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Abstract

This thesis describes the research undertaken by the author from the beginning
of 2017 up until the end of 2021. The research started by investigating the
support that community pharmacy teams can provide to patients who take oral
anti-cancer therapy. This expanded into evaluating the experience of cancer
patients at various points throughout their journey, hence the final research
question overall is how to optimise the cancer patient journey. The research

presented in this thesis provides new evidence to answer this question.

The thesis starts by introducing the reader to the journey of a cancer patient,
what they may encounter and what it is like to live with and beyond cancer. The
history of cancer policy is discussed including the impact this has had. The
author’s career history is provided. The first chapter finishes by explaining the
structure of the thesis and the aims and objectives.

Chapter 2 is devoted to the methodology used throughout the work described in
this thesis. The reasons why the methods were used is discussed as well as the
philosophy surrounding them. Chapters 3 and 4 provide detail of the two
themes that make up this thesis. Chapter 3 takes the reader through the
research and studies that were undertaken to determine whether community
pharmacists can support patients who take oral anticancer medication and what
the model encompasses. Chapter 4 details the studies conducted to explore
cancer patient experience which became heavily influenced by the effects of
COVID-19.

The final chapter summarises the work undertaken to achieve the aim and
objectives as set out in the first chapter. The thesis closes with a plan for the

author’s future research intentions.



Chapter 1 — Overview, context, aims and objectives
1.1Introducing the journey of a cancer patient

Cancer is a disease resulting from the uncontrolled over proliferation of cells. It
is a leading cause of death worldwide. The most common types of cancer in
the UK and worldwide are breast cancer, lung cancer, colorectal cancer and
prostate cancer’ 2. In 2016-2018 these four cancers accounted for over half of
all new cases of cancer in the UK?. Cancer survival in the UK is improving
however between 2010 and 2014 the UK observed the lowest 1-year survival
worldwide for stomach, colon, rectal and lung cancer3. Australia, Canada, and
Norway showed the highest 1-year survival for most cancers®. The UK has the
lowest 5-year survival rates for cancer except for ovarian and oesophageal
cancers compared with Australia, Canada, Denmark, Ireland, New Zealand, and
Norway?. The UK therefore needs to catch up with the rest of the world in terms

of survival rates.

The pathway which a cancer patient goes through, starting at diagnosis, is often
referred to as a journey, with multiple ups and downs*. Some patients have
many trips to their general practitioner (GP) and/or trips to their local accident
and emergency department before receiving their diagnosis®. If a diagnosis is
made by the GP in the UK then the GP will refer the patient to secondary care
via the two week wait pathway®. The two week wait referral pathway is a cancer
performance standard from NHS England and Improvement detailing that all
patients who have suspected cancer should be seen by a specialist within two
weeks® 7. After receiving a confirmed cancer diagnosis, the patient will then be
sent for further investigations to determine the stage, spread, and best course
for treatment®. Treatment will consist of radiotherapy, surgery or systemic anti-
cancer therapy or a combination of these* 8. Patients may have several lines of
therapy and depending on the type of cancer, they may end up in remission
with possible subsequent relapse®. The prognosis for a patient depends on the
cancer type itself, age of the patient, the stage at diagnosis, other co-morbidities
the patient may have and the spread of the cancer among other determinants®
10, Those with a poor prognosis or who have incurable cancer will find

themselves living with cancer, others may survive beyond cancer. The



experience patients have as they undertake their individual journeys will play an
important role in their recovery and outcome??. All cancer patients will spend
much of their time in the community spending only small amounts of time in
hospital for appointments and inpatient stays. Some may spend lengthened
time in hospital as an inpatient, but they will remain in the community for the
most part of their time living with cancer. Therefore, the significance of
accessible care in the community is important as patients will be able to receive

the care they need in the right place and at the right time.
1.2 Living longer with cancer

There are 2.5 million people living with cancer in the UK as of April 2016*2. The
priority for the NHS is for cancer patients to not only live with cancer but to live
well with cancer'?. The cancer charity Macmillan Cancer Support states that an
individual is twice as likely to survive after a cancer diagnosis for at least 10
years than the same individual would have 40 years ago*3. The charity
recognises that once the initial acute treatment of cancer is completed, many
patients have other unmet needs such as physical or emotional problems?*3.
There are many different ways in which a patient’s life can be affected by
cancer and there is a call for an individualised approach. The 2015 Cancer
Strategy for England stated that 83% of people were financially impacted by
their cancer'. One of the recommendations from this strategy was to ensure
that everyone with cancer has access to the recovery package!®. The recovery
package encompasses a holistic needs assessment, a cancer care review, a
treatment summary and access to health and well-being support!3. The holistic
needs assessment should be conducted at diagnosis and then at different time
points throughout the patient’s care and is completed by the patient’s hospital
team. The cancer care review should be completed 6 months after diagnosis
and should be completed by the GP4. The treatment summary should be
completed after each treatment phase and a copy sent to the GP4. Health and
well-being opportunities should be provided to the patient and their carer(s)
throughout the patient’s care and can consist of access to a Macmillan support
worker, information online or written information, and health and well-being
events. Since the introduction of the recovery package in 2014 it has now been

revised and is known as personalised care and support planning (PCSP)*3. It is
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estimated that around 80% of cancer teams across England are offering
personalised care and support planning®®.

1.3Cancer services in the UK

Cancer services in the UK are managed locally by cancer alliances. There are
21 cancer alliances in England®®. Each cancer alliance brings together the
cancer care providers within their region to improve outcomes locally®. They
are responsible for ensuring the priorities for cancer set by NHS England and
NHS Improvement are met!®>. Some cancer services are delivered by providers
in primary care such as community pharmacies and GP surgeries. They are
responsible for educating patients on how to prevent cancers, identifying, and
referring possible cancers and supporting patients who have active cancer. It is
the responsibility of a GP, should they suspect cancer in one of their patients, to
refer the patient via a two week wait pathway to secondary care. If cancer is
confirmed, the GP is responsible for providing on going care to the patient in
relation to their cancer. A number of smaller general hospitals provide some
cancer care. This includes cancers of low complexity. Specialist cancer
hospitals provide care to patients of low complexity and high complexity. It is the
patient’s choice guided by the knowledge of the GP as to where the patient
would like to be treated.

1.4Detailed analysis of cancer strategic policy

There have been several policies for cancer over the last two decades, as
shown in Table 1. Each policy has built on what the previous one had or had not
achieved. These policies have spanned a few different governments. For
example, the first cancer strategic policy, the NHS Cancer Plan (2000)¢
contains a foreword from Alan Milburn, the Secretary of State for Health for
Labour at the time. The policy entitled Improving Outcomes: a strategy for
cancer (2011)Y contains a foreword from Andrew Lansley and Paul Burstow
who represented Conservative and the Liberal Democrats respectively, during
the Coalition Government. This shows how much impact the government has

on shaping England’s cancer strategy.

The changing government is not the only factor affecting cancer strategy. There

has been a change in the incidence of cancer as well as survival. For example,
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the NHS Cancer Plan (2000)¢ notes within the executive summary that more
than one in three people in England will develop cancer and one in four will die
of cancer. The cancer risk has now increased to one in two people will be
expected to be diagnosed with cancer?. For people diagnosed with cancer in
2015 the one year survival is 11% higher than it was when the NHS Cancer
Plan was published in 200016 18,

The Five Year Forward View (2014)*° provided a strategy for not only cancer
but the whole NHS. Following on from the Five Year Forward View (2014)%° the
Independent Cancer Taskforce was established to deliver the objectives set
over the next five years. The taskforce produced the cancer five year strategy
and several documents following this to provide updates on progress4 20-22,
The progress report (2017) for 2016-2017 highlights a number of improvements
such as the establishment of 19 cancer alliances (which later became 21), the
pilot of the faster diagnosis standard which has now been fully implemented and
the new ‘be clear on cancer’ campaigns among many others?'. The progress
report also introduced the vanguards. The vanguards were three cancer
alliances that were set up earlier than the others to test ways of working and

new models of care which the later cancer alliances then learnt from?2%,

The NHS Long-Term Plan (2019)!8 was the next significant paper to recognise
the work that had been done and to set the ambitions and commitments for the
next 10 years®. It is the responsibility of the NHS Cancer Programme to deliver
the objectives for cancer in the Long-Term Plan. These objectives were
developed from the work and recommendations from the Independent Cancer
Taskforce?s.

A year later after the NHS Long-Term Plan (2019)*® was released COVID-19
hit, changing the future of the NHS. The government released Build Back
Better: Our Plan for Health and Social Care (2022)?*. This strategy recognised
the pressure that the NHS came under commending its efforts of continuing
with cancer surgery and care?*. The government increased funding for elective
recovery to support the restoration of cancer services?*. Where the other
strategies built on from work from previous strategies, this strategy was focused

purely on recovery from the effects of COVID-19.
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The 10-year Cancer Plan is due to be published this year and it will focus on the
positive effects the pandemic has had on cancer innovations and
improvements, what additionally needs to be adopted and then looking beyond

the Long-Term plan?.

As the years pass more attention is given to preventing cancer and cancer
screening in the new strategies that are released. This is likely because survival
Is improving, and more is known about risk factors for cancer and suitable
methods to prevent it. This allows for community pharmacists to be highlighted
as key members of the workforce for patient self-management and health
checks!®. The Cancer Reform Strategy (2007) recognises the importance of
community pharmacists in smoking cessation?6. Attention to the experience of
patients is provided early on but where initially it has a tokenistic feel, the
importance of patient experience increases as more realisation of its impact on

patient outcomes improves.

Table 1: Cancer strategic policies published from 2000 — present.

Title Publication | Summary of policy
year
NHS Cancer Plan'® 2000 The first national cancer programme

for England. Details four aims; save
more lives, ensure cancer patients
receive the right support and care,
reduce inequalities, and invest in
the cancer workforce, research, and

genetics.

Cancer Reform Strategy?® | 2007 Sets direction for cancer for the next
five years detailing 10 areas of
action related to improving cancer

outcomes and delivery.

Improving Outcomes: a 2011 Outcomes strategy to save an

17
strategy for cancer additional 5,000 lives every year by
2014/2015 with the view to reducing

inequalities at the same time.
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https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/213785/dh_123394.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/213785/dh_123394.pdf

Five Year Forward View!® | 2014 Aims to provide better prevention,
faster diagnosis and better
treatment, care, and aftercare.

Achieving world-class 2015 Five-year strategy to deliver the

cancer outcomes - A vision in the Five Year Forward

strategy for England View. Six strategic priorities are

2015-20204 identified.

Achieving World-Class 2016 An implementation plan to deliver

Cancer Outcomes: Taking the cancer strategy for England.

the strategy forward?°

Achieving World-Class 2016 Review of the first year of the

Cancer Outcomes: One cancer outcome strategy and

Year On 2015-16%2 highlighting areas to focus on.

Delivering World-Class 2016 Details guidance for cancer

Cancer Outcomes: alliances and the national cancer

Guidance for Cancer vanguard to deliver the cancer

Alliances and the National strategy for England.

Cancer Vanguard?’

Achieving World-Class 2017 Review of the cancer strategy for

Cancer Outcomes: A England after the second year.

strategy for England

2015-2020. Progress

report 2016-2017%

NHS Long Term Plan*® 2019 Sets out the commitment to improve
cancer outcomes and services in
England over the next 10 years
specifically looking at improving
quality of life outcomes, improving
patient experience, and reducing
variation and inequalities.

Build Back Better: Our 2022 Details the impact of COVID-19 on

Plan for Health and Social

Care?4

the NHS as well as what the NHS

13


https://www.cancerresearchuk.org/sites/default/files/achieving_world-class_cancer_outcomes_-_a_strategy_for_england_2015-2020.pdf
https://www.cancerresearchuk.org/sites/default/files/achieving_world-class_cancer_outcomes_-_a_strategy_for_england_2015-2020.pdf
https://www.cancerresearchuk.org/sites/default/files/achieving_world-class_cancer_outcomes_-_a_strategy_for_england_2015-2020.pdf
https://www.cancerresearchuk.org/sites/default/files/achieving_world-class_cancer_outcomes_-_a_strategy_for_england_2015-2020.pdf

has achieved during this time and

future plans for reform and funding.

10-Year Cancer Plan®® To be Awaiting publication.

confirmed

1.5COVID and effect on cancer services — how covid affected and
increased usage of oral anticancer therapy

COVID-19 had a profound impact on the care of cancer patients, the numbers
of new diagnoses and the services that provide cancer care. There were
significant reductions in urgent two week wait referrals which may lead to a
future increase in late diagnoses and subsequent death?®. Both secondary care
and primary care are still coping with significant backlogs of patients who have
not been diagnosed or who are untreated®®. Another impact for diagnosis was
the pause on cancer screening programmes?°. Macmillan, in their ‘The
Forgotten ‘C’? The Impact of Covid-19 on cancer care’, publication estimated

there to be 50,000 missing diagnoses across the UK in 20203°,

In terms of the impact of patients who currently had cancer, it was quickly
realised that cancer patients were particularly at risk of COVID-19. This was
because they may be receiving chemotherapy or radiotherapy, they may have
recently undergone a bone marrow or stem cell transplant or due to the type of
cancer they have a weakened immune system. The European Society of
Medical Oncology produced guidelines on how to manage cancer patients
during the pandemic3. One of the recommendations within this guideline was
for patients who are currently receiving systemic treatment to consider switching
temporarily to an oral anticancer therapy®!. The same was recommended by the
NHS in their ‘clinical guide for the management of non-coronavirus patients
requiring acute treatment: cancer’®?. This approach occurred in many other
parts of the world also, for example, the Netherlands, Germany, and Italy®3. In
the UK at the hospital where the author was working at the time, the oncology
pharmacy department set up a system to post the oral anticancer medication to
the patient after the patient had had bloods taken locally and a virtual

consultation with the hospital consultant. This removed the interaction between
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the patient and the hospital pharmacist thus reducing the opportunities for
conversation around side effect management and interaction with other
medicines. A safer solution could be to deliver to the local community
pharmacist who upon suitable training could provide this essential dialogue with
the patient when the patient comes to collect. This idea links to the first theme

of the author’s research.
1.6Career history

The author’s career working in a hospital setting started in 2008. It wasn’t until
four years later that the author decided to specialise in cancer having completed
the required pharmacy training. The first few years as a specialist cancer
pharmacist were spent operationally acquiring skills and knowledge of the
different aspects of the care of someone with cancer. The author spent one
year as a highly specialist oncology pharmacist before starting a Darzi
Fellowship. A Darzi Fellowship is a bespoke leadership programme that
combines an academic qualification with the experience of undertaking a
complex change initiative®*. The academic side taught the author different
theories for managing change and dealing with wicked problems in a healthcare
setting343. The complex change which the author focused on was scoping how
community pharmacists could support patients who took oral anticancer
therapy. This was the beginning of the author’s research career and where the
interest in research started (refer to figure 1). The author spent a significant
amount of time and thought into the planning of the Darzi project. This led to the
realisation that a review of the current literature surrounding the topic was
essential. The author completed a literature review as a sole author and
published this in 201737, By following the project plan the author completed the
Darzi year with enough data for another two publications3® 39, At this point the
author had already decided that a PhD was something that was achievable with
the support network that had built up over the year. The author applied to the
Clinical Doctoral Research Fellowship (CDRF) commissioned by the National
Institute for Health Research (NIHR)*C. At this point the project had gained
traction and the author was able to secure 6 months of funding from Guy’s and
St Thomas’ NHS Foundation Trust (GSTT) to continue the next step of the

project whilst also working with a consultant haematologist on a quality
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improvement project. During this time the author was unfortunately
unsuccessful at securing the NIHR CDRF despite making it through to the
interview round. However, the author was able to complete a feasibility study to
test the model of care that community pharmacists could support patients who
took oral anticancer therapy*!. This provided the author with additional data to
apply for the NIHR CDRF a second time round. Once again, the author was
successful in application and was invited to interview but was not awarded the
fellowship.

Figure 1: Timeline of key publications, abstracts, other publications and job

roles during the research period.
Fublication Year Role

2016

2017

Key publication 1. Cumant modals of support from
community phanmacies for patients on oral anticancer
i ines . Darzi

Fellowship

Abstract: Community pharmaciss supporting patients on
oral anticancer medication (2AM): A mixed methods study of
patient’s needs and views. J Oncol Pharm Fractice.

Abstract: Preferred training mathods for community Y,
pharmacists to support patients who take oral anticancer
therapy. RPS Winter Summit.

- - §-month continuation

i . ] , ] ) 2018 of the Darzi
Key publicaticn 2: Can community pharmacies supgor Fellowship work

patients who take orsl anticancer therapy? Patients’ nesds
and views

Key publication 3: Support for patients taking oral
anticancer medication.

Abstract. Improving patient experience in the
my=loprofiferative neoplasm clinic. J Oncol Pharm Practice

Abstract: User acceptability of a referral pathway to
community pharmacy for patients on oral anticancer

b - 2019
Key publication 4. A feasibility study of a referral pathway

from secondary care to community pharmacy for people who
take oral snticancer medication.

e
o’

Key publication 5: Can commumity pharmacists
support patients who take oral anticancer therapy ¥

s
A,

- o . . A Principal pharmacist —
Publication: The Precision Medicine Approsch to Cancer operational lead for

Therapy: Fart 1 — Sofid Tumours. The Pharmaceutical N
Joumnal. CanCer senvices
. A

16



Abstract. Pre-dispensing oral systemic anti-cancer therapy
in the breast cancer clinic. J Oncol Pharm Practice

Abstract: A national point prevalencs survey of SACT
treatment delays. J Onool Pharm Practice

Abstract. Evaluation of training passport for oncology
pharmscists across London. J Oncol Pharm Pracfice

L .

" 1 2020
Publication: Cenical cancer pravention: advics and

| senvices. The Pharmacsutical Jownsl. ) Macmillan patient

- -y experience and
Publication: The Precision Medicine Approach to Cancer engagement lead for
Therapy: FPart 2 — Hasmatological Malignancies. The Cancer
Pharmaceutical Jowrnal.

. A

e - 201

Key publication & Analysis of kecal gualitative cancer
patient expenisncs slongsids the 2019 results of the UK
National Cancer Patient Experience Survey.

Key publication 7: Cancer pafient experience of
telephone clinics implemented in bight of COMID-18.

L. -
- ) y
Key publication 8: The experience of cancer patients 3
during the COVID-19 pandamic.
. .
Abstract. Patient experiznce of phone clinics implementzed
in light of COVID-18. J Oncol Pharm Practice
L -
4 ™
Abstract: The virual clinic: Aninsight into the patient and
clinician expenence in cancer during COAID-18. Annals of
Oncology
e, "y L. .
- - 2022 Clinical fransformation
Publication: Considerafions for efizcfve and person- programme manager
centred virbual consultations . The Pharm aceutical Jownnal.
A s
' R
Abstract. Evaluation of pharmacy staff resource
requirements for new heslth technology appraisal approved
SACT. J Oncol Pharm Practice
. "
A

The author took on a more senior position in the pharmacy oncology team at
GSTT for 16 months covering maternity leave. At the end of this, there was not
a role available, so the author left GSTT and started a new job as a Macmillan
Patient Experience and Engagement Lead for Cancer and Barts Health NHS
Trust. This role allowed for the flexibility to lead on innovative projects whilst

incorporating research methods. The author has therefore continued to
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undertake research and publish work under a new topic within the umbrella
theme of optimising the cancer patient journey.

1.7 Structure and outline of the thesis

This thesis describes the author’s contribution to research from 2017- present.
Chapter 1 starts with an introduction of a journey that a typical patient with
cancer might go through. This helps the reader to understand all the challenges,
difficulties, and decisions that a cancer patient and their families or carers must
face. The chapter then sets the scene for the two themes that make up the body
of research. These are community pharmacists supporting patients with oral
anticancer therapy and cancer patient experience. These themes contribute
towards the research question of how to optimise the cancer patient journey.
Chapter 1 explains the relevance of the research to ongoing national strategic
health policy describing the significance of the work in relation to key papers
such as the NHS Long-Term Plan'®. The author’s career history is included to
provide the reader with an understanding of how the author’s career shaped the

research.

Chapter 2 provides an overview of the methods used and why they were
chosen. The author has presented them in the sequence that they were used to
display the learning and skills that were developed as the research progressed.
This is important as more skilled methods could not have been conducted

without first learning simpler methods.

Chapter 3 and chapter 4 are devoted to each subtheme. Within each there is a
summarised literature review, a discussion as to how the articles fit within the
umbrella theme and the area of research, outputs, and future plans for the
research theme.

The main purpose of the final chapter is to provide a reflection of the work. This
includes a self-critique looking at the barriers and the limitations but also looking
forward to personal developments and future research ambitions. The chapter

provides a summary of the achieved aims and objectives.
1.8Aims and objectives of the PhD

1.8.1 Aim
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The aim of this thesis is to describe the journey of research undertaken by the
author and explain how the work has influenced national policy to optimise the
cancer patient journey through community pharmacy support and improved

experience of care.
1.8.2 Objectives

e Describe the author’s contribution to research to support and provide
evidence for the requirement of community pharmacy to support patients
who take oral anticancer therapy.

e Describe the author’s contribution to research for the importance of
patient experience of cancer care and the development of cancer
services.

¢ Provide evidence for the research skills acquired during the research
period and how these skills will be further utilised by the author.

e Critique the research undertaken and evaluate its contribution to the
topic area.

e Set a goal for future research and academic achievements.
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Chapter 2 — Methodology

The understanding and concept of knowledge and how to gain knowledge are
fundamentally required to answer the research question of how to optimise the
cancer patient journey, which then within this thesis is broken down into the

following two questions:

1) Can community pharmacists support patients who take oral anticancer
therapy?

2) How can a cancer patient’s experience be improved?

The study of knowledge or epistemology relates to not only ‘what is
knowledge?’ but also ‘how do we know something?’4?. Pragmatism as a
concept for research philosophy recognises the differing ways for interpreting
the world and conducting research®3. As pragmatists believe that no single point
of view can provide the entire answer, therefore, multiple methods or mixed
methods are often used as the preferred approach** 4>, The methods described
in this chapter use a mixed methods approach as well as differing forms of data

collection and analysis**.

The author used both quantitative and qualitative methods for both themes that
make up this research; community pharmacists supporting patients with oral
anticancer therapy and cancer patient experience. This chapter explains the
different methods used and the rationale for using them along with the methods
used for data analysis. A section is included on co-production and patient
involvement as this was fundamental to the author’s work. The chapter finishes
with a description of the publication strategy used to disseminate the work to the
most appropriate audience with consideration to achieving the right level of
impact. The author recommends referring back to figure 1 in chapter 1 as the

methods within the different key publications are discussed.
2.1 Experience of research methodology prior to 2017

As with many healthcare professionals, audit and research is taught at a basic
level at an undergraduate level. The author completed the final year dissertation
on inhibitors of the eukaryotic translation initiation factor 4E (elF4E) as

anticancer agents. During the pre-registration and early years as a junior
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pharmacist, audit and service evaluation work formed a significant part of
continuing professional development and the author conducted several small
audits and service evaluations. Four of these were accepted as poster
presentations at conference level and one was accepted as an oral
presentation#6-4°. Many of these pieces involved working with multi-disciplinary
staff teaching the author the importance of collaborative work. The author was
also presented with the opportunity of writing an educational article on lung

cancer for a pharmacy magazine®°.
2.2 Research methodology used for this thesis
2.2.1 Medical Research Council (MRC) Framework

The area of research discussed within this thesis can be described as a wicked
problems3® that requires a complex intervention®t. The MRC framework provided
a suitable logical model to follow to ensure the research included the key
elements of development and evaluation®!. Figure 2 displays the framework that
was utilised. Table 2 details which key publication links to which element of the
framework. It is worth noting that the framework is not linear and development
elements can be looked at again even after testing them in a feasibility study.
Another point to note is that the MRC have updated the framework since the

author utilised it, but the key components remain the same?®2,

Figure 2: The MRC Framework used by the author, 2008°!

Feasibility and piloting
Testing procedures

Estimating recruitment and retention
Determining sample size

Development Evaluation

Identifying the evidence base Assessing effectiveness
Identifying or developing theory Understanding change process
Modelling process and outcomes Assessing cost effectiveness

Implementation
Dissemination

Surveillance and monitoring
Long term follow-up

21



Table 2: Linking the key publications with the specific element of the MRC

Framework, 200851

Element of the
MRC Framework

Publication

Development

Current models of support from community pharmacies
for patients on oral anticancer medicines (key

publication 1)%7,

Can community pharmacies support patients who take
oral anticancer therapy? Patients' needs and views (key

publication 2)3&,

Support for patients taking oral anticancer medication

(key publication 3).

Feasibility and

A feasibility study of a referral pathway from secondary

planning care to community pharmacy for people who take oral
anticancer medication (key publication 4)*.
Evaluation Analysis of local qualitative cancer patient experience

alongside the 2019 results of the UK National Cancer
Patient Experience Survey (key publication 6)°3,

Cancer patient experience of telephone clinics
implemented in light of COVID-19 (key publication 7).

The experience of cancer patients during the COVID-19
pandemic (key publication 8)%°.

Implementation

Guidance on the oral anticancer medication (OAM)
review service by community pharmacy and the oral
anticancer medication (OAM) review both published
within key publication 5 and on the BOPA website®6: 57,

2.2.2 Comparison of chosen methods with other literature

Ultimately the research skills the author has gained through this body of work

are largely self-taught with direction and guidance from key people. The two

applications made to the NIHR CDRF taught the author the level of quality that
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was required to conduct a PhD. As the research progressed, the dominant
research method used was qualitative. It became apparent from the literature
related to the topics and the nature of the topic itself, that this was the best
approach as demonstrated by similar research: %8-61 Ogunbayo et al (2017) and
Yagasaki et al (2015) both used semi-structured interviews as their primary
method of data collection when researching patient perspectives (Ogunbayo et
al) and conflicts of receiving oral anticancer medications (Yagasaki et al)>® 6,
Kelly et al (2014) and Perepelkin et al (2011) had used telephone surveys to
research patient attitudes (Kelly et al) and opinions of pharmacists (Perepelkin
et al)>® €0, Other articles that supported the use of qualitative as a chosen

method included Gill et al who explored interviews versus focus groups®.
2.2.3 Literature review — key publication 1%7

A literature review was conducted at the beginning of the research under the
theme of community pharmacists supporting patients taking oral anticancer
therapy. The full research strategy is described in the published literature review
— key publication 137, The author read through other published literature reviews
and systematic reviews to understand the methodology and also the process of
write-up®3. The author chose to complete a narrative literature review for key
publication 1% rather than a systematic review as a summary of the topic was
required rather than an answer to a specific question, the author at this point
only had a limited understanding of the topic area and the literature available
was limited®. A narrative literature review was chosen as a summary of the
body of literature was required to be able to draw conclusions and identify gaps.
The author chose this over a scoping review as the author had selected a
specific question whereas scoping reviews are conducted when the research
guestion is more general. A limitation to the literature review was that the author
only used two healthcare databases, Medline and Embase. For future literature
reviews the author would consider using additional healthcare databases such
as CINAHL®®, the Cochrane Library®® and the TRIP Database®’ to provide a

more comprehensive collection of published material to incorporate.

The purpose of the literature review (key publication 137) was to determine what

models of care, whereby community pharmacists supported patients who take
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oral anticancer therapy, already existed nationally and internationally. This
learning could then be taken forward to develop a model across south east
London to provide patients taking oral anticancer therapy with community
support. A list of key recommendations was created which formed the basis of

this model and is included in key publication 1.

Literature review skills were instrumental in the ongoing research planning,

design, and evaluation of the remainder of the work detailed in this thesis.
2.2.4 Quantitative

The use of quantitative methods is seen as a post-positivism viewpoint or
approach to gaining knowledge when used as the sole research method®. The
post-positivism view is one of traditional research requiring observation and
measurement of an objective that truly exists**. An important point to note is
that post-positivists recognise that knowledge can be objective and do not
require absolute certainty®®. This is different to positivists who believe that

scientists should see the world as it really is®9.

Quantitative methods were used alongside qualitative methods in the author’s
research to gain data from a larger source through a mixed methods approach
following the pragmatist approach’%-72, The author required rich data that
qualitative methods would be able to provide and combined this with
quantitative data collection through surveys’. The mixed methods approach
was introduced in 1959 by Campbell and Fisk who recognised that research
methods do have limitations which could be neutralised by using other
methods**. A variety of different survey methods were used throughout the
author’s research demonstrating the new skills the author developed. Table 3
provides a summary of the different surveys and engagement methods that

were utilised.

Table 3: Details of the survey methods used throughout the research.

Publication title Publication | Intended Used in Methods of
year survey combination | survey
participants | with distribution
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qualitative

methods or

without
Can community 2018 Patients In Paper surveys
pharmacies who took combination | distributed in
support patients oral with data outpatient
who take oral anticancer | collected clinics by staff
anticancer medications | through a members.
therapy? Patients' treated at focus group.
needs and Guy’s and
views38 (Key St Thomas
publication 2). NHS

Foundation
Trust.

Support for 2018 Community | In Electronic
patients taking pharmacy combination | survey emailed
oral anticancer staff in with data via the local
medication®® (Key south east | collected pharmaceutical
publication 3). London. through a committee and

focus group. | made available

via a web-
based system.

Cancer patient 2021 Cancer Combined Data was
experience of patients at | with collected via a
telephone clinics Barts qualitative telephone
implemented in Health NHS | questions. survey.
light of COVID- Trust.
195 (Key
publication 7).
The experience 2021 Cancer Combined Electronic
of cancer patients patients at | with survey
during the Barts qualitative distributed via
COVID-19 guestions. text message.

25



pandemic®® (Key Health NHS
publication 8). Trust.

In the design of the surveys shown in table 3, the author reviewed questions in
related literature to provide a draft questionnaire. For example articles on the
attitudes and opinions of patients towards community pharmacy staff were
utilised for key publication 3% in both the questionnaire design and focus group
script design®8 89, In all cases the questionnaire was reviewed by colleagues
often in the form of a steering group along with cancer patients. Amendments
were incorporated and then sent round for further review until no further
comments were made. Many drafts of each questionnaire were produced, and
the author took the learning into account when drafting a new questionnaire for
the next study. This rigorous process was essential to ensure the validity of
each questionnaire. In each case the validity of the questionnaire was tested by
content and face validation’3. Content validity refers to the extent to which the
topic is covered by the questions in the case of a questionnaire’ 7>, Face
validity refers to whether the questionnaire is measuring what it appears to be
measuring’® 7. In many instances both open and closed questions were used
resulting in an element of qualitative data analysis. In other instances,
guantitative data was combined with a focus group and/or semi-structured

interviews with participants.

As shown in table 3, surveys were conducted online or via paper or telephone.
The author used a variety of methods for distributing the questionnaire:

1. Paper — key publication 238
Once produced as a word document, the questionnaire was printed. Staff
working in the two outpatient floors of the Guy’s Cancer Centre were
tasked with handing the surveys out. As every patient who has an
outpatient appointment has a weight taken, it was these staff who were
deemed most appropriate to distribute the questionnaires. The staff
member was given a list of possible oral anticancer medication and each
time a patient was weighed they asked the patient if they were taking one

or more of these medications. If the patient agreed, they would be
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handed a survey to complete. Surveys were collated by the author at the
end of each day over the specified data collection period.

. Telephone — key publication 75

Once the questionnaire had been produced it was circulated to the staff
who were conducting the telephone survey. Staff were trained on how to
conduct the survey over telephone. A data collection spreadsheet with
drop down selections was provided for the staff to complete as they
spoke to the patient.

. Electronic — key publications 3%° and 8%

Key publication 3% utilised Survey Monkey to produce an electronic
survey. This was emailed to the local pharmaceutical committee who
then emailed it to 133 community pharmacists in south east London. The
guestionnaire was also added as a link to PharmOutcomes® which is a
system utilised by community pharmacists daily for capturing outcome
data for their service.

For key publication 8%, the author trialled a new method of distribution
via text message. A questionnaire was designed using an electronic
system called Civica®. This system is more versatile than Survey
Monkey® allowing for a wider range of question styles. The author
obtained a list of patient mobile numbers from the hospital business
intelligence unit. As the hospital already send appointment details to
patients via text message, the author utilised the same system to send
out the survey link via text. This was made possible through the
outpatient department. The author liaised with the hospital information
governance team to confirm data governance standards would not be

breached.

2.2.5 Qualitative

The philosophy of qualitative methodologies lends itself to the social

constructivist view**. Social constructivists believe that people look for an

understanding of the world and express their experiences subjectively*4.

Qualitative methods were encouraged and initially supervised by a consultant

cancer nurse who the author was working with at the time. During the Darzi
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fellowship year (refer to figure 1) the author conducted four focus groups with
cancer patients, community pharmacy and hospital staff contributing to key

publications 238, 33° and 5%,

The author initially observed a focus group a colleague was conducting and
researched in the literature with regards to questioning techniques and how to
conduct a focus group® 7678, The author attended a qualitative data training
session at the biomedical research department at Guy’s Hospital. Each focus
group had one or more facilitators present. A debrief was conducted with the

facilitator(s) after each focus group.

Each focus group informed the next and the rationale for the order was carefully
considered. It was felt that speaking to cancer patients (key publication 238) first
would provide a certain aspect that would be beneficial to fully understand prior
to speaking to the community pharmacy staff (key publication 33°) and hospital
staff (key publication 5)%. Three semi-structured interviews were also
undertaken with patients. The data that the cancer patients, community
pharmacy staff and hospital staff provided was essential to formulating an
appropriate model whereby secondary care could refer a patient to a community
pharmacy using a closed system feedback loop. The purpose of the final focus
group was to present the model back to the group to not only demonstrate that
their comments had been actively utilised but also to gain their opinion to further
refine the model. This method can be related to the nominal group technique
whereby ideas were taken and clarified from the different groups. The
participants were asked to select their preferred idea and then the participants
were asked to provide feedback on the final suggested idea’™: &. The strategy
used for the focus groups also uses elements of co-production. This is

described later in this chapter.

The author continued with qualitative data collection into the second theme of
the research question of cancer patient experience. The author had planned to
conduct seven focus groups with patients across the four main hospitals of
Barts Health NHS Trust for key publication 6°3. The purpose of this was to
determine the current experience adult and paediatric cancer patients were

having to be able to develop an improvement plan. Only one focus group was
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conducted as the pandemic of COVID-19 prevented patients from coming into
the hospital unnecessarily. The author adapted the methodology and conducted
semi-structured telephone interviews instead. This was successful and many of
those patients and carers who were originally attending one of the focus groups
were satisfied to have an interview over the phone instead. A disadvantage to
this methodology was that the author had planned to hold three focus groups
with parents and their children who had cancer. The semi-structured interviews
meant that only the parents were interviewed as many of the children were too

young to interview over the phone.
2.2.6 Quantitative versus qualitative

The author recognised the benefits of both quantitative and qualitative data
collection methods including the disadvantages and differing philosophies of

each as described earliers?,

Quantitative methods (a post-positivism philosophy) produce data that can be
measured and statistically analysed to provide credible answers®. There are
limitations to quantitative methods, for example, even with the most rigorously
tested questionnaire some respondents may still misinterpret a question or
deliberately provide an incorrect answer®?, Quantitative data collection can over-
simplify individual experience as respondents are often grouped into

categories®,

Qualitative methods (a social constructivist philosophy) for data collection
provide holistic data and allows the researcher to ask layers of questions
depending on what answers are given®2. The data collected is dependent on the

guestions asked and on the level of experience of the qualitative facilitator.

The author has benefitted from conducting a questionnaire first to gain
understanding of the subject from a broad range of people. Then to use this
data to narrow down the subject and delve deeper into the answers using
qualitative methods. This triangulation of data can be seen in key publications
238 339 and 6°. This is particularly helpful where the answers from a question in
the questionnaire have only provided a high-level answer and more detail is

required. For example, in key publication 238 the questionnaire found that only
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8% of patients had visited their community pharmacy for a query related to their
cancer or their oral anticancer medication. The focus group explored this, and it
was realised this was because many patients didn’t understand that community
pharmacy staff can help them in this way and that patients need to be educated
on the role of the pharmacist®. Without the qualitative element the author would
have little understanding of why patients were not attending their community
pharmacy with these types of queries. Creswell et al (2009) explain that using a
mixed method design in this way uses the strengths of both research methods
(quantitative and qualitative) to provide the best understanding of the research
question particularly when one method alone would be inadequate**.

Morgan (1998) describes four different strategies for combining qualitative and

quantitative research®*:

e Preliminary qualitative methods in a quantitative study.
e Preliminary quantitative methods in a qualitative study.
¢ Follow-up qualitative methods in a quantitative study.

¢ Follow-up quantitative methods in a qualitative study.

For the purposes of key publications 238, 33° and 638 the author can confirm that
the strategy for these were preliminary quantitative methods in a qualitative

study®*,
2.2.7 Feasibility study — Key publication 44!

Arain et al (2010) describe a feasibility study as a research study conducted
prior to the main study®®. The purpose of completing a feasibility study is to
identify several parameters which are required for the main study®. The
intervention for this feasibility study was a patient adherence check for oral
anticancer therapy with a community pharmacist. Patient participants were
provided with a self-assessment form for adherence by the hospital and were
referred to a local community pharmacy. The community pharmacist was
responsible for contacting the patient to arrange a suitable time for the patient to
visit whereby the community pharmacist conducted a medication related

consultation focusing on adherence using the self-assessment form as a guide.
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For the purpose of key publication 44! the feasibility study was conducted to
determine the:

e Willingness of patients and community pharmacy staff to be recruited if
the feasibility study were to be scaled up.

e Practicality of delivering the intervention in the proposed setting (south
east London).

e Acceptability of the intervention to the users.

e Characteristics of the proposed outcome measure.

e Follow-up rates and response rates.

e Time needed to collect and analyse data®.

No outcome measures can be analysed or reported from a feasibility study. It is
to test the logistics in preparation for a larger study. This provides the outcome
measures for the larger study with more credibility as learning from the
feasibility study are incorporated. A feasibility study is different to a pilot as a
pilot is considered a miniature version of the main study and the data collected

can be analysed and set aside as an external pilot®®.
2.3 Chosen methods for data analysis
2.3.1 Descriptive statistics

Descriptive statistics was used for all quantitative data in the body of research
described in this thesis. The author undertook training at the Biomedical Centre
for Research at Guy’s Hospital of more complex statistical methods but felt that
descriptive statistics was sufficient for the purposes of this research. A number
of the quantitative studies conducted had relatively small sample sizes-2 and,
in many cases, only a summary of the information was required to draw
conclusions or to move onto qualitative data analysis®®. This applies to key
publications 238, 33°, 754 and 8%°.

2.3.2 Thematic analysis

The author attended training at the Biomedical Centre for Research at Guy’s
Hospital on qualitative data collection and analysis as well as engaging support
from a consultant cancer research nurse who had co-facilitated the focus

groups for key publications 238 and 3%°. There were a number of articles that
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provided the author with a basic understanding of conducting thematic
analysis®? 61 77.90-92_ Eor the qualitative data that was analysed using thematic
analysis, another co-author to the publication reviewed the codes to reduce bias
and assure credibility. This was completed for key publications 228, and 3.
Another method for assuring credibility was the use of the Consolidated criteria
for Reporting Qualitative research (COREQ) checklist®3. This was used to
ensure the required aspects were considered prior to undertaking the study and

then during write up of the publication.

After having used thematic analysis for key publications 238 and 3%°, the author
wished to explore other methods for qualitative data analysis. When using
thematic analysis, there is a lack of clear guidance to follow when undertaking
this method®* °. This is described by Braun and Clarke (2006) who identify a
gap in the literature of an adequate outline of the theory, application, and
evaluation of thematic analysis®*. This is supported by Lorelli et al (2017) who
identify that there is not enough literature to describe how to conduct rigorous
and relevant thematic analysis®. Braun and Clarke (2006) suggest that
thematic analysis is a foundational method that all qualitative researchers

should learn prior to undertaking more complex qualitative analysis methods®4.

The author used two different approaches to thematic analysis, inductive and
deductive. The inductive approach which allows data to determine the themes
was used for key publications 238, 33°, 754 and 8%°. The deductive approach is
used when there are preconceived themes based on theory or existing
knowledge. This was used for key publication 6.

2.3.3 Framework matrix

When preparing for key publication 62, the author researched and read a
number of articles for how to use the framework matrix method for qualitative
data®-98, As key publication 6> looked at combining data from a national
survey along with locally collected data it was felt that the thematic analysis
method would not be suitable and that this was an opportunity to try another
type of qualitative data analysis method. The framework approach has been
shown to be beneficial for this type of analysis whereby there is cross-sectional

descriptive data®” 9. Other benefits to the framework approach are that it
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displays transparency of the data and the process involved is more structured
than thematic analysis®” °°. Some concepts were the same as for thematic
analysis such as recording of the interviews, transcription and then uploading of
the transcription to the Nvivo® software. The main difference was that the
themes used across the top of the matrix came from the National Cancer
Patient Experience Survey (NCPES) questions. By listing the quotes within the
matrix for each case according to the question the quote related to, the author
was able to pull a theme together by reviewing the quotes to each question and
understand the meanings within that theme or per case. The author found that
when analysing using thematic analysis more re-reading of the same
transcriptions was required to ensure accurate coding. This was not required
with the framework matrix as the matrix provided a clear structure. The author
found that it was efficient for the second author to review and discuss any
amendments using the matrix. This qualitative data analysis method could
benefit large data sets'®. The author would consider using this method for

future qualitative data studies for the reasons described.
2.4 Data triangulation

Heale and Forbes (2013) described data triangulation in the use of research as
‘the use of multiple theories, data sources, methods, or investigators within the
study of a single phenomenon!®t, Using two or more methods of data collection,
such as qualitative and quantitative data collection, can be described as
triangulation®: 192 Therefore, the author had previously used triangulation of
data in the studies where qualitative and quantitative data collection had been
used for the purpose of investigating one phenomenon (see table 2). The
difference that key publication 6°° brings is that the quantitative data collected
was not collected by the author but was collected as part of a national project.
The local qualitative data was collected by the author, but the criticism of
triangulating that with outside data would be that the two different data sources
may not be comparable and may have different weightings for the research
guestion!®, This was considered as a possible limitation to the study. The other
consideration was regarding whether the data was convergent and led to the
same conclusions, the data was complementary and may supplement each

other but relate to different phenomena or be divergent to each other in that
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they contradict each other** 101, The triangulation of the NCPES data and the
locally collected qualitative data used in key publication 6°° was described as
divergent as the triangulation led to new and better explanations of the
phenomenon under question which was cancer patient experience in this
case'®l, The author felt the need to triangulate the data in this way as the
NCPES only provides high level data. To be able to make significant changes to
the experience of cancer patients locally it was essential for the author to delve
into questions deeper hence the requirement of in-depth interviews. Chapter 4

describes this work in more detail.
2.5 Governance and ethics

The author used the Health Authority Research decision tool to determine
whether NHS ethics approval was needed for any of the studies!®. Due to the
fact that the studies did not demand a change to treatment, care, or services
from accepted standards to the service users, there was no randomisation of
participants, and the findings were not generalisable, none of the proposed
studies needed NHS ethics approval. Key publication 137 was a literature review
and the studies undertaken for each key publication 2-838: 39 41.53-56 \yere
defined as service evaluations. The publications were recorded on the hospital
trust audit or clinical effective unit to allow the trust to acknowledge and monitor
progress of the work. Governance was maintained through the collaborative
working groups surrounding each study with reporting mechanisms in place at

each trust the author was employed with at the time.
2.6 Co-production

Co-production can be related to the Greek physician Hippocrates who wrote
“The physician must not only be prepared to do what is right himself, but also to
make the patient, the attendants and externals cooperate”%4. Elinor Ostrom,
who won the Nobel Prize for economics in 2009, first fully coined the term and
embedded it in her work'%% 19, QOstrom worked at the Indiana University and
with her team conducted her studies with the Chicago police in the 1970s195: 106,
Her work explored why there were certain aspects of policing that provided

better services when the police worked with the publict©®.
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Currently there are a number of different methodologies to try to define co-
production. McDougall (2012) describes a series of different frameworks from
supplier-centred design all the way through to experience-led designi®’. Two
models of co-production that link with healthcare are the House of Care which
explains the management of chronic health conditions with collaborative
management to create personalised care planning and The Chronic Care Model
which highlights the need for informed, activated patients to work with proactive

professionals to give functional clinical outcomes®,

The author has utilised the following model produced by Nef and Nesta for the
co-production of the research topic as this model incorporated many aspects of
those described above whilst presenting the term with a high level of
clarification0°.

Figure 3: Model of co-production, developed by Nef and Nesta in the People

Powered Health Co-production Catalogue (2012).

Assets: Transforming the perception of people
from passive recipients to equal partners.
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Blur roles: Removing tightly defined boundaries
between professionals and recipients to
enable shared responsibility and control.
Catalysts: Shifting from ‘delivering’ services

to supporting things to happen and
catalysing other action.

The author used this model when developing the steering group for theme 1 of
the research, community pharmacists supporting patients who take oral
anticancer therapy. This steering group brought together staff within secondary
care, cancer patients, carers of cancer patients, and community pharmacists.
The group brought together those people who individually had some skills and
experience but collectively had the full set of skills and experience needed to
progress the project. The steering group maintained a fluidity allowing for

members to leave and new ones to join. This allowed for fresh ideas and

35



networks to form. Most of the steering group members had not worked in this
way before and therefore there was a significant amount of individual and group
learning. The steering group was in place for the duration of the Darzi

Fellowship (October 2016 — August 2017) meeting every month.

This experience encouraged the author to carry on collaborative work in this
way during work and in research. Some of the large-scale projects that the
author has worked on at Barts Health NHS Trust have included collaboratively
working across secondary care and primary care in a similar way to the Darzi
steering group. The author has always advocated the requirement of patients

and carers on such groups.
2.7 Patient and public involvement

The author advocates for patients and carers to be involved in research and any
service improvements that directly or indirectly affects them. The components
that make up figure 3 are relevant when working with patients and carers as it is
to other stakeholders. Within the steering group developed for the Darzi
Fellowship there was a total of 3 patients involved and 1 carer. All were involved
in the design and implementation of the Darzi project of exploring how
community pharmacists could support patients taking oral anticancer therapy.
An example of when the patients made a difference occurred during a steering
group meeting. It was noted that only 1 patient focus group attendee came from
one of the two boroughs directly surrounding the hospital for key publication 23,
After a discussion with a community pharmacist member of the steering group it
was agreed, on suggestion by the patient, that the author would conduct semi-
structured interviews with more patients to ensure the demographic of where
patients were from was sufficiently representative of the population the Cancer
Centre at Guy’s Hospital served. This was taken on board and three semi-
structured interviews took place. In order to gain further input from patients and
carers the author took the project to the chemotherapy patient working group at
Guy’s Hospital and the south east London cancer research panel. Other
examples of how patients and carers supported the work was through the

design of the patient survey used for key publication 238 and they were involved
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in designing posters and leaflets of the results to other patients at the Cancer

Centre at Guy’s Hospital.

In the role of Macmillan patient experience and engagement lead for cancer at
Barts Health NHS Trust (refer to figure 1), the author had the flexibility to work
with patients on several different projects, steering groups, and patient panels.
Through this work, a cancer patient group organically developed. Some
members of this group were invited to become members of the different cancer
boards across the Trust thus having direct input into patient care. These
patients designed and reviewed the interview guide developed for key
publication 6°3, and key publication 7°* and they designed, reviewed, and

tested the text message survey for key publication 8°°.

The author utilised the NIHR Involve resources with regards to how to involve
patients.'? This included payment for patients who were involved. The King’s
Fund produced a report entitled ‘Patients as Partners’'!!, This gives practical
advice and tips about working with patients, particularly on how to find the right

person.

A report which was published in 2019, during the span of the author’s research,
was the UK standards for public involvement!2, This report provides six
standards to use as a framework for what good patient and public involvement
looks like''2. The six standards are not too dissimilar to the six elements of the
co-production model produced by Nef and Nesta (2012)1%° and include
communications, governance, impact, support and learning, working together
and inclusive opportunities!'?. The main similarities include working together
building mutually respectful relationships, building on the capabilities that
patients already have and support them to learn new skills and engaging a wide
network of patients to ensure opportunities are inclusively accessible!%% 112,

2.8 Publication strategy

The strategy for publication was a balance between publishing in peer
reviewed, indexed journals, reaching academic readers, and peer reviewed,
non-indexed professional journals to reach non-academic readers. Different

platforms were used for maximum dissemination. These are described below.
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2.8.1 Academic journals

In terms of finding the right journal, the author relied on the author’s growing
research network for support hence publications in the Journal of Oncology
Pharmacy Practice (key publication 137, 754 and 8%%), the Cancer Nursing
Practice (key publications 23 and 44!) and the International Journal of
Pharmacy Practice (key publication 6°3). These were suggestions from the
author’s supervisor, the consultant cancer nurse who had co-facilitated the first
focus groups and other contacts. A structured strategy was formalised when the
author was developing the first application to the NIHR CDRF.

The author supported a previous student at Kingston University to write an
article of the continuation of the research area of key publication 7°4. This has

been submitted to the British Medical Journal Open.
2.8.2 Professional journals

Key publication 3%° was published in a pharmacy professional journal. The

Clinical Pharmacist, a peer reviewed journal from the Royal Pharmaceutical
Society, was a sensible choice for this work as many community pharmacy
professionals read this journal and therefore the exposure to the right target

was likely to be larger.
2.8.3 Professional websites

Two supporting documents within the first theme were written in preparation for
a pilot study to train community pharmacy staff on how to support patients who
took oral anticancer therapy. One is a training programme?*3 for community
pharmacists on how to support patients taking oral anticancer therapy and the
other is a service specification!*4 for how to run a service that supports this
patient group. After it became clear that the route of a PhD via the NIHR CDRF
for this research topic was not going to be possible the author wanted to publish
these two documents to allow others to utilise them. Both documents were
published on the BOPA website®” and communications were sent round to the

members to highlight their presence.

2.8.4 Published books

38



Key publication 5% was requested by Lambert Academic Publishing from
reading key publication 1%7. The book was written and published within the year

as a resource for someone to continue or set up a similar model elsewhere.

Through BOPA, the author was invited to contribute and review sections of a
book entitled ‘Setting Up a Cancer Centre: A WHO-IAEA Framework’ produced
by the International Atomic Energy Agency and the World Health
Organisation'®. The topic areas the author contributed to were living with and

beyond cancer and requirements of a pharmacy cancer team.
2.9 Summary of research skills learnt

This chapter has described the methodology used during the research
undertaken. The author has learnt how to collect and analyse both quantitative
and qualitative data as well as how to engage and work collaboratively with
others including patients and carers. This journey has provided the author with
a significant amount of learning some of which has been inspired and
encouraged by key role models but other parts of which have been self-taught.
For example, the author would not have had enough courage to conduct the
first focus group without the encouragement and support of the consultant
cancer nurse. The author learnt about thematic analysis from this person too.
However, the author realised that analysing the qualitative data with a software
such as Nvivo® was essential, therefore the author realised the gap in their
knowledge and taught themselves how to use Nvivo®. The author’s supervisor
has played a significant part in the author’s learning by guiding the author and
introducing them to new concepts. The author has utilised these key people to
help fill in the gaps of their knowledge as well as referring to and learning from
relevant literature. By reading different published qualitative studies, not all
relevant to the topic, the author was able to understand how to conduct and
write up this type of research. The author’s learning and ability to translate this
learning into their working practice as well as utilise within research will

continue.
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Chapter 3 - Theme 1: Community pharmacy supporting patients taking
oral anticancer medication

3.1 Introduction

Cancer treatments are increasingly being administered orally rather than
intravenously!®, and it has been estimated that 25% of antineoplastic drugs
currently in development are oral medications''” 18, Oral anticancer medication
(OAM) requires the patient to self-manage their illness as the patient is
responsible for taking the medication at home and reporting adverse effects!®.
This has led to concerns about adherence, toxicities, and interactions with other
long-term condition medication'?? 121, Patients who receive OAM are often
older, as more than 60% of cancers are diagnosed in older adults, have multiple
comorbidities and consequently need more healthcare support!??124, According
to Deery'?>, patients on OAM need as much support as those receiving
intravenous chemotherapy but do not receive the same level of support.
Patients receiving chemotherapy intravenously will attend the hospital for their
treatment and may have extra follow up blood tests on top of the clinic
appointments they have. Patients taking oral anticancer medication will likely
only be seen by a clinician when they attend their monthly clinic appointments
and won’t have the extra visits that patients receiving chemotherapy via other
routes will have. A big impact that this lack of supervision can have is on
adherence’?® as well as lack of reporting of toxicities. There is a recognition that
effective systems need to be put in place for the safety and quality of care for

patients taking oral anticancer medication??®,

Attitudes towards cancer are changing; cancer is being recognised as a chronic
condition rather than a life-threatening disease'?’. Many patients are living with
advanced or metastatic cancer that although does not have a cure, these
patients are surviving longer and living with their disease!?®. Most oral
anticancer medications are indicated for advanced or metastatic disease.
Administration of OAM creates a shift from hospital to community-based care
hence the increased use during the pandemic of COVID-1912%-131 COVID-19
has played a significant role in that more oral anticancer medications have been
utilised during the pandemic to allow cancer patients access to anticancer care

without attendance at a hospital as discussed in chapter 1129131, Potential
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safety benefits of this include, patients no longer having to attend hospital so
frequently, thereby reducing the risk of hospital acquired infections, and the
reduced need for intravenous access, reducing the risk of life-threatening
infections in an immune-compromised patient group*®. This shift from hospital
to home-based treatment is already a feature of the management of other
disease conditions such as asthma and diabetes**?. These conditions are now
largely treated in the community, signalling the possibility of community-based

treatment for cancer.

Community pharmacies are an excellent but relatively untapped source of
expertise®3. Community pharmacy staff are likely to have increased numbers of
encounters with cancer patients as more patients are treated with oral
therapy2*. Many of these patients visit community pharmacies for health advice
and for their regular medicines?®. Interactions between cancer patients and
community pharmacists are often missed as community pharmacists are not
confident when speaking to cancer patients and are inadequately trained. This
corresponds with the survey results of Abbott et al, that showed only 9%
(n=352) of community pharmacists felt comfortable educating patients on
OAM18, With adequate training, community pharmacies could provide support
to cancer patients through side effect management, identifying adherence
problems, providing reassurance to the patient, relatives and/or their carers,
checking for interactions with other medication, signposting and making

referrals to the patient’s hospital or to GPs3% °1. 136,
3.2 Relevance to strategic health policy

At the time the author conducted the research, cross-sector working, community
pharmacy involvement and providing specialist care closer to home had been
documented in the following key policy documents: NHS Five Year Forward
View (FYFV)®, Achieving World Class Cancer Outcomes: A Strategy for
England 2015-2020 and the two follow up reports!4 20. 22, The sustainability and
transformation plan (STP) for South East London, where the author was
working at the time, detailed local implementation plans for the FYFV
highlighting insufficient investment in community based services for either

preventing illness or encouraging patients to manage their own health3’. At the
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Royal Pharmaceutical Society’s Innovators Forum (2016), the integration of
pharmacists into new Vanguard care models was discussed*38. Within the
Vanguard models there has been more focus on how hospital pharmacists can
work closely with their community counterparts to provide specialist care in the

community*8.

Since the author undertook the research in this area, more significant national
strategic health policies have been produced. The most important of these is
the NHS Long-Term Plan which was published in 2019*8. The plan highlights
the requirement for out-of-hospital care specifically recognising the valuable role
community pharmacies can play with urgent care and promoting patient self-
care and self-management®®. The plan promises a more personalised approach
to care. In relation to cancer care the plan discusses more tailored treatments?®.
Lastly the plan focuses on providing more digitally enabled primary and
outpatient care thus providing patients with more convenient ways to access
advice and care!®. Therefore, a model whereby secondary care and community
pharmacies could manage the care of cancer patients collaboratively using
technology as an enabler, as discussed within this thesis, falls within the Long-

Term Plan’s ambitions.

STPs have since advanced into integrated care systems (ICS) to support the
delivery of the Long-Term Plan bringing together primary, specialist, physical
and mental health, and social care together'®®. The ICSs were implemented in
April 2021 and work as partnerships between NHS providers and
commissioners within a geographical area'#°. Primary care networks (PCNSs)
are part of the ICSs bringing together general practice and other community
providers such as community pharmacies!*!. One of the purposes of developing
the PCNs was to give primary care a louder voice when it comes to decisions
about implementing the Long-Term Plan'® 42, These networks will bring
knowledge of their local populations’ needs whilst strengthening not only the
relationship between GP practices and community pharmacies but also the

relationship with secondary care2.

A number of components of the Long-Term Plan have had good progress such

as targeted health lung checks among others?. The Department of Health and
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Social Care are now developing a 10-Year Cancer Plan?®. This will recognise
what has already occurred, some of which will have been accelerated by the
pandemic, what innovations and improvements still need to be done and then
looking beyond the Long-Term Plan to what further developments will be

required for cancer services (refer to table 1)2°.

Another significant paper written in 2020 by the Royal Pharmaceutical Society
(RPS) specifically focuses on utilising community pharmacy teams to support
cancer patients!43. This paper highlights the need for a wider acceptance of the
role that community pharmacists can have when caring for cancer patients43,
The RPS recognises that community pharmacists are ideally placed to support
patients taking oral anticancer therapy, that the community pharmacists should
be supported by specialist hospital pharmacists and that a formal referral
system would be the ideal method to identify patients in need*43,

3.3 Stakeholder strategy

The studies for the publications within this theme involved co-production and
engagement with different stakeholders. Figure 4 details how and at what point

these stakeholders were collaborated with.

Figure 4: Stakeholder co-production and engagement

Co-productive steering group monthly meetings (community pharmacists, patients, carers, hospital

staff)

Patient survey
Community pharmacy survey

=
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3.4Key publication 1: Current models of support from community

pharmacies for patients on oral anticancer medicines
3.4.1 Rationale

Prior to initiating the research, the author was working as a highly specialist
oncology pharmacist in a hospital and had a key role in supporting patients who
took oral anticancer therapy. The author noticed the lack of support in the
community for these patients and that patients were reliant on their monthly visit
at the hospital for answers to questions related to side effects, interactions with
other medications and other medication related queries. It was recognised that
there was a gap in the literature with regards to community pharmacies
supporting patients who take oral anticancer therapy. Researchers in the
Canadian province of Newfoundland and Labrador had conducted a couple of
studies'® 117, These showed that a large number of community pharmacists did
not have sufficient knowledge about oral anticancer medication and highlighted
the need to urgently address the training and education requirements16. 117,
Hammond et al (2012) noted that Ireland was dispensing oral anticancer

therapy, but this was largely deemed unsafe!44.

There was minimal literature with regards to community pharmacies supporting
patients on oral anticancer therapy in the UK. This was therefore the rationale
for why the author started with a literature review for key publication 137, The
scoping literature review was intended to be wide to capture as much
information on the topic nationally and internationally as possible. The literature
review provided a significant amount of knowledge regarding models of care by
community pharmacists that could be replicated in a cancer environment within

a UK setting.

3.4.2 Contribution to research

Key publication 137 provides an in-depth overview about the current practice of
community pharmacists supporting cancer patients who take oral anticancer
therapy happening in the UK and across the world®’. As far as the author is
aware this had not been conducted before. The publication pulls together best

practice from the different models that are discussed creating a
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recommendation list for a gold standard model of care whereby community
pharmacists support patients who take oral anticancer medication. A key
recommendation relates to the use of technology as a backbone to the model of

care. Other recommendations include3’:

e Training for community pharmacy staff

e Access to chemotherapy protocols and treatment plans

e Communication between community and secondary care pharmacy
teams

e Integrated working

e A key link person at the hospital

¢ An electronic referral system

e Patient consent

e Cancer targeted medicines use review

e Signposting information

3.4.3 Impact, citations, and outputs

After several accepted abstracts to the British Oncology Pharmacy Association
(BOPA) annual conferences'#> 146 on the work completed, the author was
invited to present at the 2018 BOPA Symposium. The presentation was titled:
Ways to improve cancer care and patient outcomes through realising value
through integrating community and hospital pharmacy. This was a well-attended

session and created an engaging discussion post presentation.

As a result of this dissemination, the author was approached by Lambert
Academic Publishing (LAP) to write a book around the subject of key publication
137, The author submitted an outline brief and LAP commissioned the book. Key

publication 1 has had 5 citations®*’.

3.5Key publication 2: Can community pharmacies support patients who
take oral anticancer therapy? Patients' needs and views

3.5.1 Study rationale

The rationale for conducting a qualitative study with cancer patients was to
identify what support they required, whether they currently visit their community
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pharmacy and what their perceptions of community pharmacy were. When
developing and implementing a new service it is essential to speak to the users
of that service as described in chapter 2 through co-production. Their views and

opinions were collected through a survey and a focus group.

3.5.2 Contribution to research

Key publication 238 provided knowledge of what patients who are taking oral
anticancer therapy need in terms of support and contact as well as what their
opinions of speaking to community pharmacists about their cancer medication
was®, It was a mixed method approach with 142 respondents to the survey and
five patients and one carer attending the focus group and a further three
patients attending semi structured interviews. The data was analysed into three
main themes with subthemes identified. The main areas of support that the
patient identified were advice on side effect management, medication supply,
supportive medication, and reassurance. The patients mainly perceived the role
of the community pharmacist to be that of medication supply, advisors on
medication and minor ailments. This suggests that patients are not fully aware

of the wider support that community pharmacists can provide.

Even though this research was local to south east London, the learning can be
utilised in other geographical areas, or the methods repeated to gain

comparative data in other areas.

3.5.3 Impact, citations, and outputs

The publications for theme 1 have had numerous citations, the most significant
of which being a white paper produced by the Royal Pharmaceutical Society'43.
This paper is titled: Utilising community pharmacists to support people with
cancer, and cites key publications 2, 4, and two supporting documents detailed
in section 3.8 41113114 Thjs report has been highly distributed.

This publication is significant as it was the first phase of data collection from the
stakeholders thus paving the way for key publications 33%°, 44! and 5%. This was
also the first study that the author conducted using co-productive methods as
discussed in chapter 2. Services that are co-produced have a higher likelihood

of sustainability148-1%0,
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Key publication 238 has had three citations in total'#’. This study was also
accepted as an abstract at the 2017 annual BOPA conference and the abstract

published in the Journal of Oncology Pharmacy Practicel.

3.6Key publication 3: Support for patients taking oral anticancer

medication
3.6.1 Study rationale

Key publication 3%° describes a mixed method study consisting of a survey and
a focus group with community pharmacy staff to identify if they currently saw
cancer patients, if they felt confident and competent to speak to them about oral
anticancer therapy and to establish what their training requirements were. This
information was essential for the author to understand what the needs and
requirements were of community pharmacy staff to be able to extend and
implement a high-quality care service for patients taking oral anticancer therapy.
For this service to be sustainable and safe, engaging and collaborating with
community pharmacy staff, using the co-production method described in

chapter 2, was a necessity.

3.6.2 Contribution to research

As stated, key publication 3%° provides an understanding of whether community
pharmacists currently see cancer patients as well as training requirements and
most suited methods for training3®. Nearly 60% of community pharmacists who
responded to the survey stated that they interacted with cancer patients.® This
contradicted the comments from the focus group where community pharmacists
stated they rarely saw cancer patients3®. The findings suggest that community
pharmacists are keen to receive training to be able to support patients who take
oral anticancer therapy more3°. The preferred methods for training were online
packages, reading materials and evening meetings®°. The community
pharmacists were keen to integrate with secondary care for the benefit of these

patients®,

There have been some studies which have looked at training requirements for
community pharmacists for cancer but these studies have all collected the data
through survey alone e.g. Abbott et al (2011)'7, Abbott et al (2014)*16
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Charpentier et al (2012)5! and Mensah et al (2018)¢2. The author used a
combination of focus group and survey in a mixed method approach. The
survey was conducted first providing a good understanding of the topic area.
Similar questions were used in the focus group, but the author was able to
probe deeper into the answers. This provided a more in-depth response to the
research question compared with the findings in the literature described above.

3.6.3 Impact and outputs

Key publication 3%° was published in a professional journal therefore it is difficult
to evaluate the impact, but the publication would have reached all pharmacy
staff who are members of the Royal Pharmaceutical Society as the journal is
the official journal for the Society. An abstract was accepted at the Royal
Pharmaceutical Society Winter Summit (2017) detailing the preferred training

methods for community pharmacists'®2.

Key publications 1-3%7-3° were used to support a funding application to Guy’s
and St Thomas’ NHS Trust Charity. The application was successful, and the
author was awarded £36,000. The competitive grant funded the second phase
of this work providing remuneration to community pharmacists, for supporting
patients taking oral anticancer therapy who were referred to them from

secondary care, for the study described in key publication 44,

3.7Key publication 4: A feasibility study of a referral pathway from
secondary care to community pharmacy for people who take oral

anticancer medication
3.7.1 Study rationale

At this point in the research the author had collated information on the views
from community pharmacy staff, patients, and hospital staff on a service
whereby community pharmacists support patients taking oral anticancer
therapy. The hospital staff data were published within key publication 5%. The
findings from this mixed method approach enabled the co-production of a model
of care whereby community pharmacists supported patients taking oral
anticancer therapy. The rationale for the feasibility study was to test the

proposed model of care prior to conducting a formal pilot.
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3.7.2 Contribution to research

The feasibility study is described fully in key publication 44, This study
describes the model of care for referring patients to primary care from
secondary care and tests the key elements for this pathway. This article
therefore provides new research into this topic area and paves the way for
others to set up similar services. The key finding of this study was that a referral
system whereby hospital staff could refer patients to community pharmacists
was safe, feasible and acceptable to the users. The methods tested to
determine adherence, drug-drug interaction incidence and user acceptability

were appropriate for a larger scale study to take place.

3.7.3 Impact, citations, and outputs

Key publication 4*! has one other citation along with the white paper produced
by the Royal Pharmaceutical Society43 147, The abstract for this study was
accepted at the 2018 annual BOPA conference and published in the Journal of

Oncology Pharmacy Practice!.

3.8Key publication 5: Can community pharmacists support patients who

take oral anticancer therapy?
3.8.1 Rationale

The author was invited to write a book by the Lambert Academic Publishing
(LAP) group on recognition of key publication 137. LAP tasked the author with
writing a book on the same topic as key publication 137. The author utilised the
opportunity to publish elements of the research related to community
pharmacists supporting patients who took oral anticancer medication that had
not been published elsewhere to produce key publication 5°. The author
wished to share the full body of research that had been undertaken as one
piece to take the reader through the journey that the author had taken and to
engage the reader to set up a similar model within their locality.

Within this publication two documents have been published as appendices:

1 Oral anticancer medication (OAM) review by community pharmacy training

programme

49



2 Guidance on the oral anticancer medication (OAM) review service by

community pharmacy

It was clear from the engagement work with community pharmacy staff that
training was a big element for the proposed model to be sustainable. The
training programme that was developed!*3 provides a clear series of activities
for community pharmacy staff to undertake to increase their competence of
supporting patients who take oral anticancer therapy. The Calderdale
Framework was used in the development of the training programme?3. The
Calderdale Framework is an evidenced transformative tool to support workforce
development!®4, All the resources listed within the training programme are
readily available, but the training programme recommends which ones to use
and for what purpose. The programme includes a variety of activities to suit
different learning styles (table 4) and separates the resources into essential and

desirable.

Table 4: Summary of the main training elements within the oral anticancer

medication (OAM) review by community pharmacy training programme

Training element Topics covered
Resources and Basic introduction to cancer and chemotherapy
reference materials Cancer prevention and screening

Treatment types
Managing side effects to treatment
Living with and beyond cancer

Palliative and end of life care

Evening educational Question and answer session on side effect
sessions management

Consultation skills with a nurse

Patient workshop with role play

Adherence and referral pathway

Half-day visit to the Tour of the cancer centre

cancer centre Shadow oncology pharmacist in clinic

Shadow clinical nurse specialist in clinic
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Debrief with questions and reflections

Assessment Questionnaire assessment

Objective structured clinical examination (OSCE)

Intervention fidelity Audiotape 4 consultations within the first month
and if deemed competent then audiotape 1
consultation a month for the remainder of a full

year

Competencies Competency standards for sign off

The guidance document!!* that sits alongside the training programme is a
service specification for how community pharmacies can set up the model of
care. This document was endorsed by the Royal Pharmaceutical Society and
provides a clear aim for the service along with conditions that need to be met
and further specifications in order to run a safe service. The main rationale for
this document was to provide community pharmacies and any potential
commissioners with clarity of the model of care as well as providing
standardisation for the service across multiple pharmacies. This is essential to
ensure cancer patients receive the same level of care regardless of where they

are being seen.

3.8.2 Contribution to research

The second chapter of the book provides the reader with an updated literature
review. The updated literature is discussed in a different style from the original
literature review of key publication 1 with new literature included®’. Chapter
three and four are devoted to patient’s needs and views and community
pharmacists’ view’s respectively thus relating to key publication 238 and 3%°.
Both chapters include data that were not published in the original publications
as well as including related grey literature which was not discussed within the
original publications. Chapter five describes the results of the hospital staff
focus group which has not been published anywhere else as the sample size
was too small. Therefore, the book provides a discussion from all of the
stakeholders, patients, community pharmacists and hospital staff in one place
which allows for comparison between the differing viewpoints. The final chapter
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before the conclusion discusses the feasibility study which relates to key
publication 441, Again, this chapter discusses data that was not included in the
original publication, but it also informs the reader about what a feasibility study
is. Within the research world, there is significant confusion between a feasibility
study and a pilot study®®. The chapter goes on to discuss how the feasibility
study was conducted and what the learning points from it were. These topics
are often not described in detail in academic research publications, but they are
important areas to publish to add to the knowledge of how to conduct research.
The book concludes with what further steps are required to convince

commissioners and service providers that this support structure is essential.

Even though multiple training programmes are developed across all
organisations in the UK to train staff, very few are published. The training
programme!'3 was produced from the data collected in key publication 33° along
with in house training, utilised for training hospital oncology pharmacists, from
the hospital where the author was working,. The purpose of publishing the
training programme onto the BOPA website was to ensure this resource was
accessible to others.

As with the training programme, a service specification of the model of care to
refer cancer patients from secondary care to primary care was published to add
to the body of research specifics about what the model would look like in

practice!4,

3.8.3 Impact and outputs

This book has been available on Amazon UK® since 2019. A deputy chief
pharmacist working for the National Cancer Control Programme (NCCP) has
used the author’s work, specifically the book, for her MSc titled: An Examination
of the Views of Pharmacists, on ways to support the Safe and Effective
Dispensing of Oral Anti-Cancer Medicines in Community Pharmacy, with a

focus on Education and Training Programmes.

Both the training?*® and guidance!'* documents are available on the BOPA

website for all members to view and utilise and were cited by the Royal
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Pharmaceutical Society white paper43. To date these documents have received
67 views from the BOPA website.

The author recently at the end of 2021, was invited to present at the Somerset,
Wiltshire, Avon, and Gloucester (SWAG) Cancer Alliance as they wanted to
utilise the author’s learnings with a possibility of adopting the suggested model
of care whereby community pharmacists support patients who take oral
anticancer therapy. The author has remained in touch for advice and support to

the team.

The author was invited to review a study protocol entitled ‘Current management
of adults receiving oral anti-cancer medications: A scoping review protocol’ by
the Health Research Board!®®.

3.9 Future direction

The author believes that community pharmacists and staff within community
pharmacies can provide the necessary support to patients who take oral
anticancer therapy not only from the research the author has conducted but
from other literature too. The methods used have been successful at obtaining
the required data to answer the research questions within this theme. The
author has used their learning throughout the first studies to further develop
their skills and confidence which led onto the feasibility study (key publication
4)*1. The author has developed as a researcher by creating opportunities for
further research work such as presentations and abstracts at conference level,
taking on the challenge of writing a book and the other outputs described in this

chapter.

The author was unable to obtain further funding to take the feasibility study (key
publication 4)*! onto a full pilot or randomised controlled trial but has continued
the overarching topic of optimising the cancer patient journey by focusing on

cancer patient experience.

In June of this year the government announced a new pilot scheme whereby
community pharmacists will be able to refer patients for scans and checks for

those showing symptoms or signs of cancer®8. This highlights the ever-
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increasing profile that community pharmacists have with regards to caring for
patients with suspected cancer.
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Chapter 4 — Theme 2: Improving the experience of cancer patients within

the hospital setting
4.1Introduction and relevance to strategic health policy

The importance of patient experience in ongoing patient care and within the
services that the NHS provides has had an increasingly raised profile over the
last decade and more. Lord Darzi reported in the 2008 policy'®’ from the
Department of Health that the quality of patient experience should not only be
measured, but that it should impact on how hospitals are funded*®8. He
recommended payment to hospitals on the quality of care to include patient
experiencel®’. The report highlighted that progress with patient experience has
been patchy and there needs to be a focus on empowering staff to provide a

higher quality of patient experiencel>’.

Further evidence reports that improved patient experience leads to better health
outcomes, a reduced cost of healthcare, improved patient control over their
care, better staff/patient relationships and improved organisational reputation>8
163 Patient experience has been described as one of the three pillars of
healthcare including clinical effectiveness and patient safety with positive
associations between each pillar®® 164, The use of patient reported outcome
measures (PROMS) and patient reported experience measures (PREMS) have
been utilised for some time and can be used to explore the relationship between

patient experience and the other two pillars or domains of healthcare64 165,

The benefits of patient experience are described in The Patient Experience
Handbook produced by the NHS Institute for Innovation and Improvement?*?,
The National Institute for Health and Care Excellence in 2012 produced
guidance titled; Patient experience in adult NHS services: improving the
experience of care for people using adult NHS services!®8. Both of these
documents provide insight into how NHS providers can measure and utilise

patient experience data.

The experience of patients is also highlighted throughout the NHS Long-Term

Plan, eleven years after Lord Darzi’s report*®. These points relate to patient
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choice, improved waiting times, and patient safety among others*8. This shows
that patient experience is increasingly important and is slowly being embedded
within NHS priorities.

Most UK hospitals now actively measure and report patient experience. An
increasing number of hospitals also employ staff specifically to focus on
improving not only the experience of patients but also engaging patients to work
with the trust to make improvements collaboratively. This links back to Lord

Darzi’'s recommendation of staff empowerment.

Although data on patient experience is being collected, staff within hospitals are
struggling to make use of that data and translate it into sustainable
improvements'6. 167 |In some instances it might be that the data collected is not
reliable enough, there isn’t the capacity to carry out the recommendations or

enough data hasn’t been collected in the first place'68 16°,

Even though none of the documents discussed so far are specific to cancer
patients, the learnings and recommendations are transferable across all
disease areas. Within cancer, most of the literature relating to patient
experience discusses data collected from the National Cancer Patient
Experience Survey (NCPES). This is a national survey commissioned by NHS
England and NHS Improvement to monitor cancer care placing patient

experience on par with clinical effectiveness.

Moreover, in response to the recommendations related to cancer in the NHS
Long-Term Plan, NHS England and Improvement introduced a new survey
called the national cancer quality-of-life survey!’°. This is to introduce a quality-
of-life metric to track and respond to the long-term impact of cancer’. This
survey was first released in October in 2021 so is very much in its infancy but

will provide evidence for the need to continue the case for change.

There is little data published with regards to original research on cancer patient
experience. What is available worldwide is limited by sample size and the
numbers of cancer types studied'’? 172, Studies have shown that patient/carer
involvement in decision making for their cancer treatment have shown to reduce
decisional conflict, provide a greater satisfaction in their treatment and improve

the patient’s overall general well-being?73-17¢,
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The key publications described within this chapter show how the author’s

research is in line with current and previous national policy discussed above.
4.2The National Cancer Patient Experience Survey (NCPES)

The National Cancer Patient Experience Survey (NCPES) was implemented in
2010 and is now on its eleventh iteration'’’. The survey is commissioned by
NHS England and is overseen by an advisory body'’’. The NCPES is the first
national cancer patient experience survey that has been undertaken of its
kind'"8. It provides NHS cancer patients across the UK an opportunity to
feedback about the experience they have received for their cancer care. NHS
trusts are provided with a trust level report of the survey which can be used to
benchmark across other trusts and provides them with information on which
areas their patients are having a good experience and which areas they need to
improve on'’’. The data is also broken down by cancer alliances and individual

clinical commissioning groups?*e.

The NCPES reports have provided evidence that the overall care of cancer
patients varies across sociodemographic factors including ethnicity and

geographical location?7°-181,

Utilising the NCPES data alone is not enough to formulate an accurate action
plan for improving cancer patient experience. Hospital trusts, cancer alliances
and clinical commissioning groups need to be aware of the limitations of the
NCPES when interpreting the data. Abel et al (2019) investigated the reliability
of the NCPES?*®2, They calculated the Spearman-Brown reliability of each
individual score and considered values of <0.70 to represent low reliability and
scores of 20.90 to represent high reliability®2. They found that two thirds of the
scores reported within the 2016 survey results did not meet reliability levels.182
They describe the key reasons for low reliability to be related to three key
mechanisms. Individual hospitals with low sample sizes tended to have low
reliability. Questions with limited variation between hospitals resulting in
difficulties in distinguishing between hospitals performing at a similar level had
low reliability. Lastly some questions across all hospitals have a small number
of total respondents as they are only relevant to a small subset of patients'®2,

Saunders et al (2016) show that higher response rates lead to higher
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experience scores!®, Those questions that had a higher association between
response rates and patient experience were those relating to administrative
care processes!®, Saunders et al (2016) theorise that there may be multiple
hospital-level factors that drive this'®3. For example, hospitals with a dedicated
patient experience strategy are likely to work harder to encourage more patients
to return the survey!83. Those hospitals that have better administrative
processes are likely to contain more accurate contact information for their
patients thus facilitating better survey response!®3. They also found that low-
response rates were more likely to occur in hospitals in London and teaching
hospitals!® 183, Therefore, the author recommends triangulating data collected
via the NCPES with other internal sources of data to provide a more accurate
evidence for change. As far as the author is aware this has not been done

before.

4.3Key publication 6: Analysis of local qualitative cancer patient
experience alongside the 2019 results of the UK National Cancer

Patient Experience Survey
4.3.1 Study rationale

As previously described the NCPES provides NHS trusts with useful information
about the experience of their cancer patients. The survey contains around 60
questions. A limitation in addition to those described in section 4.2 is that it can
be difficult to drill down what specifically the trust needs to focus on particularly
when the trust has multiple hospital sites and complex cancer pathways. For
example, if the data showed that patients had a poor experience as an
inpatient, it would be difficult to determine which hospital site or wards to start
working with as the data is not provided at that level of granularity. The majority
of the NCPES is presented as quantitative data. Although there are three
guestions that patients can answer qualitatively, often these answers are brief
and provide little insight. The author therefore realised that it was essential to
triangulate the NCPES data with locally collected data. This and other sources
of internal data could then be used to develop an improvement plan for cancer
patient experience and engagement for the trust. The method for this study was

qualitative to provide deeper insight into what the patients from the trust were
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truly feeling and experiencing and specific areas such as wards or departments
could be identified to focus on initially.

4.3.2 Contribution to research

Key publication 6°° analysed data collected via a focus group and semi-
structured interviews with cancer patients and carers and triangulates this data
with the results of the 2019 NCPES. Ten questions were picked from the 2019
NCPES and used to interview patients in north east London. The responses
from the participants provided richer insights to the NCPES survey responses.
In some instances, it was clear that the NCPES response was not reflective of
the detailed response from speaking to a patient or carer. The author therefore
recommends for all healthcare cancer providers to collect local data to use in
collaboration with the NCPES when forming a strategy for improving cancer

patient experience.

Key publication 6°° is the first study to triangulate NPCES data with local
qualitative data. It provides a model for other trusts to follow providing readers
with information about how the NCPES data can be utilised to specifically relate
to locally collected data and how the trust used this data. Secondly, it provides
readers with details of how to triangulate data in this way introducing some to
new methodology such as the framework matrix. Ideally this would encourage
readers to conduct similar research within their own locality. Finally, it provides

valuable information on the experience of cancer patients.

4.3.3 Impact, citations, and associated outputs

This publication was published in December of 2021 and currently has been
cited in a systematic review!®4. The next iteration of the NCPES is in progress
and the results for 2021 are expected to be published in 2022. Therefore, it is
likely that key publication 652 will receive more attention in the coming months
as healthcare providers start researching how they can best utilise the data

received.

The key output for the trust was the improvement plan for cancer patient

experience and engagement. This included the need to investigate the

59



experience of patients with outpatient services as well as improvements in the

provision of information and patient involvement.

4.4Key publication 7: Cancer patient experience of telephone clinics
implemented in light of COVID-19.

4.4.1 Study rationale

The COVID-19 pandemic required most healthcare organisations to rethink how
they were going to deliver services in an environment where patients were not
able to attend the hospital in person. It was highlighted very quickly that
physical attendance at an outpatient appointment puts patients at significant risk
of catching and spreading the virus'®®. Therefore the introduction of virtual
clinics was a method by which patients could still receive their care without
attending the hospital'®>18_ At the NHS trust where the author worked, the
uptake of virtual clinics, mainly in the form of telephone clinics, rapidly increased
in all specialties including cancer. Therefore, the author identified a need to
evaluate the patient experience within these clinics. This allowed the author to
focus on outpatient services as suggested within key publication 6°3. The
findings were disseminated to the cancer boards to allow for ongoing cycles of

improvement.

The study was specifically designed to be completed within a short time period
as staff resourcing during this time was an issue and the timely collection of the
data to provide a snapshot of patient experience was key to allow for prompt

improvements.

4.4.2 Contribution to research

The purpose of key publication 7°* was to understand the experience cancer
patients had of telephone clinics implemented in light of the pandemic. The
study was conducted via telephone. The qualitative data were analysed and six
themes (rushed, face to face, difficult to assess, communication, benefits, and
compassionate care) with two subthemes (positive communication and barriers
to communication) were identified. The majority (39/55) were either satisfied or
very satisfied with their telephone consultation and 33 out of the 55 participants

would like to continue with telephone clinics.
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Prior to the pandemic there was a good amount of literature related to virtual
clinics some of which related to cancer and the remainder had transferable
learning®®-195, What was lacking within the literature prior to the pandemic was
how to rapidly implement and spread the usage of virtual clinics and what the
experience was for patients on the receiving end. A number of key publications
published after the pandemic focused on the implementation and spread but
again very few focused on patient experience'®> 8 Therefore, key publication
7°%4 not only contributes to this limited researched area by providing an insight
into patient experience, but it also specifically focuses on cancer patients. This
is key as a significant amount of discussion was had nationally about the impact

the pandemic would have on cancer patient outcomes and waiting times?8 29 19,
197

4.4.3 Impact, citations, and associated outputs

Currently this publication has received seven citations4’ and has resulted in
three academic presentations all via invite to the author. The first was the
Oncology Convention which was a virtual conference in March 2021. There
were 51 viewers at the time the author presented. The presentation was
uploaded for viewing post conference. The second presentation was a nursing
webinar in July 2021. This was a similar presentation to the Oncology
Convention. The final presentation was a BOPA research webinar. The author
amended the presentation slightly to include a section at the beginning to
explain the author’s research career to date before then discussing the details

of key publication 754,

A further output from this publication was the invitation to guest edit a research
topic for the journal, Frontiers in Rehabilitation Science. This is in collaboration
with the author’s supervisor. The author and supervisor worked with the journal
to identify the research topic of the Impact of COVID-19 on Cancer Care and

Rehabilitation.

The author supervised an MPharm student for their final year dissertation to
build on the results by completing in-depth interviews with patients and
clinicians investigating their experience of virtual clinics. The findings of this

work have been presented at the European Society for Medical Oncology
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2021198, The full manuscript is currently under peer review by the British
Medical Journal Open. More recently the results and recommendations have

been distilled into a learning publication in a pharmacy professional journal®®®.

4.5Key publication 8: The experience of cancer patients during the
COVID-19 pandemic

4.5.1 Study rationale

This was a strategic piece of work to inform the cancer board of the trust how
the pandemic affected cancer patients. Due to the effects the pandemic was
having on cancer services, as described in chapter 1, the trust wanted to
understand how these changes were affecting the experience of patients. The
results of this study fed into the improvement plan for cancer patient
engagement and experience. The cancer board recognised the work and the
findings taking on board the impact the redeployment of clinical nurse

specialists had on cancer patients.

4.5.2 Contribution to research

Key publication 8°° included survey results from 82 respondents categorised
into three themes, information provision and safety around COVID-19, impact
on cancer care and feeling supported by staff. Patients felt safe coming into the
hospitals and were satisfied with the amount of information they were given
about protecting themselves against COVID-19%. Most patients found that their
overall care had not been impacted by the pandemic, but some had received
delays®®. Inpatients felt that they were well supported during this time but would
have liked more information about their ongoing treatment plan®®. Other patients
stated that they were not informed about supportive services available to them
and 25% of respondents found it difficult to contact their cancer nurse
specialist®.

This study was one of the first studies to be published on this specific topic.
There were plenty of publications relating to waiting times for treatment and
surgery which would have impacted on patient experience but nothing that

specifically reviewed patient experience?°0-202, Therefore, this publication
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provided key insight directly from patients in north east London as to what their

individual experience was.

4.5.3 Impact, citations, and associated outputs

This publication was published in December 2021 and therefore there are
currently no citations or national impact as of yet. Within the trust where the
author works, the data was presented at the cancer boards and circulated to the
north east London Cancer Alliance and patient groups. The results were shared

with individual cancer teams.

4.6 Future direction

The author has always used the opportunities within their working environment
to conduct impactful research. During the time the research was conducted, the
author was working as the Macmillan Patient Experience and Engagement
Lead for Cancer for the trust. This was a two-year fixed term contract which has
now ended. The author has remained within the same trust and is working
within the strategy department transforming clinical services specifically within
the outpatient setting. Therefore, the author is likely to continue to publish in the
areas of virtual consultations, but additionally patient initiated follow up and the

use of referral processes into secondary care from primary care.
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Chapter 5 — Summary and conclusion

5.1 Summary

The title of this thesis is optimising the cancer patient journey. This research
topic encompassed two themes: community pharmacists supporting patients
who take oral anticancer therapy and cancer patient experience. Improving
cancer patient experience optimises the cancer patient journey for all individuals
and the utilisation of community pharmacists to support patients on oral
anticancer therapy optimises a particular part of the journey for this cohort of

patients.

The thesis contains 8 key publications, five of which relate to community
pharmacists supporting patients who take oral anticancer therapy and three
relate to cancer patient experience. Within this thesis the author provided an
introduction to cancer including a description of the national cancer strategies
and the impact COVID-19 has had on cancer patients and cancer services. An
in-depth review of the methodology is discussed leading the reader onto the two
themes in turn. Within each theme the key publications are discussed in detail

including the impact and outputs.

5.2 Summary of achieved aims and objectives

5.2.1 Review of the aim

The aim:

e To describe the journey of research undertaken by the author and
explain how the work has influenced national policy to optimise the
cancer patient journey through community pharmacy support and

improved experience of care.

This thesis described two themes, the first being how community pharmacy can
support patients who take oral anticancer therapy and the second describing
cancer patient experience. The author has taken the reader through the journey
of the origins of the research, how the research was undertaken and then the
results and findings. It is clear to see that the research has been influenced by

the author’s role but that the author created opportunities to be able to continue
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the research. The journey described how the findings have been utilised to
clinically impact cancer patient care.

The first theme significantly impacted national policy as a number of
publications (key publications 238 and 44! and the training programme and
service specification published within key publication 5°¢ and available through
the BOPA website)>” were cited within the Royal Pharmaceutical Society White

paperi43,

5.2.2 Review of objective 1

Objective 1:

¢ Describe the author’s contribution to research to support and provide
evidence for the requirement of community pharmacy to support patients

who take oral anticancer therapy.

Key publications 1-537-3% 41.56 gand chapter 3 provide the evidence to fulfil this
objective. Key publication 1%/, the literature review, was fundamental to
achieving this objective as it provided the backbone for the rest of the research
within this theme. Key publication 228 (cancer patient views and opinions), 3%°
(community pharmacy views and opinions), and 5° provided the data required
to be able to complete the feasibility study in key publication 4%1. Key publication
4% showed a model whereby community pharmacists who supported patients
taking oral anticancer medication could be achieved. Chapter 3 describes how
these publications have contributed to the research topic.

5.2.3 Review of objective 2

Objective 2:

e Describe the author’s contribution to research for the importance of
patient experience to cancer care and the development of cancer

services.

Key publications 6°3, 7°%and 8% and chapter 4 provide the evidence to fulfil this
objective. All three publications explored the experience that cancer patients
were receiving at the time. Key publication 7> explores patient experience in

relation to telephone clinics, key publication 6°3 provides more of an overview of
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patient experience alongside the NCPES and key publication 8% looks at
patient experience in light of the pandemic. Chapter 4 explains the rationale and
impact that these articles have had thus achieving this objective.

5.2.4 Review of objective 3

Objective 3:

e Provide evidence for the research skills acquired during the research
period and how these skills will be further utilised by the author.

The author has learnt a significant number of skills during this period of
research. This can be seen throughout the thesis but is clearly shown in chapter
2 where the author fully explains the methodology including the reasons why
those methodologies were chosen and the philosophy behind them. The author
has discussed within this chapter (section 5.5.2 and 5.5.3) how they will use
these skills going forward for further research.

5.2.5 Review of objective 4

Objective 4:

e Critique the research undertaken and evaluate its contribution to the

topic area.

The thesis as a whole provides the evidence for this objective but also
specifically section 5.3 of this chapter through assessment and discussion of

the limitations of the publications.

5.2.6 Review of objective 5
Objective 5:
e Set a goal for future research and academic achievements.

This chapter (section 5.5.2 and 5.5.3) has explored the future research the

author wishes to take forward as well as future academic achievements.
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5.3 Reflections on methods and findings

The Medical Council Research Framework provided significant guidance for the
author when planning the key stages of developing a complex intervention (key
publications 1-3%7-3%) and conducting the feasibility study for key publication 44
146 Because the publications were sequential, this allowed the author to reflect
on the learnings from one study before moving onto the next and thus selecting
the most appropriate method to use. By the time the author had moved onto the
second theme of cancer patient experience, the author was confident and
competent in surveys, focus groups and semi-structured interviews. The author
was therefore able to utilise these methods going forward but also develop the
competence for other data collection methods such as the use of a survey via

text message (key publication 8°).

The author used a variety of different methods during the course of the research
presented in this thesis. The author believed these were the correct methods to
use for the data collection required. The author learnt and used methods for
data collection and data analysis such as for the feasibility study (key
publication 44%), the triangulation of different data sources (key publication 6°3)
and the framework matrix (key publication 6°3) without formal training but
utilised other literature sources for guidance. This provided the author with
examples to refer to when using these methods for the first time and shows the

determination of the author to continue to learn and grow as a researcher.

During this research the author determined the number of participants to
interview for the qualitative data in terms of data saturation. This is defined by
Glaser and Strauss (1967) as the point at which ‘no additional data are being
found whereby the researcher can develop properties of the category’?®3. The
author has since read an article by Greg et al (2020) which describes an
approach to estimating the sample size for qualitative data prior to data
collection?%4, The approach uses three factors, the base size, the run length,
and the new information threshold?®*. The base size refers to the information
that has already been identified. The run length is the number of interviews in
which new information is found. The new information threshold refers to the

threshold of which the researcher will accept as data saturation. The author will
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consider this method for estimating qualitative sample sizing for future
qualitative research.

The author used their knowledge of the methods such as surveys and
interviewing to provide leadership to others to conduct data collection as part of
the research for this thesis. This was shown during key publication 7%* where
staff working in the Macmillan centres at the Trust were taught how to interview
patients using a telephone survey over the phone. Another example was when
the author supervised two MPharm students during their final year dissertation
in which they carried out elements of the author’s research. The author was
able to pass on knowledge about conducting in-depth telephone interviews and

how to produce a suitable survey to pharmacy professionals.

The findings from the second theme of cancer patient experience were
fundamental to the author’s role at the time. The author was in a strategic
position to be able to utilise the data collected to make improvements. For
example, key publication 6°2 was essential for the development of the
improvement plan for cancer patient experience and engagement at the NHS
trust the author was working at. This then led on to key improvements such as
updating the trust patient facing website to include the information patients had
requested. The findings from key publication 7°* were fed back to the cancer
board to highlight the need to improve virtual clinics during the pandemic and
beyond. An example was the implementation of Attend Anywhere, a virtual

conferencing tool, across each cancer specialty.

5.4 Limitations

5.4.1 Lack of relevant literature in the public domain

This limitation is mostly relevant for key publication 1%7. There are likely to be
numerous models of care internationally and nationally whereby community
pharmacies are supporting patients who take oral anticancer therapy, but they

have not been published and are not available in the public domain.

With regards to relevance to the other key publications, there are likely to be
many unpublished pieces of work that relate to community pharmacy supporting

cancer patients and improving cancer patient experience. These pieces of work
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would have provided the author with further evidence in support of the research
for this thesis.

5.4.2 Low response rates and achieving data representative to the local
population

Where there were small numbers of respondents to the surveys undertaken
within this thesis this impacted on drawing firm conclusions. With small
respondent sizes it was harder to review the data in terms of differing
demographics. In some circumstances the data may not have been
representative of the population of the area and would not have been
comparable to other areas of London. Sample size calculations were not
conducted for the surveys but because both hospitals, where the author
completed the research, served large numbers of patients, the survey numbers

were considered to be low.

Patients were handed the survey for key publication 238 by staff working within
the cancer centre at the Trust where the patient was working and were left to
complete the survey without assistance or guidance. Therefore, there could

have been misinterpretation of the questions.

For key publication 8%, the survey may have been too lengthy as a few
respondents didn’t finish the survey and stopped a few questions short of the
end. Because this study was sent out as a link via text message to patients this
would have excluded patients who do not have a phone, who do not have a
smart phone or who are unfamiliar with completing surveys online. The author is
aware that this contributes to the “digital divide” and will review other methods
to ensure this patient group is not excluded from future surveys conducted by
the author?%,

One of the limitations of key publication 238 was that most of the patient
participants in the focus group and semi-structured interviews were White
British. This means that the data was skewed to this part of the population.
Related literature recognises the challenge of engaging diverse subgroups?2°¢-

208 The reasons discussed include language barriers, culture differences, fear
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of being exploited and lack of researchers who are of minority ethnic groups2°¢-
208

In relation to key publication 44! the community pharmacists that took part were
community pharmacists that the author had already engaged with. This would
have had an impact on their overall belief and engagement with the study. It
was difficult to understand whether patients with different cancers that were not
represented in this study may be more or less inclined to engage with this
service type in the future. The patients that took part in the study all lived
relatively close to the community pharmacist in their area. For a larger study
there maybe patients who live further away and therefore maybe less inclined to

take part in this study type.

5.4.3 Limitations relating to qualitative data

For data that was collected by the author or another member of hospital staff via
interviews, the patients may not have been solely honest compared to a
feedback method that is anonymous. Validity in qualitative data relates to
honesty. Validity can be ensured by triangulating data, allowing respondents to
validate the transcripts, and comparing the data, treating it as a whole rather

than individual elements209,

For key publication 6° because the NCPES data collection and the local data
collection conducted by the author used different methods and criteria the data
could not be compared as such but could be used collaboratively to identify

areas for recommendation.

Not all of the qualitative data was transcribed verbatim. More insight would have
been gained if the interviews had been recorded and transcribed verbatim

allowing for thematic analysis (key publication 754).

5.4.4 Limitations specific to key publication 5- Can community pharmacists

support patients who take oral anticancer therapy®6?

The limitation of key publication 5%¢ was that it was self-edited as the publisher
did not provide an editor. The author however utilised friends and family to
review and edit the manuscript prior to submitting. Although the training

programme for community pharmacists published within key publication 5%
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came from training resources already in use and available the training
programme was not tested. Should the author have been successful with the
application to the National Institute of Health Research Clinical Doctorate
Research Fellowship (NIHR CDRF) the testing of the training programme would

have made up part of this research.

5.4.5 Other barriers and limitations

A significant barrier to the first theme of community pharmacists supporting
patients who take oral anticancer therapy was that funding to take the feasibility
study onto the next step of conducting a randomised controlled trial was not
achieved. The author applied to the National Institute of Health Research
Clinical Doctorate Research Fellowship (NIHR CDRF) on two occasions, both of
which did not progress past the interview stage. The author received a
significant amount of learning from this process but was not able to progress the
work any further. However, the author went onto continue the research topic of

cancer patient experience.

If the author had been attached to a university or PhD programme the author
would have had formal teaching and supervision throughout the data collection
period. The author was able to gain some teaching, but the majority was self-
directed learning. The author was fortunate that mentorship was identified via
the trust the author was working at and via the British Oncology Pharmacy
Association. The author also received a coach during the Darzi Fellowship.

5.5 Present and future work

5.5.1 Current practice or work

As described in chapter 1 and displayed in figure 1, the author has had a variety
of differing roles during the period of research from 2017-2021. The author has
moved out of a direct pharmacy role and into change leadership and
transformational roles. The author is currently a programme manager for the
clinical transformation team at Barts Health NHS Trust. The specific areas of
work the author is leading on are implementing a new referral system for GPs to
refer patients into secondary care and introducing teledermatology which

currently is focusing on the dermatology cancer two week wait pathway. The
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referral system, known as advice and guidance, is mandated by NHS England
and NHS Improvement. The author is therefore continuing to work according to
national policy. The teledermatology piece is looking to encourage GPs to
attach macroscopic, close-up and dermatoscopic photos of a lesion to the two
week wait referral form. These will then be reviewed by a dermatologist who will
decide whether the lesion is malignant or not. This will help to reduce the
number of patients with non-malignant skin issues being seen in the two week
wait clinics. The author has utilised many of the analytical and research skills
learnt from conducting this research during this role. These skills include co-
production, descriptive statistics, and review of national policy. The author
needs to work with a variety of people across north east London and descriptive
statistics have been utilised when reporting key metrics. A final skill that the
author regularly uses is working with patients and incorporating qualitative data
into formal presentations and reports to NHSE/I and Trust boards.

5.5.2 Plans for future work

The author will proactively disseminate the work included in this thesis to
reiterate the important work by speaking to the chair of the cancer board at the
trust where the author works as well as the chair of the north east London
cancer alliance. The author will share the work with other key members of the
cancer alliance including the GP clinical leads for the surrounding boroughs and
the commissioning leads. The author will contact NHS England and
Improvement through the Experience of Care Lead and Lead for Cancer
Improvement to highlight the work that has been conducted. Lastly, the author
will contact the Chief Pharmaceutical Officer to provide on-going evidence that

community pharmacists can support patients who take oral anticancer therapy.

The methods that the author will continue to use are surveys, focus groups and

semi-structured interviews.

The author has plans to conduct qualitative research into the implementation of
advice and guidance which the author is leading on in their current trust. This
would involve researching the impact advice and guidance has had on patients
and clinicians in primary and secondary care. This therefore leads onto a new

area for research but still directly linking national policy into clinical practice.
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This area involves the trending of key performance indicators and thus there will

be a stronger element of quantitative data included in the author’s future work.

In relation to the themes described within this thesis the author wishes to
undertake a detailed review of the history of how the government has shaped
the cancer strategy through the publication of the cancer policies over the last
two decades (see chapter 1). The author has learnt the skills to be able to

conduct this research through key publication 137 and the writing of this thesis.

Another area of research relating to the second theme of cancer patient
experience is looking at comparing the new national Quality of Life survey with
the longstanding National Cancer Patient Experience Survey. Key publication
6°2 has provided the author with the skills required to be able to conduct this

piece of research.

5.5.3 Plans for personal development

The author will continue to focus research in areas relating to the area of work
the author is currently involved with. The author will expand the journals that are
chosen for publication. This is partly to gain experience working with less
familiar journals but also because the nature of the research is likely to change

with the role.

The author has enjoyed and learnt from taking on a supervisory role with
MPharm students. This supervisory role will continue allowing the author to

become competent with this.

As previously described the author is currently a co-editor for a research topic
for a journal. This is ongoing personal development as this is a new experience

for the author.

In relation to personal development for the author’s career, the author would like
to undertake the managing successful programmes (MSP) course and is
considering completing a Master of Business Administration degree in the next
10 years. The MSP course would support the author’s future research career by
providing the author with knowledge of how to conduct and manage multiple

streams or arms of research. Undertaking an MBA will encourage the author to
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develop and drive a strategic approach for their research particularly in a

changing environment.

5.6 Conclusion

This thesis clearly demonstrates the author’s journey into an independent
researcher leading, supervising, and supporting as an expert in this field of
research creating opportunities for further impact and reach. The author’s work
has been cited several times including within a white paper by the Royal
Pharmaceutical Society. This shows the ongoing growing impact the author’s
research has. The author is keen to continue the research journey completing
their own research but also supervising and encouraging other pharmacists and

pharmacy staff to undertake research of their own.

74



References

1. The World Health Organisation, (WHO). Cancer fact sheet,
https://www.who.int/news-room/fact-sheets/detail/cancer (2021, accessed
21/10/21).

2. Cancer Research U(. Cancer statistics for the UK,
https://www.cancerresearchuk.org/health-professional/cancer-statistics-for-the-
uk (2022, accessed 21/10/21).

3. Arnold M, PhD, Rutherford MJ, PhD, Bardot A, MSc, et al. Progress in cancer
survival, mortality, and incidence in seven high-income countries 1995-2014
(ICBP SURVMARK-2): a population-based study. The lancet oncology 2019;
20: 1493-1505.

4. Brooks JJ. A patient's journey: Living with breast cancer. British Medical
Journal 2006; 333: 31.

5. Public Health England. Emergency presentations of cancer: data up to
December 2020. London: UK Government, 2021.

6. Eliss-Brookes L, McPhail S, Ives A, et al. Routes to diagnosis for cancer —
determining the patient journey using multiple routine data sets. British journal
of cancer 2012; 107: 1220-1226.

7. Cancer Research UK. Your urgent cancer referral explained,
https://www.cancerresearchuk.org/cancer-symptoms/what-is-an-urgent-referral
(2022, accessed 11/10/21).

8. Ladouceur R. A journey with cancer. Canadian family physician 2016; 62:
778.

9. Gospodarowicz M and O'Sullivan B. Prognostic factors in cancer. Seminars
in Surgical Oncology 2003; 21: 13-18.

10. Saip P, Cicin |, Eralp Y, et al. Factors affecting the prognosis of breast
cancer patients with brain metastases. Breast (Edinburgh) 2008; 17: 451-458.

11. NHS Institute for Innovation and Improvement. The Patient Experience
Book A collection of the NHS Institute for Innovation and Improvement’s
guidance and support. University of Warwick Science Park, COVENTRY: NHS
Institute for Innovation and Improvement, 2013.

12. NHS England and NHS Improvement. Living with and Beyond Cancer,
https://www.england.nhs.uk/south-east/south-east-clinical-delivery-and-
networks/cancer/living-with-and-beyond-cancer/ (, accessed 18th April 2022).

13. Macmillan. Life after cancer treatment, https://www.macmillan.org.uk/get-
involved/campaigns/we-make-change-happen/we-shape-policy/life-after-
cancer-treatment.html (2022, accessed 24th April 2022).

75


https://www.who.int/news-room/fact-sheets/detail/cancer
https://www.cancerresearchuk.org/health-professional/cancer-statistics-for-the-uk
https://www.cancerresearchuk.org/health-professional/cancer-statistics-for-the-uk
https://www.cancerresearchuk.org/cancer-symptoms/what-is-an-urgent-referral
https://www.england.nhs.uk/south-east/south-east-clinical-delivery-and-networks/cancer/living-with-and-beyond-cancer/
https://www.england.nhs.uk/south-east/south-east-clinical-delivery-and-networks/cancer/living-with-and-beyond-cancer/
https://www.macmillan.org.uk/get-involved/campaigns/we-make-change-happen/we-shape-policy/life-after-cancer-treatment.html
https://www.macmillan.org.uk/get-involved/campaigns/we-make-change-happen/we-shape-policy/life-after-cancer-treatment.html
https://www.macmillan.org.uk/get-involved/campaigns/we-make-change-happen/we-shape-policy/life-after-cancer-treatment.html

14. Independent Cancer Taskforce. Achieving World-Class Cancer Outcomes:
A Strategy for England 2015-2020. London: NHS, 2015.

15. NHS England. Cancer Alliances — improving care locally,
https://www.england.nhs.uk/cancer/cancer-alliances-improving-care-locally/
(2022, accessed 18th April 2022).

16. Department of Health. The NHS Cancer Plan. London: Crown, 2000.

17. Department of Health. Improving Outcomes: A Strategy for Cancer. London:
Crown, 2011.

18. NHS. The NHS long term plan. England: NHS, 2019, p.136.
19. NHS. Five Year Forward View. London: NHS, 2014.

20. Independent Cancer Taskforce. Achieving world-class cancer outcomes:
Taking the strategy forward. London: NHS England, 2016.

21. NHS. Achieving World-Class Cancer Outcomes: A Strategy for England
2015-2020 Progress Report 2016-17. London: Publications Gateway
Reference: 07318, 2017, p.1.

22. Palmer C and Harrison C. Achieving World-Class Cancer Outcomes: A
Strategy for England 2015-2020 One Year on 2015-16. London: NHS, 2016.

23. NHS. NHS Long Term Plan ambitions for cancer,
https://www.england.nhs.uk/cancer/strateqy/ (2022, accessed 28th April 2022).

24. Department of Health and Social Care. Build Back Better: Out Plan for
Health and Social Care, https://www.gov.uk/government/publications/build-
back-better-our-plan-for-health-and-social-care/build-back-better-our-plan-for-
health-and-social-care (2022, accessed 18th June 2022).

25. Department of Health and Social Care. 10-Year Cancer Plan: Call for
Evidence, https://www.gov.uk/government/consultations/10-year-cancer-plan-
call-for-evidence/10-year-cancer-plan-call-for-evidence#the-10-year-cancer-
plan-for-england (2022, accessed 28" April 2022).

26. Department of Health. Cancer Reform Strategy. London: Crown, 2007.

27. NHS. Delivering World-Class Cancer Outcomes: Guidance for Cancer
Alliances and the National Cancer Vanguard . London: Publications Gateway
Reference: 05922, 2016, p.1.

28. Lai AG, Pasea L, Banerjee A, et al. Estimated impact of the COVID-19
pandemic on cancer services and excess 1-year mortality in people with cancer
and multimorbidity: near real-time data on cancer care, cancer deaths and a
population-based cohort study. BMJ open 2020; 10: e043828.

76


https://www.england.nhs.uk/cancer/cancer-alliances-improving-care-locally/
https://www.england.nhs.uk/cancer/strategy/
https://www.gov.uk/government/publications/build-back-better-our-plan-for-health-and-social-care/build-back-better-our-plan-for-health-and-social-care
https://www.gov.uk/government/publications/build-back-better-our-plan-for-health-and-social-care/build-back-better-our-plan-for-health-and-social-care
https://www.gov.uk/government/publications/build-back-better-our-plan-for-health-and-social-care/build-back-better-our-plan-for-health-and-social-care
https://www.gov.uk/government/consultations/10-year-cancer-plan-call-for-evidence/10-year-cancer-plan-call-for-evidence#the-10-year-cancer-plan-for-england
https://www.gov.uk/government/consultations/10-year-cancer-plan-call-for-evidence/10-year-cancer-plan-call-for-evidence#the-10-year-cancer-plan-for-england
https://www.gov.uk/government/consultations/10-year-cancer-plan-call-for-evidence/10-year-cancer-plan-call-for-evidence#the-10-year-cancer-plan-for-england

29. Richards M, Anderson M, Carter P, et al. The impact of the COVID-19
pandemic on cancer care. Nature cancer 2020; 1: 565-567.

30. Macmillan Cancer Support. The Forgotten 'C'? The impact
of Covid-19 on cancer care. London: Macmillan Cancer Support, 2020, p.1.

31. European Society of Medical Oncology. CANCER PATIENT
MANAGEMENT DURING THE COVID-19 PANDEMIC,
https://www.esmo.org/quidelines/cancer-patient-management-during-the-covid-
19-pandemic (2022, accessed 28th April 2022).

32. NHS. Clinical guide for the management of noncoronavirus patients
requiring acute treatment: cancer. London: NICE, 2020, p.1.

33. Van de Haar J, Hoes LR, Coles CE, et al. Caring for patients with cancer in
the COVID-19 era. Nature medicine 2020; 26: 665-671.

34. LSBU. London South Bank University website,
https://www.Isbu.ac.uk/business/research-enterprise-and-innovation/health-
systems-innovation-lab/what-we-do/darzi-fellowship-challenge (accessed 28th
October 2021).

35. Grint K. Wicked problems and clumsy solutions: the role of leadership.
London: BAMM publications, 2008, p.169.

36. Scharmer CO. Theory U. Cambridge, Mass: Society for Organizational
Learning, 2007.

37. Dalby M. Current models of support from community pharmacies for
patients on oral anticancer medicines. Journal of Oncology Pharmacy Practice
2017; 25: 140-147.

38. Dalby M, Oakley C and Kantilal K. Can community pharmacy practitioners
support patients who take oral anticancer medication? Patients’ needs and
views. Cancer Nursing Practice 2018. DOI: 10.7748/cnp.2018.e1525.

39. Dalby M, Kantilal K and Oakley C. Support for patients taking oral
anticancer medication. The Pharmaceutical Journal 2018; 4: 105.

40. NIHR. HEE-NIHR Integrated Clinical Academic Programme,
https://www.nihr.ac.uk/explore-nihr/academy-programmes/hee-nihr-integrated-
clinical-academic-programme.htm (, accessed 7th November 2021).

41. Dalby M and Nabhani-Gebara, S., Dhital, R., Norman, I. A feasibility study
of a referral pathway from secondary care to community pharmacy for people
who take oral anticancer medication. Cancer Nursing Practice 2019; 18: 22-28.

42. Kobayashi A and Couper RP. International Encyclopedia of Human
Geography (Second Edition). 2nd ed: Copyright © 2020 Elsevier Ltd. All rights
reserved, 2020, p.275.

77


https://www.esmo.org/guidelines/cancer-patient-management-during-the-covid-19-pandemic
https://www.esmo.org/guidelines/cancer-patient-management-during-the-covid-19-pandemic
https://www.lsbu.ac.uk/business/research-enterprise-and-innovation/health-systems-innovation-lab/what-we-do/darzi-fellowship-challenge
https://www.lsbu.ac.uk/business/research-enterprise-and-innovation/health-systems-innovation-lab/what-we-do/darzi-fellowship-challenge
https://www.nihr.ac.uk/explore-nihr/academy-programmes/hee-nihr-integrated-clinical-academic-programme.htm
https://www.nihr.ac.uk/explore-nihr/academy-programmes/hee-nihr-integrated-clinical-academic-programme.htm

43. Tashakkori A and Teddlie C. Handbook of Mixed Methods in Social &
Behavioral Research. 2nd ed: Sage Publications, 2010, p.69.

44. Creswell J. Research Design Qualitative, Quantative and Mixed Methods
approaches. 3rd ed. London: Sage Publications, 2009.

45. Kaushik V and Walsh CA. Pragmatism as a Research Paradigm and Its
Implications for Social Work Research. Social sciences (Basel) 2019; 8: 255.

46. Dalby M, Pacheca-Palomar M, Kantital K, et al. Addressing QIPP at St
Joseph’s Hospice by offering people ways to make the most from their
medicines. Clinical Pharmacy Congress 2015.

47. Dalby M, Provis L and Streetly M. Efficacy, safety and tolerability of
lenalidomide use in ‘real world’ patients. British Oncology Pharmacy Association
Symposium 2015.

48. Dalby M, Shepherd L and Rudman S. The side effect profile and radiological
response of nivolumab in renal cell carcinoma. British Oncology Pharmacy
Association Symposium 2016.

49. Dalby M, Provis L and Streetly M. A retrospective study to review the side
effect profile of VCD and VMP . British Oncology Pharmacy Association
Symposium 2015.

50. Lawrence M. Learn about lung cancer. Chemist and Druggist 2014.

51. Craig P, Dieppe P, Macintyre S, et al. Developing and evaluating complex
interventions: the new Medical Research Council guidance. BMJ 2008; 337:
979-983.

52. Skivington K, Matthews L, Simpson SA, et al. A new framework for
developing and evaluating complex interventions: update of Medical Research
Council guidance. BMJ (Online) 2021. DOI: 10.1136/bm;.n2061.

53. Dalby M, Hill A and Nabhani-Gebara S. Analysis of local qualitative cancer
patient experience alongside the 2019 results of the UK National Cancer Patient
Experience Survey. The International journal of pharmacy practice 2021; 30:
169-174.

54. Dalby M, Hill A and Nabhani-Gebara S. Cancer patient experience of
telephone clinics implemented in light of COVID-19. Journal of oncology
pharmacy practice 2021; 27: 644-649.

55. Dalby M and Ailawadi N. The experience of cancer patients during the
COVID-19 pandemic. Journal of oncology pharmacy practice 2021. DOI:
10.1177/10781552211066891.

56. Dalby M. Can community pharmacists support patients who take oral
anticancer therapy?. 1 ed. London: LAP Lambert Academic Publishing, 2019.

78



57. BOPA. British Oncology Pharmacy Association, https://www.bopa.org.uk/
(2021, accessed 02/01/ 2022).

58. Kelly DV, Young S, Phillips L, et al. Patient attitudes regarding the role of
the pharmacist and interest in expanded pharmacist services. Canadian
Pharmacists Journal / Revue des Pharmaciens du Canada 2014; 147: 239-247.

59. Ogunbayo OJ, Schafheutle El, Cutts C, et al. Self-care of long-term
conditions: patients’ perspectives and their (limited) use of community
pharmacies. Int J Clin Pharm 2017; 39: 433-442.

60. Perepelkin J. Public Opinion of Pharmacists and Pharmacist Prescribing.
Canadian Pharmacists Journal / Revue des Pharmaciens du Canada 2011;
144: 86-93.

61. Yagasaki K, Komatsu H and Takahashi T. Inner conflict in patients receiving
oral anticancer agents: a qualitative study. BMJ open 2015; 5: e006699.

62. Gill P, et al. Methods of data collection in qualitative research: interviews
and focus groups. Br Dent J 2008; 204: 291-5.

63. Mensah KB, Oosthuizen F and Bonsu AB. Cancer awareness among
community pharmacist: a systematic review. BMC cancer 2018; 18: 299-9.

64. Kysh L. What's in a name?: The difference between a systematic review
and a literture review and why it matters. Poster presentation from Medical
Library Group of Southern California & Arizona (MLGSCA) and the Northern
California and Nevada Medical Library Group (NCNMLG) 2013: 1.

65. NICE. NICE Healthcare Databases Advanced Search,
https://hdas.nice.org.uk/ (, accessed 27/11/ 2021).

66. Wiley. The Cochrane Library, https://www.cochranelibrary.com/ (, accessed
27/11/ 2021).

67. Trip Database Ltd. Trip Medical Database, https://www.tripdatabase.com/ (,
accessed 27/11/ 2021).

68. Given L. The SAGE Encyclopedia of Qualitative Research Methods.
Thousand Oaks, California: SAGE Publications, Inc, 2022.

69. Frey BB. The SAGE Encyclopedia of Educational Research, Measurement,
and Evaluation. Thousand Oaks,, California: SAGE Publications, Inc, 2022, p.1.

70. Ozawa S and Pongpirul K. 10 best resources on ... mixed methods
research in health systems. Health Policy and Planning 2014, 29: 323-327.

71. Tarig S and Woodman J. Using mixed methods in health research. JRSM
short reports 2013; 4: 2042533313479197.

79


https://www.bopa.org.uk/
https://hdas.nice.org.uk/
https://www.cochranelibrary.com/
https://www.tripdatabase.com/

72. Shorten A and Smith J. Mixed methods research: expanding the evidence
base. Evidence-based nursing 2017; 20: 74-75.

73. Connell J, Carlton J, Grundy A, et al. The importance of content and face
validity in instrument development: lessons learnt from service users when
developing the Recovering Quality of Life measure (ReQoL). Qual Life Res
2018; 27: 1893-1902.

74. Guyatt GH, Feeny DH and Patrick DL. Measuring
health-related quality of life. Ann Intern Med; 118: 622-9.

75. Fitzpatrick R, Davey C, Buxton MJ, et al. Evaluating patient-based outcome
measures for use in clinical trials. Health technology assessment (Winchester,
England) 1998; 2: i-iv.

76. Jamshed S. Qualitative research method-interviewing and observation. J
Basic Clin Pharm 2014; 5: 87-8.

77. Oakley C, Taylor C, Ream E, et al. Avoidant conversations about death by
clinicians cause delays in reporting of neutropenic sepsis: Grounded theory
study. Psycho-oncology (Chichester, England) 2017. DOI: 10.1002/pon.4320.

78. Ritchie J and Spencer L. Qualitative data analysis for applied policy
research. In: Anonymous Analyzing Qualitative Data: Routledge, 1994, p.187.

79. Olsen J. The Nominal Group Technique (NGT) as a Tool for Facilitating
Pan-Disability Focus Groups and as a New Method for Quantifying Changes in
Qualitative Data. International journal of qualitative methods 2019; 18:
160940691986604.

80. McMillan SS, King M and Tully MP. How to use the nominal group and
Delphi techniques. Int J Clin Pharm 2016; 38: 655-662.

81. Brannen J. Mixing Methods: The Entry of Qualitative and Quantitative
Approaches into the Research Process. International journal of social research
methodology 2005; 8: 173-184.

82. Lakshman M, Sinha L, Biswas M, et al. Quantitative Vs qualitative research
methods. Indian J Pediatr 2000; 67: 369-377.

83. Hammarberg K, Kirkman M and de Lacey S. Qualitative research methods:
when to use them and how to judge them. Human reproduction (Oxford) 2016;
31: 498-501.

84. Morgan DL. Practical Strategies for Combining Qualitative and Quantitative
Methods: Applications to Health Research. Qualitative health research 1998; 8:
362-376.

85. Arain M, et al. What is a pilot or feasibility study? A review of current
practice and editorial policy. BMC Med Res Methodol 2010; 10: 67.

80



86. Lancaster, GA., Dodd, S., Williamson, PR. Design and analysis of pilot
studies: recommendations for good practice. J Eval Clin Pract 2004; 10: 307-12.

87. Eldridge SM, Lancaster GA, Campbell MJ, et al. Defining feasibility and pilot
studies in preparation for randomised controlled trials: development of a
conceptual framework. PloS one 2016; 11: e0150205.

88. Malmqyvist J, Hellberg K, Mollas G, et al. Conducting the Pilot Study: A
Neglected Part of the Research Process? Methodological Findings Supporting
the Importance of Piloting in Qualitative Research Studies. International journal
of qualitative methods 2019; 18: 160940691987834.

89. Lee J. International Encyclopedia of Human Geography (Second Edition).
2nd ed: Department of Geography, Kent State University, Kent, OH, United
States, 2020, p.13.

90. Regnier Denois V, Poirson J, Nourissat A, et al. Adherence with oral
chemotherapy: results from a qualitative study of the behaviour and
representations of patients and oncologists. European Journal of Cancer Care
2011; 20: 520-527.

91. Butt F and Ream E. Implementing oral chemotherapy services in community
pharmacies: a qualitative study of chemotherapy nurses' and pharmacists'
views. International Journal of Pharmacy Practice 2016; 24: 149-159.

92. Martini N, Basdew K, Kammona A, et al. Pharmacists' views on and
experiences with bowel cancer screening kits in Auckland, New Zealand.
International Journal of Pharmacy Practice 2014; 22: 257-264.

93. Tong A, Sainsbury P and Craig J. Consolidated criteria for reporting
qualitative research (COREQ): a 32-item checklist for interviews and focus
groups. International journal for quality in health care 2007. DOI:
10.1093/intghc/mzm042.

94. Braun V and Clarke V. Using thematic analysis in psychology. Qualitative
research in psychology 2006; 3: 77-101.

95. Nowell LS, Norris JM, White DE, et al. Thematic Analysis. International
journal of qualitative methods 2017; 16: 1-13.

96. Leal |, Engebretson J, Cohen L, et al. Experiences of paradox: a qualitative
analysis of living with cancer using a framework approach. Psycho-Oncology
2015; 24: 138-146.

97. Smith, J and J Firth. Qualitative data analysis: the framework approach.
Nurse Res 2011; 18: 52-62.

98. Wiseman T, Lucas G, Sangha A, et al. Insights into the experiences of
patients with cancer in London: framework analysis of free-text data from the

81



National Cancer Patient Experience Survey 2012/2013 from the two London
Integrated Cancer Systems. BMJ Open 2015; 5: e007792.

99. Ritchie J and Lewis J. Qualitative Research Practice. 1st ed. London: Sage
Publications, 2003.

100. Gale NK, Heath G, Cameron E, et al. Using the framework method for the
analysis of qualitative data in multi-disciplinary health research. BMC medical
research methodology 2013; 13: 117.

101. Heale R and Forbes D. Understanding triangulation in research. Evidence-
based nursing 2013; 16: 98.

102. Williamson GR. lllustrating triangulation in mixed-methods nursing
research. Nurse researcher 2005; 12: 7-18.

103. NHS Health Research Authority. Decision Support Tool 2020.

104. Hippocrates. The Genuine Works of Hippocrates. London: Sydenham
Society, 1849.

105. Boyle D and Harris M. The Challenge of Co-Production. How equal
partnerships between professionals and the public are crucial to improving
public services.: NESTA, 2009, p.1.

106. Bandola-Gill J, Arthur M and Leng RI. What is co-production?
Conceptualising and understanding co-production of knowledge and policy
across different theoretical perspectives. Evidence & policy 2022.

107. McDougall S. Co-production, co-design and co-creation: what is the
difference?, http://www.stakeholderdesign.com/co-production-versus-co-design-
what-is-the-difference/ (2012, accessed 25" April 2022).

108. Batalden M, Batalden P, Margolis P, et al. Coproduction of healthcare
service. BMJ Quality & Safety 2016. DOI: 10.1136/bmjgs-2015-004315.

109. Nef. People Powered Health Co-production Catalogue. London: Nesta,
2012.

110. NIHR. National Institute for Health Research,
https://www.nihr.ac.uk/health-and-care-professionals/engagement-and-
participation-in-research/involve-patients.htm (2021, accessed 30/12/21).

111. Seale B. Patients as partners. London: The King's Fund, 2016.

112. UK Public Involvement Standards Development Partnership. UK standards
for public involvement: NIHR, 2019.

113. Dalby M. Oral anticancer medication (OAM) Review by Community
Pharmacy Training Programme, https://www.bopa.org.uk/resources/oral-

82


http://www.stakeholderdesign.com/co-production-versus-co-design-what-is-the-difference/
http://www.stakeholderdesign.com/co-production-versus-co-design-what-is-the-difference/
https://www.nihr.ac.uk/health-and-care-professionals/engagement-and-participation-in-research/involve-patients.htm
https://www.nihr.ac.uk/health-and-care-professionals/engagement-and-participation-in-research/involve-patients.htm
https://www.bopa.org.uk/resources/oral-anticancer-medication-oam-review-by-community-pharmacy-training-programme/

anticancer-medication-oam-review-by-community-pharmacy-training-
programme/ (2018).

114. Dalby M. Guidance on the oral anticancer medication (OAM) review
service by community pharmacy, https://www.bopa.org.uk/resources/quidance-
on-the-oral-anticancer-medication-oam-review-service-by-community-

pharmacy/ (2018).

115. International Atomic Energy Agency and World Health Organisation.
Setting Up a Cancer Centre:

A WHO-IAEA Framework. 1 ed. Austria: Marketing and Sales Unit, Publishing
Section International Atomic Energy Agency, 2022.

116. Abbott R, Edwards S, Whelan M, et al. Are community pharmacists
equipped to ensure the safe use of oral anticancer therapy in the community
setting? Results of a cross-country survey of community pharmacists in
Canada. Journal of Oncology Pharmacy Practice 2014; 20: 29-39.

117. Abbott R, Edwards S, Edwards J, et al. Oral anti-cancer agents in the
community setting: A survey of pharmacists in Newfoundland and Labrador.
Cancer Pharmacy Journal 2011; 144: 220-226.

118. Burhenn P and Smudde J. Using tools and technology to promote
education and adherence to oral agents for cancer. Clin J Oncol Nurs 2015: 53-
59.

119. Passardi A, Foca F, Caffo O, et al. A Remote Monitoring System to
Optimize the Home Management of Oral Anticancer Therapies (ONCO-TreC):
Prospective Training-Validation Trial. Journal of medical Internet research 2022;
24 e27349.

120. Spoelstra S, Given C, Sikorskii A, et al. Feasibility of a text messaging
intervention to promote self-management for patients prescribed oral anticancer
agents. Oncol Nurs Forum 2015; 42: 647-657.

121. Escalada P and Griffiths P. Do people with cancer comply with oral
chemotherapy treatments?. Br J Community Nurs 2006; 11: 532-536.

122. Spoelstra S, Given C, Sikorskii A, et al. Treatment with oral anticancer
agents: Symptom severity and attribution, and interference with comorbidity
management. Oncology Nursing Society 2015; 42: 80-88.

123. Pilleron S, Sarfati D, Janssen-Heijnen M, et al. Global cancer incidence in
older adults, 2012 and 2035: A population-based study. International journal of
cancer 2019; 144: 49-58.

124. Hans Wildiers P and Nienke A de Glas, M D. Anticancer drugs are not well

tolerated in all older patients with cancer. The Lancet. Healthy longevity 2020;
1: e43-e47.

83


https://www.bopa.org.uk/resources/oral-anticancer-medication-oam-review-by-community-pharmacy-training-programme/
https://www.bopa.org.uk/resources/oral-anticancer-medication-oam-review-by-community-pharmacy-training-programme/
https://www.bopa.org.uk/resources/guidance-on-the-oral-anticancer-medication-oam-review-service-by-community-pharmacy/
https://www.bopa.org.uk/resources/guidance-on-the-oral-anticancer-medication-oam-review-service-by-community-pharmacy/
https://www.bopa.org.uk/resources/guidance-on-the-oral-anticancer-medication-oam-review-service-by-community-pharmacy/

125. Deery P. Developing a patient pathway to deliver a new oral
chemotherapy. Professional Nurse 2003; 19: 102-106.

126. Klaus Meier, Jason Bergsbaken and Shinya Suzuki. Initiatives to Improve
Safety of Oral Anticancer Agents Delivered by Community Pharmacists.
European Medical Journal (Chelmsford, England) 2020; 3: 60-68.

127. May P and Figgins B. Oral anticancer therapy: a comprehensive
assessment of patient perceptions and challenges. The Journal of Community
and Supportive Oncology 2016; 14: 112-116.

128. Boele F, Harley C, Pini S, et al. Cancer as a chronic illness: support needs
and experiences. BMJ supportive & palliative care 2019. DOI:
10.1136/bmjspcare-2019-001882.

129. Slater S. Balancing the Risks of Chemotherapy and COVID-19,
https://www.clinicaloncology.com/Current-Practice/Article/10-21/Balancing-the-
Risks-of-Chemotherapy-and-COVID-19/64966 (2021, accessed 7th November
2021).

130. El Bairi K, Trapani D, Petrillo A, et al. Repurposing anticancer drugs for the
management of COVID-19. European journal of cancer (1990) 2020; 141: 40-
61.

131. NHS England. NHS England interim treatment options during the COVID-
19 pandemic: NHS England, 2021.

132. Hardy L, Lewis J and Koundakjian J. Dispensing of oral chemotherapy in
the community: a viability assessment in the UK. European Journal of Oncology
Pharmacy 2008; 2: 29-32.

133. Williamson S. A report on the dispensing and supply of oral chemotherapy
and systemic anticancer medicines in primary care. British Oncology Pharmacy
Association 2011; ID: 75.

134. Williamson S. Managing cancer patients in community pharmacy. The
Pharmacist 2009; ID:77.

135. Williamson S. Helping cancer patients in the community. The
Pharmaceutical Journal 2011; 286: 135.

136. Dalby M. Can community pharmacists support patients who take oral anti-
cancer therapy?. 1 ed. England: LAP Lambert Academic Publishing, 2019, p.1.

137. Our Healthier South East London. South East London Sustainability and
Transformation Plans. London: NHS, 2016.

138. Royal Pharmaceutical Society Innovators' Forum. Hospital referral to
community pharmacy: An innovator's toolkit to support the NHS in England.
Royal Pharmaceutical Society, 2014.

84


https://www.clinicaloncology.com/Current-Practice/Article/10-21/Balancing-the-Risks-of-Chemotherapy-and-COVID-19/64966
https://www.clinicaloncology.com/Current-Practice/Article/10-21/Balancing-the-Risks-of-Chemotherapy-and-COVID-19/64966

139. Department of Health and Social Care. Integration and Innovation: working
together to improve health and social care for all. London: TSO, 2021.

140. Charles. A. Integrated care systems explained: making sense of systems,
places and neighbourhoods,
https://www.kingsfund.org.uk/publications/integrated-care-systems-explained
(2021, accessed 13/02/22).

141. The King's Fund. Primary care networks explained,
https://www.kingsfund.org.uk/publications/primary-care-networks-explained (,
accessed 16th October 2021).

142. Charles. A. A two-way street: primary care networks and integrated care
systems, https://www.kingsfund.org.uk/blog/2019/05/primary-care-networks-
integrated-care-systems (2019, accessed 13/02/22).

143. Royal Pharmaceutical Society. Utilising community pharmacists to support
people with cancer. London: Royal Pharmaceutical Society, 2020.

144. Hammond L, Marsden E, O'Hanlon N, et al. Identification of risks
associated with the prescribing and dispensing or oral anticancer medicines in
Ireland. International Journal of Clinical Pharmacy 2012; 34: 893-901.

145. Dalby M, Kantitlal K and Oakley C. Community pharmacies supporting
patients on oral anticancer medication (OAM): A mixed methods study of
patient’s needs and views. J Oncol Pharm Practice Supplement 2017; 23: 1-70.

146. Dalby M. User acceptability of a referral pathway to community pharmacy
for patients on oral anticancer medication. J Oncol Pharm Practice 2018; 24: 1-
67.

147. ResearchGate GmbH. Research Gate, https://www.researchgate.net/
(2022, accessed 26th March 2022).

148. Voorberg WH, Bekkers, V. J. J. M. and Tummers LG. A Systematic
Review of Co-Creation and Co-Production: Embarking on the social innovation
journey. Public management review 2015; 17: 1333-1357.

149. Alford J and Mccoll-kennedy JR. Engaging public sector clients: from
service-delivery to co-production. Australian journal of public administration
2012; 71: 94-96.

150. Fusco F, Marsilio M and Guglielmetti C. Co-production in health policy and
management: a comprehensive bibliometric review. BMC health services
research 2020; 20: 504.

151. Charpentier M, Kelly Orr K and Taveira T. Improving Pharmacist

Knowledge of Oral Chemotherapy in the Community. The Annuals of
Pharmacotherapy 2012; 46: 1205-1211.

85


https://www.kingsfund.org.uk/publications/integrated-care-systems-explained
https://www.kingsfund.org.uk/publications/primary-care-networks-explained
https://www.kingsfund.org.uk/blog/2019/05/primary-care-networks-integrated-care-systems
https://www.kingsfund.org.uk/blog/2019/05/primary-care-networks-integrated-care-systems
https://www.researchgate.net/

152. Dalby M. Preferred training methods for community pharmacists to support
patients who take oral anticancer therapy. Royal Pharmaceutical Society Winter
Summit 2017.

153. Smith R and Duffy J. Developing a competent and flexible workforce using
the Calderdale Framework. International journal of therapy and rehabilitation
2010; 17: 254-262.

154. Smith. R DJ. Calderdale Framework, https://calderdaleframework.com/
(2022, accessed 1/02/ 2022).

155. Dalby M. Peer Review Report For: Current management of adults
receiving oral anti-cancer medications: A scoping review protocol [version 4;
peer review: 2 approved, 1 approved with reservations]. HRB Open Res 2022.

156. Roberts M. Cancer: High Street pharmacists to make referrals,
https://www.bbc.co.uk/news/health-61796834 (2022, accessed 28th June
2022).

157. Department of Health. High quality care for all. NHS next stage review final
report. London: Crown, 2008.

158. National Institute for Health and Care Excellence. Patient experience in
adult NHS services: improving the experience of care for people using adult
NHS services, https://www.nice.org.uk/quidance/cg138/chapter/1-quidance

(2012, accessed 13th June 2021).

159. Doyle C, Lennox L and Bell D. A systematic review of evidence on the
links between patient experience and clinical safety and effectiveness. BMJ
Open 2013, 3: e001570.

160. Bhanu P. Patient Satisfaction. J Cutan Aesthet Surg 2010; 3: 151-155.

161. Koné Péfoyo AJ and Wodchis WP. Organizational performance impacting
patient satisfaction in Ontario hospitals: a multilevel analysis. BMC Research
Notes 2013; 6: 509.

162. Llanwarne, Nadia R., MBChB, MA, Abel GA, PhD, Elliott MN, PhD, et al.
Relationship Between Clinical Quality and Patient Experience: Analysis of Data
From the English Quality and Outcomes Framework and the National GP
Patient Survey. Annals of family medicine 2013; 11: 467-472.

163. Larson CO, Nelson EC, Gustafson D, et al. The Relationship Between
Meeting Patients' Information Needs and their Satisfaction with Hospital Care
and General Health Status Outcomes. International journal for quality in health
care 1996; 8: 447-456.

164. Black N, Varaganum M and Hutchings A. Relationship between patient
reported experience (PREMSs) and patient reported outcomes (PROMS) in
elective surgery. BMJ quality & safety 2014; 23: 534-542.

86


https://calderdaleframework.com/
https://www.bbc.co.uk/news/health-61796834
https://www.nice.org.uk/guidance/cg138/chapter/1-guidance

165. Black N. Patient reported outcome measures could help transform
healthcare. BMJ (Online) 2013; 346: e256-f167.

166. Marsh C, Peacock R, Sheard L, et al. Patient experience feedback in UK
hospitals: What types are available and what are their potential roles in quality
improvement (QI)?. Health expectations : an international journal of public
participation in health care and health policy 2019; 22: 317-326.

167. Berger S, Saut AM and Berssaneti FT. Using patient feedback to drive
quality improvement in hospitals: a qualitative study. BMJ open 2020; 10:
e037641.

168. Noble H and Smith J. Issues of validity and reliability in qualitative
research. Evidence-based nursing 2015; 18: 34-35.

169. Beattie M, Murphy DJ, Atherton I, et al. Instruments to measure patient
experience of healthcare quality in hospitals: A systematic review. Systematic
Reviews 2015; 4: 97.

170. NHS England and Improvement. Cancer quality of life survey summary
report: first data release October 2021 : NHS, 2021.

171. Ayanian JZ, Zaslavsky AM, Urmie JM, et al. Patients' Experiences With
Care for Lung Cancer and Colorectal Cancer: Findings From the Cancer Care
Outcomes Research and Surveillance Consortium. Journal of clinical oncology
2010; 28: 4154-4161.

172. Hubbard G, Kidd L and Donaghy E. Preferences for involvement in
treatment decision making of patients with cancer: A review of the literature.
European journal of oncology nursing : the official journal of European Oncology
Nursing Society 2008; 12: 299-318.

173. Brown R, Butow P, Wilson-Genderson M, et al. Meeting the Decision-
Making Preferences of Patients With Breast Cancer in Oncology Consultations:
Impact on Decision-Related Outcomes. Journal of clinical oncology 2012; 30:
857-862.

174. Gattellari M, Butow PN and Tattersall MHN. Sharing decisions in cancer
care. Social science & medicine (1982) 2001; 52: 1865-1878.

175. Edward Guadagnoli, Catherine Borbas, Jane C. Weeks, et al. Treatment
Decision Making in Early-Stage Breast Cancer: Should Surgeons Match
Patients’ Desired Level of Involvement?. Journal of clinical oncology 2002; 20:
1473-1479.

176. El Turabi A, Abel GA, Roland M, et al. Variation in reported experience of
involvement in cancer treatment decision making: evidence from the National
Cancer Patient Experience Survey. British journal of cancer 2013; 109: 780-
787.

87



177. Quality Health. National Cancer Patient Experience Survey. London:
Quality Health, 2018.

178. Picker. National Cancer Patient
Experience Survey 2019 results. London: NHS England and NHS Improvement,
2020.

179. Bone A, Mc Grath-Lone L, Day S, et al. Inequalities in the care
experiences of patients with cancer: analysis of data from the National Cancer
Patient Experience Survey 2011-2012. BMJ Open 2014; 4: e004567.

180. Saunders CL, Abel GA and Lyratzopoulos G. What explains worse patient
experience in London? Evidence from secondary analysis of the Cancer Patient
Experience Survey. BMJ Open 2014; 4: e004039.

181. Trenchard L, Mc Grath-Lone L and Ward H. Ethnic variation in cancer
patients' ratings of information provision, communication and overall care.
Ethnicity & Health 2016; 21: 515-533.

182. Abel GA, Gomez-Cano M, Pham TM, et al. Reliability of hospital scores for
the Cancer Patient Experience Survey: analysis of publicly reported patient
survey data. BMJ open 2019; 9: e029037.

183. Saunders CL, Elliott MN, Lyratzopoulos G, et al. Do Differential Response
Rates to Patient Surveys Between Organizations Lead to Unfair Performance
Comparisons?: Evidence From the English Cancer Patient Experience Survey.
Medical care 2016; 54: 45-54.

184. Alessy SA, Alhajji M, Rawlinson J, et al. Factors influencing cancer
patients’ experiences of care in the USA, United Kingdom, and Canada: A
systematic review. E Clinical Medicine 2022; 47: 101405.

185. Gilbert AW, Billany JCT, Adam R, et al. Rapid implementation of virtual
clinics due to COVID-19: report and early evaluation of a quality improvement
initiative. BMJ Open Quality 2020; 9: e000985.

186. Greenhalgh T, Wherton J, Shaw S, et al. Video consultations for covid-19.
BMJ 2020; 368: m998.

187. Tashkandi E, Zeeneldin A, AlAbdulwahab A, et al. Virtual Management of
Patients With Cancer During the COVID-19 Pandemic: Web-Based
Questionnaire Study. Journal of medical Internet research 2020; 22: €19691.

188. Connor MJ, Winkler M and Miah S. COVID-19 pandemic — is virtual
urology clinic the answer to keeping the cancer pathway moving?. BJU
international 2020; 125: E3-E4.

189. Miah S, Dunford C, Edison M, et al. A prospective clinical, cost and
environmental analysis of a clinician-led virtual urology clinic. Annals of the
Royal College of Surgeons of England 2019; 101: 30-34.

88



190. Parish T, Ratnaraj M and Ahmed TJ. Virtual clinics in the present — a
predictor for the future?. Future healthcare journal 2019; 6: 37.

191. Greenhalgh T, Shaw S, Wherton J, et al. Real-World Implementation of
Video Outpatient Consultations at Macro, Meso, and Micro Levels: Mixed-
Method Study. Journal of medical Internet research 2018; 20: e150.

192. Jones G, Brennan V, Jacques R, et al. Evaluating the impact of a ‘virtual
clinic’ on patient experience, personal and provider costs of care in urinary
incontinence: A randomised controlled trial. PloS one 2018; 13: e0189174.

193. Beaver K, Tysver-Robinson D, Campbell M, et al. Comparing hospital and
telephone follow-up after treatment for breast cancer: randomised equivalence
trial. BMJ 2009; 338: 337-340.

194. Donaghy E, Atherton H, Hammersley V, et al. Acceptability, benefits, and
challenges of video consulting: a qualitative study in primary care. British journal
of general practice 2019; 69: e586-e594.

195. Healy P, McCrone L, Tully R, et al. Virtual outpatient clinic as an
alternative to an actual clinic visit after surgical discharge: a randomised
controlled trial. BMJ Quality & Safety 2019; 28: 24-31.

196. Maringe C, Spicer J, Morris M, et al. The impact of the COVID-19
pandemic on cancer deaths due to delays in diagnosis in England, UK: a
national, population-based, modelling study. The lancet oncology 2020; 21.:
1023-1034.

197. Greenwood E and Swanton C. Consequences of COVID-19 for cancer
care - a CRUK perspective. Nature reviews. Clinical oncology 2021; 18: 3-4.

198. Poovamnilkunnathil A, Nabhani-Gebara S and Dalby M. 1625P The virtual
clinic: An insight into the patient and clinician experience in cancer during
COVID-19. Annals of oncology 2021; 32: S1154-S1155.

199. Poovamnilkunnathil A, Nabhani-Gebara S and Dalby M. Considerations for
effective and person-centred virtual consultations. The Pharmaceutical Journal
2022; 308.

200. Mahase E. Covid-19: Urgent cancer referrals fall by 60%, showing “brutal”
impact of pandemic. BMJ 2020; 369: m2386.

201. Sud A, Torr B, Jones ME, et al. Effect of delays in the 2-week-wait cancer
referral pathway during the COVID-19 pandemic on cancer survival in the UK: a
modelling study. The lancet oncology 2020; 21: 1035-1044.

202. The Lancet Oncology. COVID-19 and cancer: 1 year on. The lancet
oncology 2021; 22: 411.

89



203. Glaser BG and Strauss AL. The discovery of grounded theory. New York:
Aldine de Gruyter, 1967.

204. Guest G, Namey E and Chen M. A simple method to assess and report
thematic saturation in qualitative research. PloS one 2020. DOI:
10.1371/journal.pone.0232076.

205. Seifert A, Cotten SR and Xie B. A Double Burden of Exclusion? Digital and
Social Exclusion of Older Adults in Times of COVID-19. The Journals of
Gerontology: Series B 2021. DOI: 10.1093/geronb/gbaa098.

206. Passmore SR, Kisicki A, Gilmore-Bykovskyi A, et al. "There's not much we
can do..." researcher-level barriers to the inclusion of underrepresented
participants in translational research. Journal of clinical and translational
science 2022; 6: 4.

207. Rubin E. Striving for Diversity in Research Studies. The New England
journal of medicine 2021; 385: 1429-1430.

208. Willis A, Isaacs T and Khunti K. Improving diversity in research and trial
participation: the challenges of language. The Lancet 2021; 6:7:445-446.

209. Anderson C. Presenting and Evaluating Qualitative Research. American
journal of pharmaceutical education 2010. DOI: 10.5688/aj7408141.

90



Authorship statements

This section contains verification emails from colleagues who co-authored key
publications with the author of this PhD thesis. The key publications are listed
with the email request from the author of the thesis and the response from the

co-author(s).

Key publication 2 - Support for patients taking oral anticancer medication

Hi,

| hope you are well. You co-authored an article with me in the Pharmaceutical
Journal. This is the article for the community pharmacy focus group and survey.

Are you happy with the following statement?

Support for patients taking oral anticancer medication

M. Dalby provided the conception and design of the work supported by C.
Oakley. Data collection, analysis and interpretation were carried out by M.
Dalby and C. Oakley. M. Dalby drafted the article with critical review and final

approval for submission by C. Oakley.

Best wishes,
Mel

Hi Mel
| am happy with it
Bw Catherine

Key publication 3 - Can community pharmacies support patients who take

oral anticancer therapy? Patients' needs and views

Dear Both,

As you know, | passed the viva for my PhD but there are a couple of minor
amendments that | need to make to the thesis. One of these is including a

statement regarding authorship of the publications included.

91



Both of you were co-authors for the following publication. Can you confirm if you

are happy with the following statement of authorship?

Can community pharmacies support patients who take oral anticancer

therapy? Patients' needs and views

M. Dalby provided the conception and design of the work supported by C.
Oakley. Data collection, analysis and interpretation were carried out by M.
Dalby, K. Kantilal and C. Oakley. M. Dalby drafted the article with critical review

and final approval for submission by C. Oakley and K. Kantilal.

Many thanks,
Mel

I’'m fine with the wording.

Regards

Kumud

| am also happy with the wording

Many congratulations Dr Dalby

All bw Catherine

Key publication 4 - Feasibility study of a referral pathway from secondary care
to community pharmacy for people who take oral anticancer medication

Dear All,

92



I hope you are well. | recently passed the viva for my PhD by publication. There
are a couple of minor amendments that | need to make to the thesis. One of
these is including a statement regarding authorship of the publications included

in the thesis.

All three of you were co-authors for the following publication. Can you confirm if

you are happy with the following statement of authorship written under the title?

A feasibility study of a referral pathway from secondary care to community

pharmacy for people who take oral anticancer medication

M. Dalby provided the conception and design of the work supported by S. EI-
Nabhani, R. Dhital and I. Norman. Data collection, analysis and interpretation
were carried out by M. Dalby. M. Dalby drafted the article with critical review

and final approval for submission by S. EI-Nabhani, R. Dhital and I. Norman.

Many thanks,
Mel

Dear Mel

Many congratulations! And it is kind of you to remember my small contribution

to the article.

| assume that the house style restricts the number of authors listed - so | am ‘et

al'?

For correctness are you able to change my affiliation to 'lan Norman, Emeritus
Executive Dean, Florence Nightingale Faculty of Nursing, Midwifery and
Palliative Care, King's College London'.

Your authorship statement looks good to me.

All good wishes for the future - and thank you again.

93



lan

lan Norman

Professor of Mental Health & Emeritus Executive Dean|

Florence Nightingale Faculty of Nursing, Midwifery & Palliative Care |
King’s College London

Dear Melanie,

Good to hear from you and congratulations on your PhD. | agree with the

statements regarding the study below.

Please let me know if you require further information.

Best wishes

Ranijita

Dr Ranjita Dhital MSc, PhD, MRPharmS, FHEA, FRSPH

Lecturer in Interdisciplinary Health Studies

Pharmacy Research UK Leverhulme Fellow Architecture of Pharmacies
UCL Arts and Sciences (UASc) Department

University College London

Key publication 6 - Analysis of local qualitative cancer patient experience
alongside the 2019 results of the UK National Cancer Patient Experience
Survey and key publication 7 - Cancer patient experience of telephone

clinics implemented in light of COVID-19.

Dear Both,

As you know, | passed the viva for my PhD but there are a couple of minor
amendments that | need to make to the thesis. One of these is including a
statement regarding authorship of the publications included.

94



Both of you were co-authors for the following publications. Can you confirm if
you are happy with the following statements of authorship written under the title

of each?

Analysis of local qualitative cancer patient experience alongside the 2019

results of the UK National Cancer Patient Experience Survey

M. Dalby provided the conception and design of the work supported by S. EI-
Nabhani. Data collection, analysis and interpretation were carried out by M.
Dalby. A. Hill reviewed and agreed the coding of the data. M. Dalby drafted the
article with critical review and final approval for submission by both S. El-
Nabhani and A. Hill.

Cancer patient experience of telephone clinics implemented in light of COVID-
19.

M. Dalby provided the conception and design of the work. Data collection was
carried out by members of staff led by M. Dalby. Analysis and interpretation
were carried out by M. Dalby. M. Dalby drafted the article with critical review
and final approval for submission by both S. EI-Nabhani and A. Hill.

Many thanks,
Mel

| am happy to confirm wording as you suggest below.

Kind Regards
Alison

Key publication 8 - The experience of cancer patients during the COVID-19

pandemic

Dear Nikant,

95



I hope you are well. As you know, | passed the viva for my PhD but there are a
couple of minor amendments that | need to make to the thesis. One of these is

including a statement regarding authorship of the publications included.

You were co-author for the following publication. Can you confirm if you are
happy with the following statement of authorship written under the title?

The experience of cancer patients during the COVID-19 pandemic
M. Dalby provided the conception and design of the work. Data collection,
analysis and interpretation were carried out by M. Dalby. M. Dalby drafted the

article with critical review and final approval for submission by N. Ailawadi.

Many thanks,
Mel

Morning Mel,

Sounds fine to me — whatever you need to make it work for your submission.

Congrats again on your very proud achievement!

Regards,
Nikant

Nikant Ailawadi

Director of Insight
Barts Health NHS Trust

96



