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Abstract

The benefits of peer support in cancer care include the sharing of information and
experience, supporting adjustment by providing an illness trajectory which cancer
patients can use to prepare for their own cancer journey. Information from peers is
prioritized by esophageal cancer patients, yet the content of this experiential information
is not well understood. The purpose of this study was to understand the content of peer
advice giving from post-treatment to newly diagnosed esophageal cancer patients.
Esophageal cancer survivors (n=23) at median 67-months post-diagnosis completed a
single open-ended survey item which asked for advice they would give to individuals
newly diagnosed with esophageal cancer on how to cope emotionally with the cancer
journey (including adjusting to life after treatment). Transcripts were assessed using
qualitative content analysis, with five categories of advice identified; social support,
psychological approach, realistic expectations, support from healthcare professionals
and self-care. The categories of advice reported were distinct from information needs
prioritized by clinicians. This study demonstrates that experiential information is
accessible and has the potential to identify neglected information and supportive care
needs, and may have a potential use in delivery of psychological support to newly

diagnosed patients.
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Introduction

Esophageal cancer patients encounter a demanding post-surgical recovery period
with sustained impact on physical functioning [1], with the importance of a ‘shared
identity’ emerging as a central theme to adjustment post-treatment [2]. Survivors
emphasised the value of receiving information from individuals with lived experience of
esophageal cancer, and felt this information would have been valuable during the more
acute stage of their illness to provide normalisation of feelings, reassurance, non-
defensive relating, hope and inspiration [2]. Esophageal cancer survivors reported

information-giving by fellow patients to be of greater value than from clinicians [3].

Information from peers may provide an illness trajectory which patients can use
as a guide to prepare for their own cancer journey [4]. From previous research with
esophageal cancer patients [2] interaction with peers through patient support groups is
reported to impact both positively and negatively on an individual’s beliefs and goal
setting, in line with the Common-Sense Model [5]. Illness beliefs are reported to be
relatively consistent over time [6;7] however it is likely that an individual’s
expectations of their illness are more susceptible to change dependent on how they

prioritise the source of the information.

Despite the outcomes from cancer patient support group attendance receiving
critical attention [8], the process by which group attendance affects outcome including
the role of peers in providing information is not well understood. Attempts to evidence
the content of peer-advice giving in cancer have largely involved the analysis of online
support forum content [9;10] with the exchange occurring through the constructed
practices of an online community [11]. Experiential information itself has received
little research enquiry with exception [4], with need to build an understanding of
uniqueness of content. There is emerging acknowledgement of the ‘expert patient’ as
central to self-management of illness for both the patient and peers [12]. Understanding
the content of peer advice giving is important to inform if and how peer advice may be
utilised as a form of support for newly diagnosed patients. Previous research largely
focuses on advice giving in response to questions asked by other patients, and so does

not reflect the information which longer term cancer patients (post-treatment), who have



been given opportunity to adjust to their illness, would prioritise themselves as being
important. This would appear to be a useful area for enquiry given the discrepancy
between patient and health care professional information priorities [13] with potential

for patient peers to identify neglected information and supportive care needs.

The current study aims to identify the content of written peer advice from post-
treatment to newly diagnosed esophageal cancer patients. Having undergone a
significant period of adjustment to their illness, post-treatment esophageal cancer
survivors are more likely to offer accurate and realistic advice to newly diagnosed
patients, and be considered ‘experts’, more likely resulting in the successful upward
social comparison reported as necessary in peer support research [14]. The objectives
are to 1) identify the nature of peer advice considered to be important by patients, and i1)
make inferences about the potential use of peer advice in the delivery of psychological

support to newly diagnosed patients.

Materials and Methods

Participants and Procedures

Post-treatment esophageal cancer survivors were identified through the
supporter database of the Oesophageal Cancer Fund, an Ireland-wide charitable
organisation which raises funds for research and promotes esophageal cancer
awareness. Eligible esophageal cancer survivors received participant information and
survey booklets sent by post. Eligibility criteria included an understanding of the
English language, a diagnosis of esophageal cancer and having undergone treatment for
the cancer with curative intent. The survey pack was returned to the researchers by post,

with one telephone reminder if necessary.

Ethical approval for the study was gained from the University Ethics

Committee.

Measures



The importance of peer advice giving was outlined to participants,“Cancer
survivors can provide a unique kind of emotional support. They can offer comfort and
empathy by virtue of having gone through the experience, which can be invaluable to
those individuals and their families newly diagnosed with the illness”. Participants were
then asked for any advice they would give to individuals newly diagnosed with
esophageal cancer on how to cope emotionally with the cancer journey (including

adjusting to life after treatment).
Other measures included in the survey pack included —

Demographic and health related items — demographic detail included age,
gender, ethnicity, education, employment status, medical background (e.g. doctor,
nurse), and marital status. Health related items included type of cancer, stage (if

known), time of diagnosis, time of treatment end, and number of co-morbid conditions.

Analysis

The transcripts were analysed using conventional qualitative content analysis
[15] where categories are identified inductively as emerging from the data. This
approach was chosen as existing research literature is limited, with the single open-
ended question encouraging a direct response from participants without preconceived

categories.

The transcripts were analysed by the two researchers, who first independently
familiarised themselves with the transcripts; then independently derived initial codes
which captured key concepts using the respondent’s exact text; and then sequentially
sorted codes into subcategories. This preliminary coding framework was iteratively
applied to all transcripts, amended as required with new codes. Identified subcategories
when compared were largely similar between the two researchers; any discordance

agreed through discussion.

Results



Sample Characteristics

Of the 35 survivors invited to participate in the study, 23 returned a survey (66%

return rate).

Findings

Responses varied in length from two short sentence fragments (26 words) to
long passages (3 A4 pages). Five categories were identified from the advice respondents
shared in their written narratives (social support, psychological approach, realistic
expectations, support from health care professionals and self-care) with subcategories

and an illustrative quote detailed in the coding tree (Table 2).

The number of advice categories reported by each respondent varied with a range of

1 to 6, with respondents reporting across a median of 3 advice categories.

1. Social Support

Include family members

Participants reported the importance of including family members,
advising patients newly diagnosed with esophageal cancer to not “do it alone”.
Participants emphasised the role of family members in supporting the newly
diagnosed patient at various stages in the illness trajectory. At diagnosis family
were identified as important for emotional support and in facilitating

psychological adjustment to the disease.

Participants recommended open discussion with those close to the patient
and to avoid rhetoric which serves as a barrier to this, “Speak openly about it.
Don’t whisper cancer or use euphemisms such as ‘the big C’. Its name is
cancer, now face it”. This also related to discussing the esophageal cancer
diagnosis with children, “Once diagnosed my biggest fear was what would

happen to my children, how they would be affected. This worry caused much



distress and | knew | had to do something about it or it would complicate the
cancer and make recovery more difficult. So | quickly sat my nearest and
dearest down at different times over a period of two weeks from diagnosis and
told them everything in detail, especially the children”. Participants identified
not engaging with family members as leading to increased distress for the

patient.

One participant cited the importance of using family and friends to
engage with and process the experience of diagnosis and treatment, “After
treatment finished, the enormity of the situation hit me, during the treatment |
had concentrated on getting through it and wasn’t in a space to reflect”. The
participant reported later being “able to open up to family and friends” and
“found it enormously helpful in processing what I had been through”.

The presence of family members during active treatment was frequently
cited as beneficial, “Always have someone with you when going for treatment”.
This extended to the family member as a useful support in helping the patient to
engage effectively with the clinical team. The post-surgical impact on the
esophageal cancer patient’s quality of life was identified, with participants
encouraging new patients to be aware of the extent of the surgery and that
“family support is very important during this time”. New patients were advised
to be open to support during the post-operative period, “Take all the help you

can get as your energy will be very low”.

Identify Peer Support

Participants identified peer support as useful in facilitating a connection
through shared experience, “It helps to talk about it with other people that have
or had cancer as they have an idea what you are going through”. Several
participants recommended newly diagnosed patients to take the initiative in
approaching patient associations, “l was totally alone, and the shock following

diagnosis disables a person finding out all the information”.



Support from other cancer patients in general was perceived as beneficial
in reducing risk of isolation. A more specific role was reported to exist for post-
treatment esophageal cancer patients who have “been through the process”. As
well as aiding newly diagnosed patients to navigate the complex treatment
pathway, this was seen as useful in relation to practical advice regarding
symptom management, “sharing of problems and possible changes that have

been successful for others”.

. Psychological approach

Be positive

The importance of adopting a positive frame of mind was reported by the
majority of participants. Participants believed being open in expressing negative
thoughts and feelings ultimately helped to facilitate a more positive outlook, “A
positive mind is really half the battle, of course you will cry but that is good. Let
it out, talk about your fears. Once they’re out you can move on and continue to
fight”. Participants recommended various positive mantras for newly diagnosed
patients, “The thought has to be I will survive this and live as fully as possible”.
There was acknowledgement that adopting a positive outlook is an effortful
process, “It is hugely difficult for a long time to adjust- but you have to keep

positive, which is very tiring mentally”.

Live in the present

Participants recommended patients newly diagnosed with esophageal
cancer to “live one day at a time” and to focus on the present, “don’t think about
the past or future”. New patients were advised to set short-term goals in terms of
how they experience and subsequently manage their illness on a particular day,

“Get help with the way you are feeling on the day”.

Accept your diagnosis



Participants frequently reported the importance of accepting the
esophageal cancer diagnosis, and focusing on the treatment and subsequent post-
surgical adjustment, “The first thing is not to panic when you hear the word
cancer (like I did). As there is so much help and treatment out there”. This
extended to fostering an awareness that cancer is not an uncommon occurrence,

recommending newly patients to focus on the availability of treatment.

Participants recommended acceptance as a facilitator of increasing
personal control over the cancer, “The *fighting/battling cancer’ terminology
didn’t sit right with me. 1 felt that | needed to accept the cancer as ‘mine’ before
I could let it go- my body had produced it and also had the power to let it go. |
decided not to be a victim and to take charge and focus on what | could do to

improve the outcome of my treatment”.

. Realistic Expectations

Recognise this is a major life adjustment

Participants reported the enormity of the surgery, “the surgery is huge,
not many people will go through that- this makes you special!” along with the
need to acknowledge a change post-surgery and to expect that adjustments will

need to be made in various aspects of the patient’s life.

“l think much preparation needs to be considered after the surgery. | was so
concerned with the surgery that | was caught completely unaware as to how my
life would change post-op. | am still almost 2 years after the surgery getting
used to my new way of living. It can be very frustrating making so many life
adjustments. There are times when | feel like | regret having the surgery

although I know ultimately it has saved my life.”
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Participants also provided reassurance to newly diagnosed esophageal
cancer patients in stressing that the cancer need not change any of the more
important aspects of the patient’s life “to any great degree”, with one participant
reporting the adjustments made post-surgery had “changed my life for the
better”.

Understand it takes time to recover

There was acknowledgment of a long and arduous treatment pathway,
with a lengthy recovery from surgery to a good level of functioning. Participants
encouraged newly diagnosed patients to be cognisant of this in order to manage
their own expectations, “understand that it will take time but Rome wasn’t built

in a day”.

Participants cited the importance of allowing for time to recover from
active treatment before resuming normal activities, “Take time to get yourself up
and running again. | thought at times | felt better and tried to do too much which
knocked me back a lot”. The significant initial impact from surgery was stressed
as temporary, with participants advising new patients “you will take time to feel
well again and it is a good feeling”.

Support from health care professionals

Gather information from healthcare professionals

The multidisciplinary team involved in the newly diagnosed patient’s
care were identified as crucial for information and support. The clinical team
were reported as “the most important next to your family and friends”.
Participants advised new patients to keep in close contact with the clinical team,
“Talk to doctors about what is going to happen as it will help you to understand

what is about to take place”. It was suggested that a proactive approach should
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be taken to making contact with cancer support centres, and that the patient

shouldn’t “be afraid to ask for help” from primary care or specialist services.

Participants advised newly diagnosed patients to prepare prompts for
medical appointments to ensure their information needs are met, ’Have some
questions written down to ask your surgeon because after the initial shock you
will need to know more about your cancer and treatment”. Information was
viewed as enabling the patient to prepare for the next step in their treatment,
“Ask questions. What’s next? Most surgeons will be glad to explain and in my
case the surgeon and his specialist team were extremely helpful, making me feel

at ease and positive”.

Have confidence in your clinical team

Participants frequently cited the importance of having confidence in
medical science and the ongoing progression in treatment for esophageal cancer,
“changes in treatment and understanding of this form of cancer are happening

all the time. Never, never, never give up hope”.

Participants advised newly diagnosed patients with esophageal cancer to
foster confidence in their clinical team, “Have confidence in your surgical team.
They want the best possible outcome for you”. For several participants this
included handing control to clinicians, “put your life completely in the hands of

the doctors”.

Self-care

Make positive lifestyle changes
Participants recommended newly diagnosed patients to focus on making
lifestyle adjustments towards improving their general health, during and after

active treatment. This was suggested to improve not only their physical health



12

but also their emotional wellbeing, “I found a good diet helped me because if

you eat well, you think well and you feel better”.

Participants frequently cited advice on making changes to eating
behaviour post-esophagectomy. This included eating smaller meals and eating
more often, “the one piece of advice | would give is to eat small but often”.
Advice also concerned the timing of meals, “try not to eat before going to bed”.
There was an understanding that newly diagnosed patients may lose interest in
eating with participants emphasising the importance of persevering, “Eat good
healthy home cooked food and eat well even if you don’t feel like it. You may

have to mash or liquidise everything. Do it.”

Engage in activities for relaxation/reflection

Participants recommended newly diagnosed patients take time to engage
in activities which they find relaxing, “listen to music to help you relax and work
through the pain”. Participants recommended newly diagnosed patients to

return to their interests as soon as they are able but to “build up slowly”.

Reflection and spiritually were also frequently cited by participants.
Several participants described how engaging in religious practices were helpful,
“I derived huge support from the prayers of others and started to pray in my

own way”.

Discussion

This study with post-treatment esophageal cancer survivors has provided
valuable information on the content of peer advice giving to the newly diagnosed cancer
patient. Using a single open-ended question, peer advice emerged across five main
categories. Each respondent reported several categories of advice, suggesting peers to
perceive psychological adjustment to esophageal cancer as a complex, multifaceted

Process.
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The emergent categories in this sample of post-treatment esophageal cancer
survivors are similar to the types of peer advice reported in a study of advice giving in
the written narratives of hematologic cancer patients [4], suggesting a degree of

commonality in the type of peer advice reported by cancer patients.

Engaging family support was the most frequently reported peer advice category,
the detrimental impact of a lack of social support well evidenced in the cancer literature
[16]. Respondents empathized with newly diagnosed patients on the difficulty of
disclosing their diagnosis to family, a similar issue reported by other cancer patients
[17], but an area that has received little attention to date [18]. Respondents reported
general difficulties in communicating with their family and identified the need to
function as a cohesive unit. Previous research indicates that signposting for family

support is not prioritized by healthcare professionals [13].

In previous research with esophageal cancer patients undergoing active
treatment [13], the appropriateness of their emotions was a highly prioritized
information need for patients but not healthcare professionals. Respondents in the
current study frequently cited adopting a positive outlook, yet detailed expression of
negative feelings such as fear and anger as helping to facilitate this. This may suggest a
neglected supportive care need which could be facilitated with experiential advice
giving, as qualitative research has identified peers as providing normalization of
feelings [2]. Patients and carers with esophageal cancer report significant levels of
clinical anxiety and depression [6;7], but with few cancer patients accessing
psychological support, potentially as a result of stigma around mental health [19,20],

peer advice may have a role in shaping help-seeking behavior.

Establishing realistic expectations for recovery and understanding the necessary
adjustments to life post-diagnosis were also frequently cited. The priority given by
respondents to informing newly diagnosed patients of a realistic illness trajectory on
which to map their experience is supported in other peer advice giving research [4].This
relates to fostering more realistic illness beliefs, in line with the Common-Sense Model
[21], with illness beliefs previously evidenced as a key determinant of psychological
adjustment in esophageal cancer [6;7]. Peer advice is potentially a persuasive and fitting

medium over which to modify these ‘lay’ explanations of illness.
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With significant impact on health related quality of life post-esophagectomy and
particularly within the first year [1], respondents agree on the importance of advising
newly diagnosed esophageal cancer patients on the likelihood of a slow recovery period
while instilling hope for improvement in functioning. Mok and colleagues [22]
suggested empowerment following cancer support group attendance to partly be
attributed to mastery over illness relating to skills and knowledge, with the advice
reported in the current study on managing burdensome late effects a particularly
pertinent use of peer advice in cancer populations with an arduous post-treatment

recovery.

Cancer patient support groups offer an accessible form of psychosocial support,
with the findings from the current study evidencing the unique content of peer
information exchange and a particular role for groups which are peer led and directed.
Face-to-face peer support interventions are however limited in that they are utilised by a
small number of cancer patients in relative terms [23], however this may be partly
mitigated by offering one to one peer-support [24] or through use of technology [25].
Written narratives are also increasingly common and accessible [26], where written
education and support materials for newly diagnosed esophageal cancer patients could
potentially be co-produced with post-treatment esophageal cancer patients as key

stakeholders.

There are several limitations to the current study. There is no identification of
which peer advice is given more importance by each individual. Future research may
ask respondents to prioritise the advice reported in order to increase the trustworthiness
of frequently identified advice domains. In addition although peer advice giving has
many potential benefits, it is important to be cognizant of potential negative effects.
Research with prostate cancer patients reported treatment decisions to be influenced
more by patient anecdotes than by population-based information [27]. A priority for

exploration would be assessing the response of newly diagnosed cancer patients.
Conclusion

Experiential information within cancer populations has received a lack of critical

attention, despite the increasing availability of this type of information outside the
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formal healthcare setting [26]. Despite varying medical and demographic factors and the
differing healthcare experiences of our sample of post-treatment esophageal cancer
survivors, there is commonality in terms of the frequently cited categories of peer
advice. The categories of advice reported are distinct from information needs as
prioritized by clinicians [13] and recognize that information needs evolve over time
[28]. With information satisfaction associated with more positive beliefs around illness
[29] and improved psychological wellbeing [30], peer advice may be particularly

pertinent in helping patients prepare for the next stage in their illness trajectory.
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Table 1. Sample characteristics

Variable Survivor sample (n=23)
Age M=58.31 (SD=12.92)
Gender 12 (54.5%) female
Ethnicity 22 (100%) white
Education 3 (13.6%) primary education

10 (45.5%) secondary education

8 (36.4%) third level education

1 (4.5%) higher degree

Employment status 8 (36.4%) retired

9 (40.9%) employed

2 (9.1%) unemployed

2 (9.1%) homemaker

1 (4.5%) unable to work

Medical background 19 (86.4%) no
3 (13.6%) yes
Marital status 18 (81.8%) married/civil

partnership/co-habiting

2 (9.1%) separated/divorced

1 (4.5%) widowed

1 (4.5%) single

Cancer stage 4 (18.2%) stage 1

2 (9.1%) stage 2

19
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3 (13.6%) stage 3

13 (59.1%) unknown

Months since diagnosis

67.22 months (45.73)

Table 2. Coding tree of categories from peer advice giving

Category Subcategory Ilustrative Quote
1. Social Include family “It is a severe surgery. The support of family,
support members friends, neighbours, work colleagues is
essential”
Identify peer support | “Try to talk to as many people as possible who

have survived this cancer”

2. Psychologica
1 approach

Be positive

““After surgery you will feel rather weak but
do what you can. Stay positive, for your sake
and the sake of others who are supporting

you

Live in the present

“Take each day as it comes, each treatment
whether chemotherapy or radiotherapy is one

step closer to the finishing line!!”

Accept your “In my case | totally accepted it from the
diagnosis moment | was told”
3. Realistic Understand it takes | “You will take time to feel well again and it is

expectations

time to recover

a good feeling™
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Recognise this is a
major life

adjustment

“l was caught completely unaware as to how
my life would change post-op. | am still almost
2 years after the surgery getting used to my
new way of living. It can be very frustrating

making so many life adjustments.”

4. Support from
HCP

Gather information
from healthcare

professionals

“Before the operation staff at the hospital sent
information, videos and literature on the
operation and the environment in whch the
operation and recovery would take place
which was very useful to me. The more
knowledge I had on what was going to happen
eased my worries somewhat. The most
important thing to me is knowledge.

Knowledge is key to my recovery”

Have confidence in

your clinical team

“Listen to your specialist team, trust in them”

5. Self-care

Make positive
lifestyle changes

“The best quality fresh food you can get your
hands on. Have a balance of vitamins, protein,
carbs and a frequent pint of Guinness (this

helped me feel normal)”

Engage in activities
for

relaxation/reflection

“If you believe, pray. If you don’t believe start

praying”




Table 3. Frequency of peer advice subcategories as reported by participants (n=23)

Subcategory No. %
Include family members 13/23 56%
Be positive 12/23 52%
Understand it takes time to recover 7/23 30%
Gather information from healthcare 7/23 30%
professionals

Have confidence in your clinical team 7/23 30%
Engage in activities for relaxation/reflection | 7/23 30%
Identify peer support 6/23 26%
Make positive lifestyle changes 6/23 26%
Live in the present 5/23 22%
Accept your diagnosis 5/23 22%
Recognise this is a major life adjustment 3/23 13%
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