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Abstract
Despite the fact that medical information is now more accessible than ever, knowledge gaps remain
between patients and healthcare providers (HCPs). To date, patients’ need for information following a
diagnosis of oesophageal cancer have not been adequately met.

Purpose: The purpose of this study was to identify why knowledge gaps exist between oesophageal
cancer patients and HCPs and how to address them.

Methods: A 7 set question series was developed for use in a patient/HCP focus group in addition to 11
individual phone interviews with survivors of oesophageal cancer. Qualitative semi structured interviews
were conducted to explore oesophageal cancer patients’ access to information. The data was analysed
thematically, which involved coding all patient transcripts before identifying and reviewing key themes.

Results: The three primary themes that emerged were; Opportunity (HCP team factors and relationship
development), Ability (Patient factors), and Priority (Pacing of Information Delivery).

Conclusion: Effective communication between patients and HCPs was identi�ed as an integral
component to the enhancement of patient knowledge. HCP’s should continue to re�ne and improve
methods of information delivery and encourage conversations regarding information preferences.
Patients’ must be clearly encouraged to ask questions or raise concerns to ensure continuous access to
information. A dedicated representative in place to relay these concerns may prove bene�cial.
Understanding patient values and the external factors that in�uence how patients understand their health
may allow HCP’s to make evidence-based recommendations in a way that is individualised to the speci�c
needs of the patient. 

Introduction
Oesophageal cancer is a serious and life altering malignant condition with a 5-year survival rate of less
than 20% [1]. While medical information has never been more accessible than it is today, knowledge gaps
remain between patients and healthcare providers (HCPs) within the multidisciplinary team (MDT).
Patients diagnosed with oesophageal cancer desire a signi�cant amount of information regarding their
illness [2] and healthcare professionals (HCP) tend to underestimate patients' needs for information
following a diagnosis of oesophageal cancer [3]. Researchers in our centre have conducted a priority
setting partnership for research into oesophageal cancer asking patients, their supporters and healthcare
providers to identify key unanswered questions amenable to further research with the aim of generating
the top priorities for oesophageal cancer research. Almost half (45%) of questions submitted by people
living with and after oesophageal cancer were already answered by research. The overall purpose of this
qualitative study was to explore why, from the patient’s perspective, knowledge gaps exist between
oesophageal cancer patients and health care professionals (HCP) and how to address them.

Methods
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Patients who participated in the priority setting partnership were asked to provide contact details if they
wished to participate in further research studies. Ethical approval was obtained from the hospital
research ethics committee. After reviewing the questions submitted by patients that have been already
answered by research, three hypotheses were generated by the research group to propose reasons why
patient access to medical information and advice regarding these questions may be impaired.

Resources available but unable to utilise (shock & fatigue, social/family support, volume of
information, geographical location, educational background, patient mindset, timing of information
delivery)

Communication barriers between HCP and patients and among HCPs (i.e. continuity of care,
accessibility)

E�cacy of the patient-HCP relationship (patient willingness to discuss diagnosis/treatment related
questions or concerns with HCP, volume of information, continuity of care)

We tested these hypotheses to develop a 7 set question series in a mixed patient/HCP focus group prior
to individual patient interviews (supplementary table 1). Three survivors of oesophageal cancer and other
allied health professionals (1 surgeon, 1 dietician, 1 liaison, 1 nurse, 1 researcher) participated in a
qualitative focus group conducted via Zoom. The focus group followed a semi-structured guide that
focused on the participants’ experiences throughout their diagnosis, treatment, and survivorship. Patients
were asked to re�ect on their own experience learning about their condition. Following the focus group,
the set of 7 questions was re�ned to broaden the scope of the interview. Two questions were removed as
they achieved the same response, and one new question was created.

Qualitative semi structured interviews were conducted by the research team. Purposive sampling
generated participants who were survivors of oesophageal cancer and had previously agreed to be
contacted for future research. Participants were selected at random and contacted by email. Following
informed consent, 11 phone interviews were conducted by 5 members of the research team, who
interviewed 2-3 patients each, using the same set of questions (Table I). Interviews lasted 20-60 minutes.
Interviews were audio-recorded using a recording app for Android/iPhone and transcribed using the Trint
App transcription feature with the consent of the patient.

An initial “ice breaker” exercise was conducted in which patients were asked to rate their preference for
having access to information using 5 health related questions and a modi�ed Information Preference
Scale (IPS) [6] (Table 2). The set of 7 questions developed from the hypotheses was utilised to prompt
the researcher to discuss key themes. Patients were asked to re�ect on their own experience learning
about their condition and on how other peoples’ experiences might differ from their own (if they didn’t
personally have di�culty gaining information or if they did have di�culty, why that might have been).

The patient interviews were transcribed and a thematic analysis was conducted using an inductive
approach; where the data determined the themes generated. The data was analysed by two different
members of the research team, both of whom had not conducted the initial interview. The transcripts
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were �rst reviewed to establish familiarisation with the data, and then a second time for the application
of speci�c codes to the text. For example, the patient statement “I was very satis�ed” received the code
patient experience, in order to assign context. Several other codes were generated including overall
experience, relationship with the healthcare team, delivery of information, patient attitude, and access to
resources. A third review assessing for unlabelled themes was conducted of all transcripts by the senior
author (CLD).

Once all transcripts were coded, sub themes were identi�ed. For example, when examining the code of
patient experience, it was identi�ed that patients expressed a range of information preferences. This
�nding was assigned to the sub theme preference for information. Patient statements were taken directly
from interview transcripts to support each sub theme. Once all sub themes were identi�ed and patient
quotes selected, they were grouped together into larger primary themes based on compatibility (Fig. I ).
Three primary themes were developed to represent the secondary sub themes in consolidation with the
original research hypotheses (Fig. II). All primary themes, related sub themes, and supporting interview
statements were organized into a table (Table III). The three primary themes; Opportunity (HCP team
factors and relationship development), Ability (Patient factors), and Priority (Pacing of Information
Delivery), were examined to gain an understanding of patients’ experiences. Additionally, speci�c factors
reported by patients in helping meet their information requirements were assessed. A table was generated
to demonstrate instances of good practice within each identi�ed theme (Table IV).

Results
Of the 11 patients who participated in this study (mean age = 65 yrs old, M= 81.1% and F= 18.9%), 5
resided in an urban location, 4 rural, 1 semi-rural, and 1 sub-urban. Over half of the participants (54.5%)
completed their secondary education, while 45.5% obtained higher education.

The IPS measure for information preference (Table II) concluded that the majority of the patients
interviewed would “de�nitely want to know” information if it was made accessible to them. 54.5% of the
patients answered “de�nitely want to know” when asked if they would want to know how long they were
expected to live. Information preferences according to the type of information were generally consistent
for each participant (i.e. health related preferences were the same as general information preferences)
(Table II).

The hypotheses proposed by the research team were used to re�ne three primary themes developed from
the thematic analysis. None of the original hypotheses demonstrated a direct association with any of the
primary themes, however, there was overlap between the initial research hypotheses and primary themes/
secondary sub themes identi�ed (Fig. II). Patient and HCP team related factors (i.e. Patient mindset, trust
in the HCP team) were hypothesized to contribute to patients’ information needs. This link was con�rmed
by thematic analysis. Pacing of information delivery emerged as a new theme, however, some of the
associated sub themes were also originally proposed as contributing factors by the research team (i.e.
continuity of care).
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ABILITY→ Patient Related Factors

The data identi�ed that most patients felt they received adequate information regarding their condition
and that there were no barriers to accessing information. Patients demonstrated a spectrum of
information preferences. One patient described not wanting to know any information about the
procedure: “I never, ever wanted to know one thing about the operation. I just did not want to know the
gory details. I didn't look it up on Google and I didn't want to talk about it.” (Patient 2) In contrast, another
patient chose to conduct independent research: “I am a person who always wants to know all the
information.” (Patient 4) The results from the IPS corresponded with these �ndings.

Patients’ educational background and previous experience within the healthcare system may impact their
ability to understand and interpret the information communicated to them. One of the patients stated that
they believed that their history of health issues better prepared them for the delivery of information: “I
would say the fact that I'd been through major health issues before maybe geared me better to managing
the �ow of information to and from the various doctors and specialists I was dealing with.”(Patient 10)
Other patients also highlighted that their geographical location and proximity to services like support
groups impacted access to information: “I didn't know any of that existed especially for people in rural
parts like myself.” (patient 9)

Family and external support was discussed by multiple patients: “X” was there, and she wrote down all
the information” (patient 6) and “my partner is a retired allied health practitioner and to me that was the
key because I didn’t understand the medical terms...I'd never been sick…” (patient 8) There was also a
range of patient attitudes demonstrated between interviews. Patients who reported no unanswered
questions also demonstrated traits of resilience and positive mindset. One patient stated that “positivity
will get you through a lot of it…” with reference to his cancer journey. (patient 8) The patients who
reported greater trust in their HCP and MDT also reported that most of their questions were answered.
Similarly, those that described a trusting relationship with their HCP believed that they had access to all
the information they needed. A patient remarked on his satisfaction: “the oncologist or surgeon told me
what was happening and basically told me this is what's wrong and this is what needs to be done.”
(patient 8)

Patient willingness to seek clari�cation was identi�ed as a determinant to information access. A patient
who did not seek clari�cation stated he was unaware that he could ask questions. “It wasn't properly
made clear that if you didn't understand it, maybe ask your doctor.” (patient 1) Another patient
acknowledged how individual differences could also account for this hesitation. “I know that people
might not be as vocal and might not get as much from it, and it's a di�cult experience for them.” (patient
8)

OPPORTUNITY→ HCP Team Related Factors and Relationship Development

Patients reported fewer unanswered questions when there was continuity of care, personalised care, and
when an HCP was accessible (i.e. phone, text, e-mail, etc.). One patient reported that continuity of care
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post-treatment was critical to their recovery and access to information. “The follow-up visits with the
team were essential for both my mental and physical health.” (patient 6)

Most of the patients reported su�cient continuity of care. One patient described: “anytime I went to Y
hospital they sent information over to my other oncologist. I think the X private hospital has the �le on
computers now anyway, it's an easier method to make sure that your information goes forward and back
easily.” In contrast, failed continuity of care caused another patient to feel unsure of next steps. “The
physios were in the hospital and they were around to walk me around the wards, but they never actually
told me what I was supposed to do or continue to do. I didn't get any sort of information.” (patient 9) In
some cases, offering personalised care led to fewer unanswered questions and a more positive
experience overall. In one interview, the patient reported that the doctor was accommodating to the
patient's personal goal to return to work: “he came back to me the next day and he said, so you want to
go back to work...we better start working on that and they gave me all the advice.” (patient 7)

PRIORITY → Pacing of Information Delivery

There were fewer unanswered questions when the information provided to the patient was in terms that
the patient could understand. Patients reported a greater sense of understanding when the information
was tailored to individual preferences and properly paced with changing information requirements over
time.. The volume of information and timing of delivery played a role in whether or not patients were able
to adequately interpret the information. “Information overload” impeded some patients from getting
answers to their questions.

When discussing barriers to accessing available resources, one patient stated that “if there was one
barrier (to accessing available resources) it was my ability to interpret all the information…my ability to
interpret and absorb everything.” (patient 1) It was mentioned by another patient that understanding the
information that they were provided ensured their compliance with treatment. “I think knowing the
information really helps. You're more likely to adhere to the regimen because you understand how
important it is.” (patient 4)

Patients were more satis�ed when the HCP team ensured that the delivery of information was appropriate
in volume and timing. One patient described their HCP approach as “very good, it was clear, it was
concise, and the information he gave us was timely. He didn't give us all the bad news at the start.” This
patient also re�ected positively on his experience stating that the HCP team provided “ just enough
(information) to keep me sorted.” (patient 10). In contrast, another patient described: “I felt it was a huge
dump of information, I was trying to process it all, you know, and on top of that, trying to deal with the
situation emotionally, the fact that you have cancer... you're trying to process it all at the same time.”
(patient 1)

Multiple patients reported that face-to-face communication was the most effective method of
information delivery. Supplementation of verbal communication with visual and written resources (ie.
videos, pamphlets) enhanced patient access to information and bridged gaps in understanding. Social
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support groups and awareness of these additional resources improved access to information by
facilitating the sharing of experiences and information between patients.

Several patients reported that HCPs went above and beyond to ensure that they had access to any
information/resources that they needed. Communication among HCPs provided smooth transitions of
care and minimized the number of unanswered patient questions. HCP accessibility, speci�cally a
dedicated team member available to patients, provided a constant source of information and open line of
communication between patients and their HCP.

Fewer questions were left unanswered when the volume of information and pacing of delivery was timed
to suit the individual patient’s needs. HCP consideration for patient information preferences strengthened
trust and improved personalization of care.

Discussion
The majority of patients who participated in this study reported that they received adequate information
regarding their condition and experienced no limitations to accessing information. Patients were most
satis�ed when the information that they received was delivered by a trusted HCP and tailored to their
individual needs.

Due to personal preferences for information, some patients elected to receive only a select volume of
information while others sought out as much information as possible. Careful consideration of patient
information preferences may prove bene�cial.

The majority of patients interviewed reported that a face-to-face approach when delivering information is
most effective. This has not been proven in the literature to date. It has however been proven that
enhanced communication and relationships between patients and HCPs leads to greater compliance and
clinical outcomes [ 16, 17, 18, 19 ]. Furthermore, due to the global COVID-19 Pandemic, face-to-face
consultations have been minimized and the implications of this on patients’ understanding are yet to be
investigated. Several patients also reported that supplementation with visual modes such as diagrams
and videos were informative and effective interactive strategies. This corroborates �ndings that visual
cues enhance satisfaction with the processing of information [17]. Geographical location and proximity
services such as support groups directly impacted patient access to information; a �nding supported by
the literature [8, 9].

Patients who reported that they had no unanswered questions demonstrated traits of resilience and
positive mindset. This is a novel �nding. A larger sample size with a more diverse range of responses
from multiple hospitals may prove useful. This �nding does however corroborate a study by Farber et al.
which demonstrated that resilience is associated with “lower psychological distress,” “more positive
personal beliefs'' and “and lowered belief in controllability of life events.” [10]
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Patients reported having greater sense of support and continuity of care when a HCP or associated team
member was available and easily accessible (i.e. by text/ voicemail/ phone call). Most patients described
the relationship with their HCP team as positive. Some patients also highlighted the relationship with the
liaison nurse speci�cally, who was not only instrumental in ensuring that patients felt heard by
addressing questions/concerns promptly, but also communicated effectively within the HCP team.
Continuity of care, access to resources and patient experience was improved with e�cient
communication among HCPs both in the hospital and at the community level.

It remains unclear whether it is bene�cial to encourage independent patient research. At present, many
HCPs raise concern regarding the use of Google as a method of independent research due to the
inaccuracy of sources [14]. Patient-HCP discussions regarding reliable search engines or signposting of
appropriate sources of information could prove bene�cial. Information therapy [7] or another method of
guiding patients toward reliable resources could prove bene�cial in bridging knowledge gaps if patients
express interest in independent research.

Open communication between the HCP and the patient is vital to ensure that they receive all of the
information that they need. Enhanced patient advocacy and facilitation of patient-directed care may
reduce gaps in knowledge. The delivery of information should also be timed appropriately and be
manageable in volume. Attempts at ameliorating a knowledge gap might be unintentionally exacerbated
by providing too much information at one time. The HCP must carefully consider this so as not to
overwhelm the patient. D' haese et al. found that a step-wise delivery format reduces patient anxiety. [12]

There are several limitations and sources of bias to the study. Patients self-selected to participate in
further research and all were satis�ed with the care they received. All the participants felt that they
received su�cient information based on their personal preferences, and as such, this study does not
address the experiences of patients who don't meet these criteria. There may also be cultural issues
associated with how Irish people view healthcare professionals, as there is a strong theme of trusting the
doctor or team, and by extension, there may be a hesitancy to challenge or ask questions. Interviews were
conducted by medical students and as a result, patients may have felt it important to speak positively
about their care to those in training. This study was also conducted during the early phases of the COVID-
19 pandemic when public responses to healthcare professionals may have been more positive than
usual. [20]

Conclusion
Medical information is now more accessible than ever, however, knowledge gaps remain between
patients and healthcare providers (HCPs). The �ndings of this study con�rm that patients demonstrate a
spectrum of preferences in terms of disclosure of information.. Health literacy and previous experiences
may impact patients’ ability to understand and interpret information. Family and social support was
bene�cial in relaying information to the patient, prompting additional research, and sourcing questions.
Patient resilience can either positively or negatively affect the ability to absorb and interpret information,
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as patients reporting no unanswered questions demonstrated traits of resilience and positive mindset.
The importance of tailoring information provided to individual patient preferences and proper selection by
HCP of when to deliver information also proved bene�cial, as this led to fewer unanswered questions.

Practical Value
The �ndings of this study have several implications. Despite individual differences, most oesophageal
cancer patients emphasised that face to face interaction was paramount to a strong relationship with
their HCP and improved access to information. The HCP must come to understand individual patient
needs and encourage dialogue regarding information preferences. Understanding the individual goals
and values of patients, as well as the external factors that in�uence how patients understand their health
may allow HCPs to make evidence-based recommendations individualised to the speci�c needs of a
patient. Enhanced patient-HCP discussion regarding how to identify credible health resources online and
in the community may prove bene�cial for both the patient and provider.

Future research should focus on understanding the experiences of patients who report their information
requirements are not met.
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Patient
number

Age Gender Location

(urban/rural)

Highest level of
education

Year of cancer
diagnosis

1 68 male Semi-rural Higher 2018

2 72 male rural Secondary 2017

3 70 female urban Secondary 2009

4 70 female rural Higher 2017

5 44 male rural Higher 2016

6 62 male rural Secondary 2011

7 85 male urban Higher 2015

8 49 male urban Secondary 2018

9 67 male urban Secondary 2010

10 65 male sub-urban Higher 2016

11 65 male urban Secondary 2016

 
Table II. Modi�ed IPS Measure for Information Preference

I will ask you 5 questions and if possible, please respond with “De�nitely Don’t Want to Know (DD),
Probably Don’t Want to Know (PD), De�nitely Want to know (DW), or Probably Want to Know (PW).”
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Patient Question 1 Question 2 Question 3 Question 4 Question 5

1 PW PW PW PW PW

2 PD PD PD PD PD

3 DW DW DW DW DW

4 DW DW DW DW DW

5 DW DW DW DW DW

6 DD PD PD PD PD

7 DW DW DW DW PW

8 PD DW DW PW DW

9 DD DD PW DW DW

10 DW DW DW DW DW

11 DW DW DW DW DW

 

Table III: Primary Themes and Associated Patient Statements
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ABILITY → Patient Related
Factors

Preference for information

“I never, ever wanted to
know one thing about the
operation. I just didn't want
to know the gory details. I
didn't look it up on Google
and I didn't want to talk
about it.” Patient 2

“I’m not a drama queen...tell
me the truth because then
you can deal with it.” Patient
8

“I preferred the approach the
surgeon gave me when he
said it's inoperable and
incurable, because it was
direct and honest. I don't like
people beating around the
bush. ” Patient 9

“When I was initially
diagnosed, I wouldn't have
been able to handle the
information that was
considered painful but
useful, but now that has
changed, I would actually
prefer the physician and the
health care team have to
have the direct approach. ”
Patient 9

“I am a person who always
wants to know all the
information.” Patient 4

OPPORTUNITY→ HCP Team
Related Factors and Relationship
Development

Continuity of care

“The follow-up visits with the team
were essential for both my mental
and physical health. ” Patient 6

“The physios are in the hospital
and they were around to walk me
around the wards but they never
actually told me what I was
supposed to do or continue to do. I
didn't get any sort of information, I
was just told by the doctors and
nurses, and the dieticians to walk
and eat small but plenty and all of
this.” Patient 9

I was going to X private hospital,
and my surgeon in Y hospital did
the transfer of information due to
COVID from the public hospital.”

“They were very good, anytime I
went to Y hospital they sent
information over to my other
oncologist. They had the results of
any treatments or scans, and while
I was in Y hospital, she even
contacted me on the phone about
things...whatever was done in one
hospital was transported to the
other hospital.” Patient 4

PRIORITY → Pacing of
Information Delivery

Patient ability to understand
and digest information

“I think in hindsight the
information was there, but I
didn't fully understand it. ”
Patient 1

“It hasn't been distilled down,
some of it is yet to be put into
layman's language. So, I was
trying to use my limited
science knowledge to interpret
some of it.” Patient 1

“If there was one barrier (to
accessing resources) it was
my ability to interpret all the
information. The biggest
barrier would have been my
ability to interpret and absorb
everything.” Patient 1

“I think knowing the
information really helps, so
when you know what’s
important and you need,
you're more likely to adhere to
the regiment.” Patient 4
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Education background &
experience

“As an allied healthcare
professional, I have quite a
bit of information. I suppose
the fact that I knew a bit,
what I was taking the day
before I went along because
I understood what they were
telling me.”

“I would probably have
asked fewer questions if I
worked in a different �eld.”
Patient 4

“I would say the fact that I'd
been through major health
issues before may have
geared me better to
managing the �ow of
information to and from the
various doctors and
specialists I was dealing
with.” Patient 10

Accessibility

“Anything that I ever had to talk to
her about, she was there. If she
didn't answer, the phone would ring
later. She'd always get back, you
know, which was very reassuring.”
Patient 2

“I can talk to my liaison (by text),
she does a �ne job on her busy day
texting me back quickly...and that’s
all I want….I could approach any of
them no problem at all.” Patient 8

“She (liaison nurse) made
everything more bearable, enabled
me to feel at ease.”

“I couldn’t praise her (liaison nurse)
enough.” Patient 3

Volume of information

“I felt it was such a huge
dump of information, I was
trying to process it all, you
know, and on top of that, just
trying to deal with the
situation that you're
emotionally trying to deal with,
the fact that you have
cancer...But, you're trying to
process all at the same time.”
Patient 1

“He didn't give me a huge
amount of information. Just
enough, enough to keep me
sorted, you know.” Patient 10

Psychological state

“But the initial diagnosis, it
was a bombshell, I was
walking around beside
myself.” Patient 9

“Everybody’s different and
everybody suffers in
different ways and is
mentally affected in
different ways.” Patient 8

  Timing of information delivery
“His approach was very good,
was clear, it was concise, and
the information he gave us
was timely. He didn't give us
all the bad news at the start.”
Patient 10
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Geographical location (rural
vs urban and proximity to
home)

“I didn’t go down the road of
support groups but that was
my own personal choice. I
mean I don’t drive. That was
kind of a factor (but I didn’t
feel I was losing out
because of that.) It was just
my own personal choice.”
Patient 3

“I only found out about the
services and
accommodation around 18
months after my surgery, I
had none of that for the
duration of my treatment.”

“I didn't know any of that
existed especially for people
in rural parts like myself. ”
Patient 9

Personalized care

Doctor “X” was accommodating of
patient’s own goals- “he come back
into me the next day and he said,
so you want to go back to
work...we better start working on
that and they gave me all the
advice”

 

Social/Family support

“X was there, and she wrote
down all the information.”
Patient 6

“My partner is a retired allied
healthcare professional and
to me that was the key
because I didn’t understand
the medical terms...I'd never
been sick…”

“My wife does more of the
reading for me and then
explains it to me.” Patient 8

“I thought I was going to
have a nervous breakdown;
my wife was the person I
turned to.”

“I turned to my friends and
wife.” Patient 9

Independent patient research

“A lot of people use Doctor Google
and now they're beginning to see
that it has bene�ts... you know if
it's used in the right way.” Patient 1

“The doctor said, you need to be
careful with this kind of stuff
because you might be getting stuff
that isn't really medically sound.”
Patient 10
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Patient attitude and mindset

“I had no problem taking
any advice that I got
there...and I kind of had to
reinvent myself in a way in
the eating habits and
whatever...it was very tough
in the beginning” Patient 7

“For me the big thing is
you’ve got to be disciplined
with yourself...” Patient 7

“Positivity will get you
through a lot of it too…”
Patient 8

“Some people are the kind
of people that would �nd
faults even if things were
perfect…” Patient 3

   

Trust in HCP

“You’re only as good as
what the medics tell you, if
you listen to them. ” Patient
7

“I'm happy when I have the
oncologist or surgeon tells
me what's happening and
basically told me this is
what's wrong and this is
what needs to be done.”
Patient 8
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Willingness to seek
clari�cation on unanswered
questions or concerns

“It wasn't properly made
clear that if you didn't
understand it, maybe ask
your doctor. ”

“I think in hindsight the
information was in there,
but I didn't fully understand
it.” Patient 1

“Nobody told me to come
down off them (morphine
patch) gradually. I suddenly
felt really depressed and I
was crying...I just didn’t
know. It was just ignorance
on my part.” Patient 3

“I know that people might
not be as vocal and might
not get as much from it, and
it's a more di�cult
experience for them.”
Patient 8

   

 
Table IV: Examples of Good Practice Within Each Identi�ed Theme
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ABILITY → Patient Factors  

Verbal information delivered by
trusted member of HCP best
source of information

“He (professor) kindly went over the diagnosis with me again,
you know, very caring and effective.” Patient 1

“For me, it was mainly verbal information.” Patient 2

Supplementation of verbal and
written resources with visual
modes such as diagrams and
videos were effective and
informative interactive strategies

“They had a CD; I actually have it here. The patient is shown it,
and it's the oesophageal cancer treatment. I found that very
good.” Patient 9

“I particularly found the video really good because it gave me a
visual image.” Patient 10

Bene�t of shared patient
experience to information access

“It (support group) was very good to go there to see other people
and see how they responded to different things.” Patient 2

“Information sessions sharing talks on the latest state of
knowledge on oesophageal cancer, what the treatments are,
what the possibilities are. People who are at different stages of
the illness are getting together for coffee mornings and just
sharing their experiences.” Patient 10

The impact of positive
attitude/mindset on patient
experience

“I went within minutes of having a poor, desperate diagnosis to
say look, I'm positive. What can I do to make sure that my
journey is going to be the best possible one going forward?”
Patient 1

“Positivity will get you through a lot of it too I have to say. I
believe anyway.” Patient 8

OPPORTUNITY → HCP team
factors and relationship
development

 

Continuity of Care provided by
MDT post-treatment

“It's been continuous, I’ve had regular scans, and contact and
when I had the re-occurrence, I had to go to surgery the second
time round and I found the multidisciplinary team very helpful.
The whole team was brilliant.” Patient 4

“The follow-up visits with the team were essential for me, for
both my mental and physical health.” Patient 6

Consistent access to information
and availability of MDT to
address patient
questions/concerns

“If you had anything to worry about, you dropped a phone call.”
Patient 1

“I had a phone number available 24 hours. The professor and his
secretary were great. Very, very helpful.” Patient 2

“If she didn't answer, the phone would ring later. She'd always
get back, you know, which was very reassuring.” Patient 2
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ABILITY → Patient Factors  

Patient self-re�ection on the
relationship shared with the MDT

“I couldn't say one bad word about them. I'm talking from the
head man down to the person making the beds. I couldn't ask for
better.” Patient 2

“Everybody was just second to none, really. I couldn't say no
fault whatsoever.” Patient 3

“I can't say enough. I could be here telling you all day how
wonderful you all are. And that is just a fact.” Patient 7

“There was no stone unturned.” Patient 2

PRIORITY → Pacing of
information Delivery

 

HCP delivery of information
tailored to individual patient
needs

“The timing of the information was apt because I’m not so sure
we’d have been able to handle that information just after the
surgery.” Patient 10

“He broke it up into bite sized milestones.” Patient 10

Quality and Quantity of the
information accessible to
patients

“The resources that were made available by the team were
massive. And you kind of felt that. Nothing was left off the table
in terms of your treatment, you know.” Patient 10

“I had a recent scare and he would call me or email me on a
Sunday, on his day off, just to make sure that I was okay.”
Patient 5

Personalization of care by the
MDT to suit patient needs

“He (professor) came back in to see me the next day and he said,
so you want to go back to work...we better start working on that.”
Patient 7

Figures
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Figure 1

Development of Primary Themes from Secondary Sub Themes and Codes
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Figure 2

Consolidation of Primary Themes with Original Hypotheses
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