated fairly rapidly thereafter. Carol attributed this
rapid decline in part to a lack of clinical involvement and oversight of her mother’s

care at the time.

‘But you know at this point, apart from the paramedic [999 call response],
she hadn’t seen a doctor, she hadn’t, no doctor had come to the house, no
nurse had come to the house, it was really a lot of being left to sort of get on

with it a bit.”— Carol, FC 2

Most of the patients who required hospitalisation at some point during their cancer
trajectory, reported that at least one of their physical needs was not being met,
whether for the administration of timely pain relief, personal care needs, or simply
for rest. Gloria’s daughter, Naomi, wondered why a terminally ill patient still
needed to be woken up every two hours at night for observations to be carried out,
and noted that on both occasions her mother was hospitalised, it would take her
two to three days at home afterwards to recover from the fatigue, brought on by

the intrusive ward routine.

Only Labib appeared to have had a completely positive experience while an
inpatient. This may have been because he was admitted to an oncology ward,
which may have been better equipped to deal with his specific needs, unlike most
of the other patients in the study, who were not admitted to an oncology ward but

general surgical or medical wards.
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Patient advocate

FCs often reported acting as the patient’s advocate in their encounters with clinical

staff, reminding them about the patient’s physical needs or preferences.

‘One week they used a child-size cannula, which was easier to get in, but
they don’t always have them...I mean they do warm mum’s hand up, but
sometimes they don’t seem to know from week to week...I’'m usually there
being a bit of a bully going, ‘No, she has to have her hand in the water for 10

minutes before, to warm up’.’ — Carol, FC 2

This role as the patient advocate, increased in intensity if the patient was admitted
to hospital. For example, FC Naomi, had to ask the ward to make a note on her
mother’s records that she was deaf and wore hearing aids and requested that they
stroke her arm to wake her up to tell her if they were going to do anything to her.
This followed an incident where her mother was given an injection into her
abdomen without her consent. This was a particularly painful episode for her

mother as her abdomen was already very swollen and tender.

Joanna felt she had to constantly remind ward staff about her mother’s pain relief.

‘they needed two staff each time to get mum her meds because it was
strong meds, but | would let them know about two hours before, oh, she’ll
need her meds in two hours, I’d let them know half an hour before, I’d let
them know on the time and they still couldn’t get it together to get it in

time.” - Joanna, FC 5
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In addition, Joanna’s continued requests for a commode for her mother to use were
not acted upon for several days. This caused unnecessary discomfort and a loss of
dignity as Joanna and her mother had to access a ward toilet trailing drips and

carrying paraphernalia such as pads and underwear.

Family carer physical needs

A few FCs talked about the impact of their family member’s situation on their own
health and well-being. Rachel, for example, talked about feeling anxious, fatigued,

and not sleeping while she was caring for her mother.

‘I felt that my blood pressure was probably a bit high, but then | wasn’t really
sleeping very well. I’'m not a fan of taking things like sleeping medication, |
just thought | can work through this, but | just need room to breathe.” —

Rachel, FC 12

The instances when FCs disclosed their own physical needs were rare however, and
tended to crop up in separate, rather than joint interviews, no doubt in part
because FCs did not want to make their family members feel caring for them was a

burden.

Palliative care and end of life phase

None of the patients interviewed could recall having any formalised ACP discussions
with HCPs, so their wishes for care in the event of certain circumstances, or in the
last weeks of life, were not necessarily known or recorded. Few patients had even
thought about this, should certain events occur. In some cases, this was perhaps to

avoid ‘tempting fate’ or to appear overly negative about their prospects for the
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sake of their family members. It is also possible that HCPs did not wish to raise the

topic with patients for fear of causing distress.

When asked whether she had been involved in an ACP discussion, Nadia responded
that she had not but would have welcomed the opportunity so she could ensure

others weren’t left to make difficult decisions on her behalf.

‘I’d much rather be able to have a discussion with my family while I'm
completely of sound mind and compos mentis [mental capacity] and say well
this is what | would actually like, please don’t worry, I’'ve made the decision, |
want to go into a hospice rather than be nursed at home, or | don’t want to

be resuscitated or whatever....” — Nadia, patient 12

5.3.2 Emotional needs
‘Need for a sense of comfort, belonging, understanding and reassurance in times of

stress and upset’ (Fitch 2008, p9)

Diagnosis phase

The experience of receiving a diagnosis of inoperable pancreatic cancer was
described by many patients and FCs alike as a huge shock and extremely distressing,
particularly as the symptoms experienced in the lead up to the diagnosis often

appeared benign or explainable.

‘...he’d been slightly ill since Christmas. Just a bit off colour ... he was still
working but he did go to the doctor, and they thought it was probably a

muscle issue.”— Belinda, FC 1
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‘Also, he had, at the same time, some sort of like stomach issues... So that
was playing up a little bit, but nothing too significant. So, he went to his GP
as well and had some blood tests, all the blood tests came back normal, so

there was no indication that anything serious was going on.” — Mary, FC 8

For three of the patients and their FCs there was some prior suspicion or knowledge
of the disease, either as the result of a recurrence of previous disease, or an instinct
that something ‘wasn’t right.” The diagnosis was still distressing but not necessarily

the complete ‘bolt out of the blue’ experienced by others.

Most of the patients however had no prior knowledge of this particular cancer and

therefore no sense that the prognosis would be so bleak.

‘...and me son said to [Doctor 1] how long’s me dad got? We’re thinking he’s
gonna say, ‘oh, couple of years, 18 months’, something like that. Four to six
months! You know, that was, that really did take a chunk out of me.” — Ed,

patient 5

Phoebe explained that she and her husband Oliver were initially told his diagnosis
was suspected pancreatic cancer, until further tests were undertaken. They were
therefore living in hope that the worst would not be confirmed. Phoebe described
the consultation when they received confirmation of his diagnosis as being

‘completely bleak,’

‘That’s when | saw Macmillan nurses, like a little card that said Macmillan
nurses, and | just thought, ‘Oh my God, is that where we’re at?’ — Phoebe,

FC11
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Oliver also felt angry that he had been back and forth to his GP multiple times and

his concerns had been dismissed for so long.

‘...and you see that there’s an advert on television, if you don’t feel right, you
know you’re not right, go and see a doctor... You know, the cancer advert, |
was watching that every day just thinking, ‘Jesus Christ, I’'ve just been

through all this, and no-one really listened.” — Oliver, patient 13

Unresolved anger and regret were evident with other participants too, who felt that
had they either sought help sooner, or had their concerns listened too sooner,

things might have turned out differently.

Patients and FCs also reported that the setting of the diagnosis conversation, and
the way the news was given, could exacerbate their distress. Two patients received
their diagnosis by telephone, which was recalled as being particularly difficult by

Helen.

‘...and then the oncology nurse just phoned me up and told me I’d got
cancer, pancreatic cancer, which was very abrupt and a great shock.” —

Helen, patient 8

Several other patients and FCs talked about the lack of an appropriate environment
or privacy when the diagnosis was given. In Ben’s case this was in an A&E cubicle,
with very little privacy available, while for Christine, this was in a side room of a

ward, which felt as though it had been left in a neglected state.

‘...after waiting an hour for the Registrar to come round, that’s the time they

decide to drag you into what | can only describe as an empty barren room
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with an unmade bed and an empty desk and nothing else, to give you the

news... And it’s just not on.” — Carol, FC 2

Covid restrictions also had a role to play in increasing distress at the point of
diagnosis. Angela, who was hospitalised at the time she was given her diagnosis,
could not have visitors due to the restrictions. She talked about her difficulties in
talking to her adult children on the phone, as being in hospital and apart from them

made her feel very emotional.

‘I was having problems actually speaking to them [son and daughter]. It
made me very tearful being in there. So, | tended to text them nearly all the
time. | said, ‘you’re just going to have to put up with a text because | don’t

want to hear your voices.” - Angela, Patient 1

The experience of feeling supported by HCPs at the point of diagnosis varied across
the participants. A number expressed their disappointment that they did not have
the opportunity after receiving the diagnosis to spend time with a HCP to help them
process what had happened, particularly if their route to diagnosis had been
problematic. Phoebe felt she and her husband Oliver were treated quite abruptly

and left with many unanswered questions.

‘We just got given this folder, she [CNS] sort of walked out with us, she said,
‘If you’ve got any questions this is the number to ring me, I’'m really sorry,”
and that was it, and then we left. ... Yeah, and we were just left with a

thousand questions and no answers really.” — Phoebe, FC 11
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Treatment phase

Accepting the reality of the prognosis and the prospect of treatment were
described as an emotional rollercoaster by patients and FCs alike. It was clear from
interviews with patients, that their main concern was for their family more so than
for themselves, and this was what was causing them the greatest sense of distress.
Ben became emotional talking about the impact his illness was having on his family,
with his eldest son helping with his care, and his own perceived helplessness to

provide his wife with the emotional support he felt she needed.

‘You know | feel quite bad because there’s not a lot that | can do to help
her... I'm still conscious that some of this happened so quickly that it’s
difficult to kind of, ... don’t know ...for any of us to take stock or think

about.” — Ben, patient 2

Patient participants talked about a range of ways in which they coped with their
emotions. Helen talked about drawing on her own reserves of resilience to cope,
while Angela dealt with her situation in a very matter of fact way once the shock of
the diagnosis had passed. There was minimal discussion of her situation with her
family, both because that was her natural coping mechanism, but also to protect
her adult children. Instead, she talked about the need to keep upbeat and positive

in order to support them.

‘I suppose | feel that | have to be cheerful for them. Being older | suppose |
think oh well, you know, | can manage this, | can cope with it, and as long as

I’m cheerful they’re cheerful.” — Angela, Patient 1
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Nadia talked about taking one day at a time and appreciating the good days.

‘...we’re just sort of bibbling along and that’s brilliant, and I’m just sort of
taking it one day at a time, cause you just think to yourself one day me luck’s
gonna run out and things are gonna change, so let’s just take it as it comes.’

— Nadia, patient 12

Mary described her husband as being in denial about the situation at least initially

and not wanting to talk about it, which she found particularly difficult to cope with.

“..it's just rubbish, because you're not gonna come out the other end, really,
that's the crux of it really...he’s found it really, really, tough; ... [Patient]
didn’t want anybody to begin with, didn’t want people to know as well to

begin with...”—Mary, FC 8

The relentless burden associated with organising and co-ordinating appointments,
treatments and care was striking in the interviews, and FCs talked about feeling
overwhelmed with all the responsibility at times. For Rachel, the administration of

her mother’s medication at the outset, felt daunting.

‘So effectively what happened was she said to me, ‘Look, you’ll know when
I've got to take it, | can’t work this out, can you just let me... You be the
guide; you tell me when I’'ve got to take it.” So, I’'m thinking ‘how are we
going to do this then?’ Because some of this starts the minute she wakes up

in the morning, and then it’s all the way through the day...” — Rachel, FC 12

But despite the demands of caring, there was little sense from the interviews with

FCs that they resented the care and support they provided for the patient. Instead,
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FCs felt that what they were doing for the patient was entirely reasonable, given

the circumstances.

Rachel explained that while she had found it exhausting to care for her mother at
home in her last days, she was glad she had done so, as it had been her mother’s
wish to die at home. She also felt a responsibility to take care of her mother,
whatever the circumstances, because of a promise she had made her father many

years earlier.

‘I think when my dad died, and it’s a silly thing, isn’t it, but | always... He
always said to me, ‘Will you look after mum? If something happens to mum will
you look after her?’ So, | always felt | should do that. So, it’s one of those things
that you sort of carry with you.” — Rachel, FC 12
Naomi described the experience of looking after her mother as being a privilege
and rewarding even though it had also been extremely challenging, both physically

and emotionally.

FCs talked about spending time with other family members and friends, to distract
themselves from their role as a FC. Lara also talked about her full-time university
course as a helpful distraction while Daniel focused on work to provide an antidote

to the stresses of being a FC.

‘...one of the things that | can sort of separate myself from the stresses and
strains of home is going into the office, and I’'ve probably done that more.
...certainly, when Delia was in hospital | was going in every day, because |
didn’t want to sit at home alone.” — Daniel, FC 3
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Phoebe used hobbies and crafting to help her disengage from the realities of her
situation and used social media postings on her and her husband’s experience as a

means of coping with the situation.

‘I was just posting things that had happened to us or that we’d learnt about,
just in the hope that it might help someone else, ... now | know that it’s
actually helping people, and it helps, it does help me, it really does help me

to write it all down...” — Phoebe, FC 11

Hopelessness and hope

Seemingly small events or occurrences could make a significant difference to how
people felt about their situation. A few participants talked about conversations with

their consultants which they felt were rather brutal and left them feeling very low.

‘I know they’re very hardened to talking to people that are coming to the
end of their life, but | did sort of feel, you know, perhaps I’m wrong, but I did
get a feel from him, not that | was complaining, but you know, ‘you’re 71,
you’ve had life, you know, this is what you’ve got left sort of thing! It did sort

of down you a little...” — Ed, patient 5

‘I mean every time he speaks to this consultant, every little gram of hope
he’s got is sucked out of him. He feels worse by seeing the consultant than
better, because this consultant’s just talking about, ‘oh, we’ll keep you

comfortable, oh, you know, it’s like there’s no hope there.”— Phoebe, FC 11
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Phoebe’s husband Oliver also experienced a particularly difficult set of
circumstances when he was consented to take part in a clinical trial only to be

subsequently told he couldn’t participate, due to a change in his clinical status.

‘It’s like they’re lifting my, giving me...hope, and then dashing it again.

That’s twice that’s happened...” — Oliver, patient 13

Labib also had a particularly stressful experience as he was initially told he could
have curative surgery and had gone through all the necessary consent paperwork
and pre-op assessment. However, when a scan showed the cancer had spread, the
surgical option was no longer viable and instead he was offered chemotherapy with
the hope that it would shrink his tumour. Labib and his family remained hopeful
however that he would eventually be eligible for surgery, and indeed this was the
case. Whatever the surgical outcome would prove to be longer term, Labib’s son
and FC, Nazim, felt that at least as a family, they had done everything they could for

their father.

‘But | think just at least getting to this phase is | think a big cognitive, like
subconscious win, at least he’s had the option to say that we’ve at least

done everything we could together as a family, ...” — Nazim, FC 9

For patients receiving palliative chemotherapy, the build up to scans and
consultations to see whether the treatment was keeping the cancer at bay were

times of heightened emotion, as Mary explained.
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‘Now that’s the meeting when he will see the scan and the blood test and
things, and it will tell him whether the chemo is holding back the cancer or

not, so that’s a big crucial meeting.” — Mary, FC 8

Frank talked about receiving the good news that his cancer markers had
dramatically reduced while he and his wife were on holiday, while Nadia explained
how she was delighted when her most recent MRI scan had indicated the tumour
had not progressed and that she could go away on holiday with her family. A few
participants, including Nadia and Keith, talked about feeling hopeful about their

situation.

“...this is gonna sound a bit mad, but given the circumstances I’'m still feeling
quite positive, which sounds a bit stupid really...But I’m very much a cup half
full kind of person, and I’m very much a case of | won’t be beaten until I’'m

beaten...” — Nadia, patient 12

‘And if anything, over four sessions of chemo so far it has eased things,
whether that’s psychological or not | don’t know, but it certainly feels as if
the pain is subsiding, and that in my mind equates to the growth of the

cancer being arrested or stopped, | would hope.” — Keith, patient 9

For Angela, feeling almost back to normal after finishing her chemotherapy

treatment and having her hair start to grow back, gave her a big boost emotionally.

‘...and also, my hair has started to grow back, of course because | haven’t
had any chemo for a while. That’s made me feel much, much, better.” —

Angela, Patient 1
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Other participants felt less hopeful. Daniel, for example, talked about preparing

himself for bereavement.

‘...and understanding | don’t have much time left with my wife, and there’s
part of the beginnings of bereavement process and trying to say prepare

yourself...” — Daniel, FC 3

Managing the emotional fall-out

Several FCs talked about the effort of trying to manage their family member’s
emotional needs, as well as their own. Mary talked about supporting her husband
to organise activities that would give him a boost, while Phoebe felt she was
constantly trying to be positive and raise her partner Oliver’s spirits, particularly

after appointments with his consultant.

‘I mean we joke and say he’s like a death eater, it’s just you walk in and it’s
like...all the hope’s gone, and then it takes me forever to try and boost him
back up, because obviously he’s just like ‘Well that’s it then, they’ve written

me off.”— Phoebe, FC 11

Other FCs described managing their family members’ anxiety, sometimes by finding
out information about their treatment to reassure them, or in Rachel’s case,
maintaining the false impression that her mother’s iliness was not as serious as it

was, in order to keep her mother from worrying about it.

‘And if I’'m honest | took part in that delusion, because I did not want... |

didn’t want her worrying about it... It’s very exhausting, because what you’re
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doing is you’re giving them a sense of everything is normal as best it can be.’

—Rachel, FC 12

Conversely, other participants talked about being open and honest with each other

and talking things through, as well as being open with their wider social circle.

‘...right from the outset, from the initial diagnosis, we spoke quite freely and
openly about how are we going to deal with this and have said that we want
to speak to as many people as possible, tell as many people as possible, be

really open.” — Katrina, FC 6

For a couple of the adult child FCs, coping with their parent’s emotions became
particularly challenging at times. Carol’s mother became very withdrawn and

uncommunicative, spending lengthy periods of time in bed in the last weeks of life.

‘... she wouldn’t even speak, she kept turning over, if she did speak she just

said leave me alone...” — Carol, FC 2

Not realising that her mother was nearing the end of her life, Carol tried to cajole
her mother into getting up and dressed and trying to get her to eat and drink, but

to little avail. This attempt to rally her mother took its toll on Carol emotionally.

Delay and uncertainty

The gap between a diagnosis and seeing a specialist or starting treatment was a
stressful time and patients and FCs talked about feeling ‘in limbo’ during these

uncertain periods. For Phoebe and Oliver, the gap between seeing a specialist
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initially and then seeing an oncologist to discuss chemotherapy was stressful, as

they were left without knowing if they should be doing something themselves.

‘... nothing seemed to be happening, | was quite concerned, | wasn’t really
sure whether we should be doing stuff, what we should be doing,...” —

Phoebe, FC 11

Belinda also expressed her anxiety about waiting for her husband Ben to see an

oncologist as he seemed to be deteriorating quickly.

‘...it was quite stressful at the time because he was getting worse quite
rapidly... And then it actually took probably three weeks, so during that time
| was phoning quite a lot of people just to try and get him seen a bit earlier.”

—Belinda, FC 1

Felicity felt great uncertainty about what lay ahead for her and her husband Frank,

and she felt ill equipped to support him.

‘... all the way through there’s never been ...an explanation, not for Frank of
how it’s going to affect him, and also for me as his carer - what that’s gonna

mean for me to ensure that I’'m giving him the best care.” — Felicity, FC 4

Interactions with healthcare environment and healthcare professionals

The healthcare environment itself caused some participants emotional anxiety.
Carol explained how she felt physically sick after taking her mother for her first

chemotherapy session and seeing the busy unit.
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‘First couple of times you walk in there it’s a pretty scary...| felt quite sick

actually when | first came out...” — Carol, FC 2

As well as the physical environment being a potential cause of anxiety for
participants, interactions with the healthcare system, and in some cases, individual
HCPs were also occasionally upsetting. A few participants were negatively affected

when things didn’t go according to plan with care or treatment.

For example, Carol and Mary both raised issues with the running of chemotherapy
sessions which they felt caused unnecessary distress and inconvenience to their

mother and husband, respectively.

‘...when Mum went up for her first treatment, ... it wasn’t clear ... whether
Mum should have a 100% infusion or 80%, ... We sat there for about three
hours ...they couldn’t find her [the oncologist] and they couldn’t then work
out whether she should or shouldn’t have it, so we didn’t have it. So, we

went all the way up to the (hospital’s name), Mum had sat there for three

hours and never had any treatment.” — Carol, FC 2

‘... [Patient] had already waited an hour, and then the nurse said sadly it
[chemotherapy drugs] wasn’t ready and it was going to be another hour, ...
So [Patient] said, ’l just can’t face it’, cause he was just a bit low at that
point, so he just left hospital and didn’t have it, which was a bit sad...it’s

rubbish, you know, to have blips like that is not good’ - Mary, FC 8

In some instances, the coordination of treatments or other interventions, or

obtaining medication were viewed as unnecessarily frustrating.
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‘...then when we needed more of them [CREON®] mum phoned the doctor,
doctor said ‘you need to go to hospital’, hospital said ‘doctor’, doctor’ back to
hospital again’, and then the hospital prescribed them again, so everything was
like a bit of a fight... Which you don’t need when you’re dealing with what

you’re dealing with.” — Joanna, FC 5

Mary talked about finding the half hour wait in a pharmacy for her husband’s

prescription to be a trigger for a major stress response.

‘I was obviously having major meltdowns because | can’t wait in a queue when
[Patient]’s been ill, so | was completely disintegrating, so the doctors kindly

bypassed the system for me, because | was sobbing! So, they just sorted it and
just said don’t wait in the pharmacy, because there were these queues for half

an hour.” —Mary, FC 8

Ed talked about his disappointment that his CNS was often absent when he went
for his appointments, while Delia was also disappointed in what both she and her
husband described as her oncologist’s cold and detached manner during
consultations. She was delighted at the prospect of seeing someone different, only

to be disappointed when this didn’t happen.

‘So, we turned up the following week expecting to see [Doctor 2], only to
discover [Doctor 2] was on holiday, ... and it was [Doctor 1] again. And | was
very, very, upset, having been told that it was going to be somebody else.” —

Delia, patient 4
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Lara described the lack of continuity of care with her husband Mikhailo’s GP
practice as being stressful as they were seeing different GPs whenever they
contacted the practice and had to keep re-explaining their situation. Lara also felt
that a lack of continuity of care and telephone consultations contributed to
Mikhailo’s pain being poorly managed, and it was only when they were able to see

someone face-to-face that the extent of his pain could be properly assessed.

The lack of a positive and empathetic response from HCPs was something that both
Joanna and Nazim experienced when they contacted HCPs on their parent’s behalf.
Nazim felt he was dismissed and given ‘the brush off’ when he tried to contact his

father’s consultant for information.

‘... to be honest reflecting back was fairly like, a fairly rude response to be
honest, ... And all it was, ‘oh, this is a conversation that should be face-to-
face, and | can’t communicate over e-mail.” And it was almost like

stonewalled, each and every single thing.” — Nazim, FC 9

Joanna meanwhile was made to feel that as an inoperable patient, her mother

wasn’t a priority, and she became emotional recalling the experience.

‘During one of the appointments they actually said we prioritise... Sorry, I'm
gonna get upset now. We prioritise people who are curable ... one nurse was
lovely and was really patient and really kind, and the other nurse was just
really rushed and couldn’t wait to get you off the phone.... It was just really
hard to feel like you’re being an inconvenience when you know your mum’s
dying.”—Joanna, FC 5
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Daniel also recalled a bruising encounter with a ward-based HCP that had made him
very upset and on the verge of tears. Covid measures were still in place at the time
and while these resulted in what were seen as legitimate restrictions on visitors,
the application of these restrictions could be heavy-handed. On arrival at the ward
where his wife Delia had been admitted, Daniel was told that he couldn’t see her as
she had already had her allotted visitor for that day - the person in question having

been there to discuss Delia’s wishes for her funeral.

‘a nurse ... came bustling after me telling me | wasn’t allowed to go and see
my wife and that | had to leave.... And | found that very hard, very hard to
take. There weren’t any niceties, they made sure that | left, or she made sure
that | left, saw me out the door... | got back in the car and drove home,

almost in tears all the way home because it was really hard...” — Daniel, FC 3

Such interactions with HCPs left both patients and FCs feeling frustrated,

demoralised, and belittled at times.

After her mother died, Joanna decided to make a formal complaint about the poor
care her mother had received while an inpatient but had found this process

stressful.

‘..they said they need proof that | am mum’s... What did they say? | need to
see evidence that I’'m mum’s, my mum’s legal representative. ...they said

that they need a will or something,...” — Joanna, FC 5

This final frustration for Joanna after her mother had died, seemed particularly

harsh to her.
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Palliative care and end of life phase

FCs were generally unprepared emotionally for the speed at which their family
members deteriorated, in some cases moving from the diagnosis stage to EoL in a
very short space of time, as was the case with Ben, and Joanna’s mother, who both
died within four months of diagnosis. A few FCs felt their family member was
initially doing quite well with treatment but then declined quickly as the result of
something unexpected. Carol felt her mother, Christine, deteriorated rapidly after

experiencing sepsis and having a third replacement stent.

‘... | think it just gave the blimming disease a chance to get hold | guess,
because she was already obviously very weak and then had had the chemo.’

— Carol, FC 2

Carol felt that her mother fell into a gap when it came to getting appropriate input
from palliative care services, partly because she didn’t recognise her mother was
dying but also because no-one else had suggested a referral. She felt this was down
to the lack of continuity of care her mother experienced, seeing a different doctor

each time.

‘We sort of knew there was a palliative care team, but we didn’t know we

were at that point, you know...” — Carol, FC 2

Both Joanna’s and Naomi’s mother’s rapid decline came as the result of
obstructions caused either by the tumour in the pancreas growing or by the cancer
invading into other structures. Again, they felt unprepared to face their respective

mothers’ death.

167



5.3.3 Social needs
‘Needs related to family relationships, community acceptance and involvement in

relationships’ (Fitch, 2008, p9)

A main concern for both patients and FCs was the impact on other family members
and friends, and in particular, concern for any children they had. Lara talked about
giving their children (between 3 and 16 years old) minimal information about their
father’s illness so as not to distress them. But even when a patient’s child was an
adult, this did not lessen their concern for them. Angela, Helen and Felicity all spoke

about being preoccupied with the emotional needs of their adult children.

‘I’'m trying to be strong about it all, and I’'m trying to support both of our
sons who’re finding it difficult, they aren’t talking about it really, either of

them, I think they’re both in a bit of denial.” — Felicity, FC 4

Mary described going away on a planned holiday with her daughter and son-in-law
while her husband was waiting for a diagnosis and trying to keep everything that

was happening a secret from them during that time.

‘.. if I'd said that | wasn’t gonna go then [Daughter] would have guessed
that something was wrong, and we didn’t want to spoil their holiday

because it would have been dreadful.” — Mary, FC 8

Daniel recalled that his most pressing thought when his wife received her diagnosis
was how they were going to tell their two sons, one in their late teens and one in
their early twenties. Rather than address the reality of Delia’s prognosis with them

in terms of timescales, they had instead spoken about it ‘not being good.’
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The reaction of close family members to their illness could be a cause of concern or
tension for patients and FCs. Delia talked about her brother’s reaction to her illness
and how he was struggling to cope emotionally, while Oliver felt let down by his

brother’s response and lack of engagement.

‘l just want to shake him, but | can’t, | just think if the shoe was on the other
foot, which it was, because he had to have scan and various things, the very
next day | phoned him, like how did you get on? ... and I’'ve got no

expectation on him whatsoever now, and that’s the only way | can cope with

him.” — Oliver, patient 13

Phoebe meanwhile talked about feeling awkward socialising with casual friends
that she had made through her young daughter, as she felt she didn’t want to
become emotional and make the encounter difficult for others. She also felt that
she needed to moderate her behaviour with her closer friends to ensure she didn’t

demand too much of them emotionally.

‘When things were really bad | was messaging them all the time, and | know
that that becomes quite exhausting for them as well, so | try not to wear

them out!” — Phoebe, FC 11

Whatever the response of close family and friends to their illness, patients also
talked about the importance of their family and friendship circles to help them feel
like they were still able to do ‘normal’ activities, like having people round for coffee,
or going out for meals. Delia purposefully took the opportunity when she felt quite

well before her chemotherapy started, to meet up with lots of friends and ‘to do
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nice things.” After starting treatment, she still enjoyed having friends round to the

house and appreciated the normality of these situations.

‘...and what’s been lovely is they’ve all come once and then they go, ‘oh, we
had a nice time, we’ll come again!’ ... because I’'ve not made them all feel

desperately miserable, ...” — Delia, patient 4

The patient’s physical state meant their energy could be quickly depleted if they did

too much, so co-ordinating visits from friends and family became important.

‘..we would try to have one friend or family visitor in the day, but if | didn’t
get them in before two o’clock in the afternoon mum had had enough by

four, and she just wanted to close her eyes...” — Rachel, FC 12

Ben and his wife kept a diary of visitors so they could manage when people came,

and how long they stayed for.

Patients found it very frustrating not having the same reserves of energy that they
once had for sociable activities such as taking part in exercise classes or going out

for meals and visiting people.

‘..we’ve done a couple of things, went out to a local pub on Sunday, went to
see some friends in [City 1] yesterday, and that drained me, | felt really
drained, very tired yesterday, even just sitting in a car for an hour... So, we
are still getting out a little, but nowhere near as much as | would like to.” —

Keith, patient 9
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The need to still have a social life, whatever this meant to people, and whether this
involved the more routine events, or celebratory occasions, was clearly important
for patients. While this had to be managed carefully to avoid exhaustion, they were

described as being rewarding and enriching experiences.

5.3.4 Psychological needs

‘Needs related to the ability to cope with the illness experience and its
consequences, including the need for optimal personal control and the need to

experience positive self-esteem’ (Fitch, 2008, p9)

Access to, and uptake of, psychological support was variable among patient
participants. Though happy to talk about their needs, or lack of them, it didn’t
appear as though patients’ psychological needs were explored in any depth in
consultations or conversations with HCPs. In only a few cases were psychological
needs assessed in a systematic way, through either the completion of an HNA or a

specific tool to screen for psychological needs.

Diagnosis phase

Though other participants would have welcomed this, only Nadia reported
receiving any specific psychological support to help her come to terms with her
diagnosis, with counselling arranged for her by her CNS. However, she had not
connected with the psychologist that she saw, and instead, had arranged
alternative counselling through her workplace. Nadia felt this was an important
means of being able to talk about her feelings without distressing family and

friends.

171



‘..there are lots of things...when you’re facing what you’re facing, you can’t
actually speak to your family or your friends, because if you do that, you put
the burden on them....you can tell the counsellor and it’s left at the

counsellor’s door and they help you sort of cope with it.”— Nadia, patient 12

Treatment phase

Patients at one site were routinely invited to complete a psychological screening
tool each time they attended for outpatient appointments. This led to support
being offered to Ed who welcomed the opportunity to talk to his ‘bad day nurse’ on
the occasions when he felt particularly low in mood. On one occasion however,
when he had felt particularly depressed, Ed also contacted his GP for support with
his mental health. They were unable to help and instead he was signposted to the

charity Macmillan Cancer Support.

Both Ed and Oliver took up the offer of free Bupa counselling sessions sponsored by
Macmillan Cancer Support, but both discontinued them after a couple of sessions.
Ed felt the sessions were too general to provide any psychological benefit, while
Oliver felt the scheduled time slots for sessions did not meet his need for support

when he felt he needed it most.

‘There was a time this week where | was like | don’t know, | just felt like |
needed to talk to someone, but | can’t... and by next week, by next

Wednesday | might be alright again anyway.’ — Oliver, patient 13
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Joanna felt her mother was not given the right support when experiencing suicidal
thoughts. Her mother was prescribed medication for anxiety, but nothing further in

the way of counselling was offered, which Joanna felt was a gap in her support.

Keith had been signposted to various sources of psychological support but chose
not to pursue this, feeling that he and his wife had already come to terms with the

situation.

‘So as far as our mental states are concerned, we’ve come to terms with
what lies ahead, accept that there’s very little that we can do, although we
can try various things to make life a little more comfortable for both of us.” —

Keith, patient 9

Frank and Mikhailo had also been offered support but declined it, though their
wives both felt they would have benefitted from some sort of psychological
support. Felicity felt that Frank was reluctant to talk about his feelings because it
would make him face the reality of the situation. Mikhailo talked about not needing
any other support because he had his wife and family around him, but his
reluctance was probably also partly due to not wanting to cause anyone any
inconvenience. Both he and Lara mentioned several times that they did not want to

bother people and wanted to remain as independent as possible.

Palliative care and end of life phase

While palliative care services do provide psychological support to patients and their
carers, participants in this study who reported being referred to this service, did not

mention psychological support. Instead, they talked about the practical and physical
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support offered, such as pain relief and equipment. It is not known whether this
was because it was simply not an element of the support provided or because it
was provided in a way that was not recognisable as being psychological support by

the patient.

Christine’s oncologist requested her GP to assess her for psychological support,
during the final stages of her life. But though she was assessed by the community
mental health team as likely to be suffering from depression, there was no time for
any service or support to be put in place before she died - a situation her daughter,

Carol, felt could have been handled much better.

Other psychological needs

Generally, people did not talk a great deal about body image changes and self-
image problems, except for hair loss and weight loss. Angela made a reference to
how much better and how much more like herself she felt when her hair started to
grow back after chemotherapy. This had been a key reason why she had been
reluctant to resume some activities, such as visiting her allotment, during her
treatment. Angela also talked about appearing to be ‘very skinny for her’ after

losing weight.

Naomi talked about her relief that her mother had not lost her hair during
treatment, as this had been her mother’s ‘crowning glory,” and she knew its loss
would have been devastating for her mother. Two male patients talked about their
hair loss but joked that as they were balding anyway, further hair loss didn’t make

much difference to them.
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Sexual problems were not raised during interviews and the very nature of the
disease meant that fear of recurrence was not a relevant topic to discuss. While a
couple of people talked about experiencing ‘chemo fog’ and being forgetful, or
unable to concentrate, there was no evidence of diminished cognitive ability among
participants, as may happen when the disease itself directly affects cognitive

function.

5.3.5 Information needs

‘Need for information to reduce confusion, anxiety and fear; to inform the person’s

or family’s decision-making; and to assist in skill acquisition’ (Fitch, 2008, p9)

All the participants expressed unmet information needs on some aspects of care, at

some point in the cancer trajectory.

Diagnosis phase

FCs often began information seeking activities by researching the probable cause of
their family members’ initial symptoms. This was usually via the internet, either in
conjunction with the patient, or independently. FCs were often the ones
encouraging their family member to seek medical advice, either because their
research suggested something more serious could be the cause of their symptomes,
or to provide reassurance. FCs continued in their role as information gatherer,
continuing to research symptoms as they changed, or worsened, and researching
the implications of the kinds of tests their family member might be having and the

results of these, once available.

175



Patients’ appetites for information varied. Keith undertook lots of internet-based
research with his wife, Katrina, to find out everything they could about the disease

and treatment options.

‘And | think it was around about January we started doing a lot of reading up
and a lot of digging around and research on what is it that I've got, what can
I do, what can we do, what help is there out there available to us, what

support...” — Keith, patient 9

While Helen meanwhile was reluctant to look up any information because she felt

there was little point.

“..but really | don’t want to, because there’s no point, is there? My children
did and will do, but for me there’s no point, because it is what it is, | know
what the prognosis is, | don’t want to compound it by dwelling on it.” —

Helen, patient 8

Several patients spoke about feeling very alone and lost after their initial diagnosis,
and before their first appointment with a specialist, mainly because they did not
know who to contact if they had any questions or needed advice. Daniel felt he and
Delia weren’t given any information from the gastroenterologist who gave her the
diagnosis, about what to expect, or what would happen next. They were simply told
that they would get an oncology clinic letter and they were only provided with

contact details for the gastroenterologist’s secretary.

Even when patients were given the contact details for a CNS before they saw a

specialist to discuss treatment, patients reported that they were often hard to get
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hold of, so patients still felt uncertain about what was happening and what they

should do.

‘And then he was given these nurses, these specialist nurses, as contacts....
They were nice people, but quite hard to get hold of. So lovely, but we hadn’t

got a clue what was going on at all, ...” Mary, FC 8

In some instances, this vacuum of information led people to access the PCUK
website or the charity’s helpline for information. Nazim researched the availability
of clinical trials for his father, using the PCUK website, while Lara contacted the

charity’s Helpline to ask for advice on pain management for her husband.

Though patients and FCs talked about finding PCUK’s resources and support helpful,
few patients were given PCUK-branded information at any point. Most of the
leaflets in the packs provided by the CNS, at some point after diagnosis, appeared
to be Macmillan Cancer Support-branded, or locally produced, and not necessarily

pancreatic cancer specific.

While most patients talked about receiving this information pack, it was not always
considered helpful. Keith thought that in general there was so much printed and
online material, that there was almost too much to take in and he would have
preferred something more concise and visual like an infographic or diagram or a

‘blueprint’.

“You know, you get diagnosed with terminal cancer, X is gonna happen,
you’re gonna go through chemotherapy, this is gonna happen, this is what

chemotherapy means.” — Keith, patient 9
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Some patients like Christine, and her daughter Carol, were able to spend time with
a CNS to go through all the information and to ask whatever questions they

wanted, while others like Oliver, did not seem to have the same opportunity.

‘And that’s where | think | feel a bit let down, is that no-one’s, like you say
you get the diagnosis and then a month later, six weeks later you’ve got a
million different questions because you have to do your homew