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Background: Malnutrition and cachexia are common in patievith pancreatic cancer
and can affect up to 85% of patients. Cancer asdiréatments place significant
demands on the nutritional status of patients, wvben be exacerbated by admission to
hospital. Cancer of the pancreas also has a mapadt on the nutritional status of
patients after surgery, due to the resection ofyistrointestinal and biliary tract as well
as the pancreas. Patients with cancer may havéaddiprotein energy depletion due
to cachexia, because of an imbalance between tindional needs of the patients and
demands of the tumour. Nutrition can play an imgairtrole in the management of
surgical cancer patients, but intervention needddoimplemented early to prevent
malnutrition and weight loss becoming the domirfaature of the disease trajectory.
Aim: In this study, the aim was to investig#te perceptions and experience of patients
about food, weight loss and nutritional intervensidbefore, during and after surgical
treatment of pancreatic cancer.

Methods: An exploratory study underpinned by hermeneutic npineenological
philosophy was conducted in 2011. Thirteen posgeyr patients with pancreatic
cancer were recruited from an NHS Trust in the mat England. Sampling was
purposive and data were collected using semi-stredf in-depth, open-ended
interviews, which were digitally recorded and trenitsed verbatim. The interpretation
of the data was guided by phenomenological and éeeotic methodology.

Findings: Each of the participants interviewed told a unigt@y of their experiences
and the findings convey the commonalities foundhe participants’ perceptions of
their experiences. Six themes emerged from the: daeovery from cachexia,
adaptation and surgical effects on oral intake,edepces of nutritional support
interventions, dietary information, dietary coutisgl and the road to recovery post
surgery.

Conclusion: This study revealed how patients with pancreatinocea experienced
physical and psychosocial difficulties, with weigltss and adaption to changed
physiology after surgery, to maintain their nutnital status. Nutritional support
interventions need to be targeted to aid in theb@itation of this group of patients,
with the goal of providing individual dietary cowtling and information to prevent
disease recurrence. The most important findinghis study is that patients with
operable pancreatic cancer after surgical intefgentequire a lot more nutritional
input, from healthcare professionals, includingitans.

Relevance to clinical practiceThese findings highlight the importancedétitians, in
particular those working as part of a multi disipty team. They are in a key position
to have a positive therapeutic influence on therithutal status of patients with
pancreatic cancer and could enable clear guideforethe nutritional management of
this group of patients to be developédspecialist dietitian dedicated to this group of
patients could facilitate more dietetic involvememd regular contact with patients.
This would enable the promotion of individualisegtdry counselling and help to
improve nutritional intake and quality of life ihis group of patients.
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Chapter 1: Introduction and background

Cancer is a major cause of morbidity and mortalitsoughout the world (Cancer
Research UK, 2012). It is the second most frequanse of death in Europe and is
becoming the leading cause of death in old age (Mayenfeldt, 2005). Pancreatic
cancer is one of the most fatal and aggressive humaacers and even at the start of the
21% century it continues to be a major incurable theploblem (Hawes et al., 2000).
Pancreatic cancer has a poor overall prognosisoahd3% survive for longer than 5
years after diagnosis (Travis, 2005) despite acdesnt surgery and chemotherapy (Lee
et al., 2012). This is due to difficulty in diagm®and at the point of identification most
tumours are not suitable to be surgically remova@¢h and Walsh, 1991).

1.1 Prevalence of pancreatic cancer

Statistics from 2008 verify that 8,085 people ie K were newly diagnosed with
pancreatic cancer and it is the eleventh commanyest of cancer in the UK (Cancer
Research UK, 2012). The incidence is increasingurope, with around 70,000 people
in the European Union in 2008 being diagnosed wvp#ncreatic cancer (Cancer
Research UK, 2012). It should be noted howevet,ttimincrease does not appear to be
due to an improvement in diagnosis rates (Travi¥)52, but due to the increasing
accuracy of imaging and the improved knowledgeritical care (Phillips et al., 2009).
Thus the number of patients having surgery for peate cancer, for both benign and
malignant tumours is increasing, although it ifl stly 10-20% of patients (Uomo et
al., 2006), as many patients have advanced diswadistant metastases at the time of

presentation.

1.2 Causes of pancreatic cancer

The causes of pancreatic cancer remain unknowneVvenvthere are several risk factors
which have been identified in the development aigoeatic cancer, based on cohort
and case-control studies (Hidalgo, 2010). Cigaretteking is thought to account for

30% of pancreatic cancer cases (Hassan et al.) 20@7high alcohol consumption has
been identified in several studies (Hassan e280D7, Silverman, 2001). There is also
evidence, although less conclusive, that a highadiefat intake is associated with an
increased incidence (Silverman et al., 1998). Otheses include predisposing medical
conditions such as a history of diabetes mellithlgpnic pancreatitis or gallbladder

disease (Hidalgo, 2010).
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Age is another risk factor for pancreatic cancet 80% of cases are in people over 60
and it is still relatively uncommon in people undé, but the total number of cases for

men and women are similar (Cancer Research UK,,28d®e and Burch, 1996).

1.3 Symptoms of pancreatic cancer

The majority of patients do not present to thein&al Practitioner (GP) until their
disease is advanced, due to the presenting sympibpasn, dyspepsia and weight loss,
having an insidious onset which can easily be rkéstafor other gastrointestinal
disorders or illnesses (Krech and Walsh, 1991) s&lsymptoms can be ambiguous and
non-specific, with the amount and extent of sym@atepending on stage and site of
the disease (Krech and Walsh, 1991). Patients lysuglit their GP with painless
jaundice as the main presenting symptom. Jaunsdicinically detectable when serum
bilirubin is 50 mmol/L (reference range 3-18 mmg)/ithis will give an abnormal
yellowish discolouration to the sclera of the eygsn and mucous membranes (Travis,
2005). Pruritus, dark urine and pale coloured stak other presenting symptoms
(Uomo et al., 2006).

1.4 Physical symptoms of pancreatic cancer

Malnutrition and cachexia are common in patienthywancreatic cancer (Fearon et al.,
2006, Fearon et al., 1999) and can affect up to & %atients with this disease
(Argilés, 2005). Malnutrition occurs when nutrieavtailability fails to meet the body’s
nutritional requirements (Mattox, 2005). Howeveancer-associated malnutrition is
multifactorial and differs from simple starvatiodgmo et al., 2006). Malnutrition can
progress to cachexia, a specific form of malnwanitiwvhich compromises skeletal
muscle metabolism, alters skeletal muscle functiedyuces cardiac mass, the ability of
cardiac muscles to contract, impairs immune respa@ml can lead to oedema (Sic)
(Argilés, 2005, Baracos, 2000, Baracos, 2006). amount of depletion of skeletal-
muscle mass is critical to overall survival of pats and can prolong recovery to
normal function and decreases quality of life (Basa 2006). The mechanisms of
cachexia are complex and in patients with this fafrcancer are associated with a
sustained pro-inflammatory cytokine response, pietary intake and the catabolic
effects of sepsis (Braga et al., 2002). Other spmpgt which affect oral intake in

pancreatic cancer patients, are jaundice, pruaitaspain (Travis, 2005).
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The incidence of malnutrition is also affected Ioyi@ancer therapies (Bachmann et al.,
2008) as well as the demands of the disease, sudrsetteatments, and admission to
hospital. However, inadequate intake of energyrautdents alone is unable to account
for the substantial changes in nutritional statesnsin patients with advanced cancer
(Baracos, 2006, Von Meyenfeldt, 2005).

Cancer cachexia is a syndrome associated with rilaagses, but as there has been no
universally accepted definition of cachexia, it hafien not been indentified or
diagnosed and is frequently left untreated (Evanhsale 2008). An international

consensus has now defined cancer cachexia as

“a multifactorial syndrome, which is characterisdry an ongoing loss of skeletal
muscle mass. This can be with or without loss tftat it cannot be fully reversed by
conventional nutritional support, thus leading toogressive functional impairment.
The pathophysiology is characterised by a negatietein and energy balance driven
by a variable combination of reduced food intakd abnormal metabolism”

(Fearon et al., 2011, p.490).

The figure below represents the 3 stages of caramdrexia, as defined by the definition
from the international consensus however not dilepts will progress through each

stage (Fearon et al., 2011).

Precachexia Cachexia Refractory cachexia

Involuntary weight loss Weight loss >5% of Very advanced disease, or
<5% stable body weight in | rapidly progressive cancer
Metabolic signs, such as | the past 6 months, or g that is unresponsive to
anorexia and impaired body mass index (BMI) anticancer therapy.
glucose tolerance less than 20kg/fmand | Active management of

an ongoing weight loss| weight-loss no longer

of more than 2%, or possible or appropriate.
sarcopenia and ongoingNot expected to survive
weight loss of more longer than 3 months

than 2%

Figure 1: Stages of cancer cachexia
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Weight loss is a dominant predictor of mortalitypatients with cancer, and the highest
prevalence of weight loss is found with patientthvgolid tumours, of which pancreatic
cancer is an example (Dewys et al., 1980). Feata €006) found that in patients
with pancreatic cancer, 80% of patients have Ibkast 10% of their total body weight
at the time of diagnosis, with the cachexia syndrgmesent in 20-25% of patients.
Since patients with pancreatic cancer tend to ptdsée, they are more likely to have
lost weight by the time they have been diagnoset rautritional decline leading to
cachexia may start before the clinical signs angaemt (Argilés, 2005). This fact is
clinically significant as weight-losing patients ieahigher operative mortality and
morbidity rates, than those who have not lost wejgior to surgery (Fearon et al.,
1999).

Cachexia is a significant cause of morbidity andtaly it effects up to two thirds of
cancer patients (Stephens et al., 2008) and 20€arafer-related deaths are as a result
of cachexia (Tisdale, 2001). Weight loss in pasewith cancer is seen as a poor
prognostic indicator, due to increased morbiditpparer quality of life, a reduced level
of activity and increased mortality (Stephens ef a008). The early detection of
nutritional decline and identifying patients akrisf developing malnutrition is a critical
role that nurses can participate in, using nutrdloscreening (Davies, 2005). Thus
enabling early nutritional interventions to be implented (Davies, 2005), which can
improve response to treatment, quality of life aeduce morbidity and mortality
(Stephens et al., 2008) in patients with cancer.

Clinically cachexia is characterised by anorexibarges in taste perception, early
satiety, weakness and weight loss (Sic) (Baradd86,2Fearon, 1992). This pattern of
weight loss differs from simple starvation, whichncbe seen in anorexia nervosa
patients, where the most significant factor is loEbody fat and where skeletal muscle
is retained (Stephens et al., 2008).

As previously discussed patients with pancreaticenoften develop a large number of
physical symptoms, however, these symptoms ar@migtphysical in nature, but can
also play heavily on the emotional well-being oftipats (Lee et al., 2012). Thus,
attempting to provide the best care for patientth wancreatic cancer, quality of life

should be of prime concern, when deciding whichreewf action to follow, especially

20



for those where survival is limited. A holistic appch needs to be considered not only
the biological threats of the disease, but the mesions on the patient’s emotional,

social and spiritual well-being need to be takedn account as well (Fitzsimmons et al.,

1999).

1.5 Treatment of pancreatic cancer

Pancreatic cancer and its treatments place signifidemands on the nutritional status
of patients, which can be exacerbated by admissiorhospital, because of the
psychosocial and environmental difficulties of lgein hospital (Warnock et al., 2005).
The incidence of malnutrition in all hospitaliseatipnts is widespread and the ground-
breaking work of McWhirter (1994) found an overaltidence of malnutrition of 40%,
with moderate or severe malnutrition in 27% of @aits. The 2008 Nutrition Screening
Survey conducted by British Artificial ParenterahdaEnteral Nutrition (BAPEN)
revealed a 42% prevalence of malnutrition in hadigied cancer patients (Russell and
Elia, 2009). Malnutrition in cancer patients whce astherwise suitable for major
surgery is a considerable risk factor leading torppoutcomes, as they have a higher
risk of morbidity and mortality (McLeod et al., 199 Cancer patients may have
additional protein energy depletion due to caché@raga et al., 2002).

Cancer of the pancreas has a major impact on thigional status of patients with this
disease because treatment may include major resaiftthe gastrointestinal and biliary
tract as well as the pancreas. Gastrointestindudgion after surgery can occur with
symptoms of delayed gastric emptying, early satiegflux and malabsorption due to
pancreatic exocrine and endocrine deficiency (McLet al., 1995). This complex
surgery increases metabolic demands and furtherpeonds any pre-existing
nutritional disorders (Gupta and Ihmaidat, 2003). r&cognised risk factor
postoperatively is protein energy malnutrition ati use of artificial nutritional
support has helped to improve the clinical outcorimespatients in relation to post-
operative complications (Braga et al., 2002, Gitaredtal., 2000). Artificial nutritional
support post-operatively, such as enteral or parahteeding aims to ensure the patient
has sufficient energy and nutrients to maintaimgrove nutritional status and immune
function, minimise gastrointestinal symptoms andpriove quality of life (Argilés,
2005).

21



Evidence of the efficacy of artificial nutritionadupport for the maintenance of
nutritional status and outcomes of acute hospédlipatients is now a recognised
practice (Gianotti et al., 2000). This has beenppsed as an essential part of
perioperative care for patients, who are malnoedshundergoing surgery for a
malignant tumour (Braga et al., 2002) and patiangsno longer kept ‘nil by mouth’ for
prolonged periods after surgery (Barlow et al., &0However, Goonetilleke and
Siriwardena (2006) state that “the optimal timirfgdelivery of feed is unclear: should
nutritional supplementation be given after surgeryshould support cover the entire
perioperative period” p.6. In a systematic revidwstoidies on perioperative nutritional
support in patients undergoing pancreatic duodengctfor suspected malignancy the
mean weight loss pre-operatively was between 3Rg7. (Goonetilleke and
Siriwardena, 2006). The studies in the review damt discuss weight loss post-
operatively. The review found a wide variation hettrial protocols for the style of
nutritional intervention and time period adminisir This included, enteral nutrition
using standard and immune-enhancing formulas anehteaal nutrition. Therefore a
formal meta-analysis of pooled data was unfeasabi@ likely to be misleading given
the wide disparity in the study protocols. The oute measures associated with these
studies included complications, length of stay phgsiological markers. Although, the
selection of end-points varied, the review showeat the studies reduced infective
complications with enteral feeding. However, theeemed to be little evidence for
routine parental feeding in the post-operative queriThe main theme to emerge from
the review was the lack of detailed baseline datgatients’ nutritional status during
the perioperative period (Goonetilleke and Siriveara, 2006).

Weight loss has been considered the main indicktorpoor nutritional status in
surgical patients (Bozzetti et al., 2007) and peerative nutritional support has been
found to positively improve the clinical outcomesr fpatients in relation to post-
operative complications (Bozzetti et al., 2007, riBr@n et al., 1994, Gianotti et al.,
2000). A prospective trial of early enteral feeduggsus ‘nil by mouth’ by Barlow et al
(2011) of gastrointestinal surgical patients, whintiuded 29 pancreatic duodenectomy
patients found that early enteral nutrition delecerwithin 12 hours of leaving the
operating theatre was not only feasible, but sai@ associated with better clinical
outcomes. This reinforces the argument to abanduatitipnal ‘nil by mouth’ strategies

and contemporary enhanced recovery after surgergr@mmes, no longer prescribe
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periods of post-operative starvation (Barlow et 2011). It is noteworthy that Bozzetti
(2007) reported nutritional support is in fact tbhely variable that can be easily
modified by the surgeon to prevent postoperativeanmiations. Preventing
complications after pancreatic duodenectomy is n@d to hasten post-operative
recovery, minimise mortality and reduce lengthtafysn hospital (Barlow et al., 2011).
In a recent trial, wound infections, anastomotakkand length of stay were all reduced
in patients receiving early postoperative enterakition and in a cost minimisation
exercise this was found to result in a cost satinthe National Health Service (NHS)
(Barlow et al., 2008).

When the nutritional status of patients with paaticecancer has been investigated
throughout the patients’ journey a significant @ase in anthropometric measurements
including body mass index, upper arm anthropomatrg hand grip strength after
surgery has been demonstrated (Goonetilleke et2@08). However, these indices
remained stable from the time of admission to Hakpintil the time of operation and
therefore providing patients with pre-operativeritiaginal support does not appear to
improve a patients’ nutritional status. These cleangost-operatively have been
sustained at three months after discharge (Goteietilet al., 2008). This important
finding indicates that patients potentially requinatritional supplementation for up to

three months post surgery, to improve their noingil status.

The research to date has focused on clinical owsopost-operatively and lacks
information on patients’ views and experiences,stimfluencing the design of the
proposed study. The proposed study aims to seelivibeé experiences of personal
meanings of food, nutrition and weight loss forteat the research participants before

and after surgical intervention for operable paaticecancer.

The following chapter presents further backgroumthts proposed study in the form of

a critical review of the literature. This searcts li@en conducted to identify gaps in the
literature of experiences, from patients with candbeir relatives or professionals

caring for cancer patients concerning their viesvgards nutrition and weight loss.

23



Chapter 2: Critical review of the

literature

24



Chapter 2: Critical review of the literature

2.1 Background

In the previous chapter pancreatic cancer was s&tlin relation to its effect on the
nutritional status of individual patients. The putal effects of malnutrition and

cachexia on the perioperative outcomes were doctadgethus highlighting the link

between poor nutritional status and clinical outeem such as post-operative
complications. The previous studies have been hiak in nature and have not
focused on the clinical outcomes and the effec bas on the individual, by seeking

their perceptions and experiences.

2.2 Title of the critical review: Exploration of nutrition in weight losing cancer
patients; a critical review of qualitative literature

The following critical review of the literature agno provide a narrative description of
qualitative research written on the experiencesfitional issues in weight losing
cancer patients. Although studies have examinegliysical and biological effects of
cancer cachexia and highlighted the detrimentakichjpf weight loss in patients with
cancer (Poole and Froggatt, 2002), these studiastitake into account the patients’
experience of these symptoms. Therefore the purpbgshis critical review was to
identify any gaps in the current literature ang@onmarise existing qualitative research
on the experiences of weight loss in patients wiincer and ascertain what
implications this has for dietetic practice and fineposed study. The literature review
will be conducted in the form of a critical reviefthe literature to critique the body of
evidence on experiences of weight loss in patieutis cancer published over the last
20 years.

2.2.1 Introduction

Nutrition can play an important role in the managemof the cancer patient (Rock,
2005), but intervention needs to be implementedty earprevent cachexia and weight
loss from becoming the dominant feature of the afisetrajectory (Baracos, 2006). A
better understanding of cachexia and strategidsowonto approach it could improve the

experience for patients and their carers (Chural.e2009).

The results of a study by Churm et al (2009) hgttied that healthcare professionals

were aware of the common features of anorexia-cé&lsyndrome, including weight
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loss and a change in appetite, which are typicatufes of the syndrome. But the
understanding of the syndrome varied amongst d®cod nurses and therefore it
would seem reasonable that the basic managememyo$ymptoms were addressed.
These were dry mouth, early satiety and poor aggpetvhich are all common
complaints of patients with cancer. The managernsaategy for poor appetite was
referral to a dietitian, which was reported by 6186 respondents. Nutritional
supplements and dietary advice were given by 40863286 respectively (Churm et al.,
2009). Dry mouth was treated appropriately withikaslvice given on mouth care and
artificial saliva preparations. However, almosthad (29%) of respondents did not
know how to treat or recognise early satiety. T8tigly was conducted because of the
general opinion that cancer cachexia is poorly madaand patients are left with
symptoms, which may be treatable. The results seemoncur with that opinion,
however it is possible that healthcare professeofedl a sense of hopelessness when
dealing with cancer cachexia, because of diseasgrgssion or a lack of effective

resources to guide management of the syndrome §Caual., 2009).

Patients undergoing cancer treatment such as chernapty, surgery or radiation will
need wide-ranging nutritional care, which shouldolwe the collaboration of all
members of the multidisciplinary team. Each of ttkem members should be able to
recognise nutritional issues and suggest stratég@ebng to positive patient outcomes
(Baracos, 2006). Many people with cancer and ttegiers feel that nutrition is an area,
in which they can actively seek information andypén active role. Therefore it is
essential that patients’ nutritional needs and eorm can be indentified and dealt with
as they arise (Robotin et al., 2010).

Dietitians need to understand the course of matigdesease and its treatment, this can
be informed by close collaboration with the mukiplinary team (Baracos, 2006).
Maintaining good nutritional status whilst underypitreatment for cancer, may
possibly lead to an improved quality of life (Ro@05).A randomised controlled trial
by Ravasco et al (2005) involved patients with pettal cancer undergoing radiation
therapy, reported the benefits of nutritional calirsgy. Patients were seen by a
dietitian and prescribed a therapeutic diet usegular foods, with further modification
for individual requirements. The results of thisdst (Ravasco et al., 2005) suggest that

individualised dietary counselling even with theroheental effects of radiation therapy
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iIs more beneficial when compared to non prescepéipproaches that do not take into
account personal preferences (Rock, 2005). Mostbiptthe beneficial effects were

still maintained 3 months after radiation theraBgyasco et al., 2005).

Healthcare providers need to be aware how familynbes view the significance of
weight loss and decreased appetite and anticipatenutrition can be a considerable
source of anxiety for relatives and carers (Hopimand Corner, 2006, Strasser et al.,
2007). Also family conflict can occur as a resultlas and a lack of intervention with
nutritional support may, be interpreted by the fgmas neglect of the patient
(McClement, 2005).

Qualitative research has developed out of a wide&disciplines and traditions, for
example anthropology and sociology, with a widegeanf underpinning philosophies
and no single approach or definition (Mason, 2002)ile the underpinning philosophy
may differ, qualitative research does have somenoomcharacteristics (Popay et al.,
1995). Qualitative research aims to generate irkd@gcounts from individuals or
groups, by interviewing them or observing their &abur. Qualitative research focuses
on answering questions of “why’ and ‘how’, by thengration of rich data and the
exploration of real life behaviour, thus enablitng tpatients and carers to voice their
experiences (Kuper et al., 2008b). However, gualgaresearch has historically, been
positioned low in the hierarchy of evidence, buisitincreasing and provides further
methodological tools for health researchers (Kugtet., 2008b), to explore and explain
how patients experience certain aspects of thetHueae system. There is a growing
consensus, that qualitative research should ghidelécision making process used, in
the development of health policy and practice (Saifd Tischler, 2010). By focussing
on patients’ feelings, meanings and experiencesh#althcare professional is able to
understand how patients perceive health servicewl{Bg, 2009), thus enabling a more

comprehensive understanding of the healthcareray@{eper et al., 2008b).

By reviewing qualitative research that has invegéd loss of appetite and weight in
patients with cancer, this review seeks to elidiether, the reported problems of loss of
appetite and weight loss, are primary concernspédrents, their carers or healthcare

professionals. Although both symptoms are commauairents with cancer, especially
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advanced cancer, it is not clear how many patigmiceive these symptoms as
distressing, as little is know about the patieatgderience.

2.2.2 Research design for the critical review

Using a systematic approach, a critical reviewrahpry qualitative published research
in peer-reviewed journals on experiences of welghs in cancer patients published
over the last 20 years, which included a pre-ddfimelusion and exclusion criteria,

was conducted.

2.2.3 Formulation of the research question

In order to search for qualitative studies on pasievith cancer experiences of cachexia
and weight loss, the researcher formulated a relsequestion. This was clear and

focused (Ritchie and Lewis, 2003), but not a nalyadefined research question, as the
goal of the critical review was to give an overvietwpublished qualitative research in

this field. The question, which guided the struetlisearch for relevant literature was,

“what are the experiences of weight loss in pasievith cancer?”

2.2.4 Inclusion criteria and exclusion criteria

Inclusion criteria for this review were that a repmust use a qualitative methodology,
for example interviews, focus groups, or observetioonsistent with the valid aims of

gualitative research. The original report neededeavritten in English, describing the

experiences of people with cancer or those of tbaiers or health care professionals
about their views towards nutrition and weight lo&# studies only included adults

(>18 years old).

Reports were excluded that fulfilled one or morehaf following conditions: (a) the use

of mixed methods, where qualitative findings contit be separated from quantitative
findings (b) non-English sources, (c) grey literatsuch as editorials or other reports
that lacked original research results and (d) swdhat discussed eating habits for

cancer prevention or weight gain and issues prediamtly about body image.
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2.2.5 Search strategy
Table 1 highlights the databases searched forctitisal review of the literature and

justifies why the researcher chose the specifiedbdeses.

Table 1: Electronic databases searched

Databases Justification
Cochrane Database This database was searched for any previous
(2005 to January 2011) systematic reviews, focussing on qualitative

studies on weight losing cancer patients

Cumulative Index to Nursing and This database was chosen for its recognised focus
Allied Health Literature on issues related to health and healthcare and
(CINAHL) nursing and allied healthcare professionals’ roles
could be argued to fit more appropriately with
gualitative methodological approaches compared
to medical research.

Embase (1980 to 2011 Week 06)  This database wagkHor its recognised focu
on issues related to health and healthcare and
propensity to list more qualitative research.

\*2)

Ovid Medline® Daily Update) This database was chdse its recognised focus
on issues related to health and healthcare.

PsychINFO This database was chosen for its recognised focus
(1806 to February Week 2 2011) on issues related to health and healthcare.

Key words were entered in various combinationdeoteonic databases and these were
gualitative, cancer, cachexia, weight loss, appetitutrition, food and eating and
drinking. Medical index subject headings (MeSH) aextword searches were carried
out with the appropriate combination of the terrsgng Boolean operators “OR” and

“And”. The combination of these terms yielded 4 l{see appendix 1).

The search also included all philosophical and plitesophical approaches,
interpretative, theory generating and descriptivalitative methodology, to include as

many relevant primary qualitative studies, in théaal review.
Finally, manual reference checks were performeduggplement the above electronic

searches. This search strategy was done iteratumetyy no new qualitative studies were

found on review of the reference lists of retrieagticles.
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2.2.6 Review strategy

The review proceeded in four stages with the inclusnd exclusion criteria applied at
each stage. Two people looked at the titles anttaaits and undertook data extraction
to minimise selection bias in the procedure. Theiese was conducted by the

researcher (CC) and by one of the researcher's\gapes (SB).

2.2.7 Stage 1: Inclusion of abstracts

Abstracts from the searches were imported and @gdmusing EndNote X3, a software
programme for bibliographic management and examinedietermine inclusion using
the criteria discussed earlier. If the abstract midl provide this information then the

article was excluded.

2.2.8 Stage 2: Retrieval of articles

Full articles were retrieved, if the abstract haat been rejected in stage 1. Papers
reporting primary research published in peer-reegyournals, written in the English
Language and available locally or by inter-librémgn were retrieved. The articles were
reviewed in-depth and independently evaluated loi eathe reviewers (CC & SB).

2.2.9 Stage 3: Data extraction
A data extraction form (see appendix 2) was desidne(CC) and data abstracted from
each article included by both (CC) and (SB):

1. Publication details

2. Patient population, number of patients, samplind) fleealth characteristics

3. Research design and data collection methods

In total 47 abstracts were identified from theialisearch, however duplicate abstracts,
studies that discussed eating habits for cancerept®n or weight gain and issues
predominantly about body image and studies thaéwet qualitative on closer scrutiny
were excluded. Thus 25 studies were excluded arid [®viewers agreed on the
exclusion of these studies. Full articles for tleenaining 22 studies were retrieved,
however after the data extraction criteria had beggplied, four did not meet the full
inclusion criteria and were subsequently excludednhfthe critical review, by mutual
agreement of both reviewers. The reasons for exciuscluded; a study by Hopkinson
et al (2006) was a cross sectional study and thexefid not meet the inclusion criteria.

A mixed methods approach used by Orrevall et aD920@vas excluded because it was
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not possible to separate the quantitative data frlmenqualitative data. Although the

mixed methods study by Strasser el al (2007) weludied because it predominately
used grounded theory methodology. The final twalisti(Olsson et al., 2002, Reedy et
al., 2005) although they both used qualitative meétihogies were excluded as one
discussed convalescence after gastrointestinakecaucgery, but did not discuss food
and nutrition issues and the other discussed thbtyjof food patients were eating and

therefore did not meet the inclusion criteria. Thi8 studies were included in the

critical review of the literature (See Table 2).
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Table 2: Description of the studies included in ta critical review

Author & Research focus Design Sample and setting Themes
Date
Holden To explore the emotional | Semi-structured 14 patients and their respective primary A difference of opinion between
(1991) ramifications of anorexia | interviews. caregivers selected from a hospice carers’ views and patients’
USA in the terminally ill cancer programme. views on eating and terminal
patient. illness. Patients would prefer
their family members to take a
less assertive approach to thelr
eating difficulties.
Wilson et al.| To explore eating Open Ended 11 head and neck patients cancer with aftef Outlines eating strategies and
(1991) problems identified from | Interviews. radiotherapy, identified from two interventions that will assist
USA the patient’s perspective metropolitan radiation therapy departments,. patients with head and neck
during and after treatment cancer to maintain nutrition.
for head and neck cancer
and strategies used to
improve food intake
during treatment.
McGrath Reflects on 2 previous Phenomenological| 22 patients having treatment at a major Food and eating seem to be of
(2002) studies where nutritional | philosophy using | metropolitan hospital with haematologic great significance, both to
Australia issues were not the main| Open Ended malignancies and 10 of their respective cargpstients and caregivers for
focus, but were expressedinterviews. people with haematologic

as a concern.

malignancies. The significance
of food is not seen just in term§g
of its nutritional value, but as an
important quality of life issue.
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Author &
Date

Research focus

Design

Sample and setting

Themes

McClement
et al.
(2003)
Canada

To develop a conceptual
model of family caregiver
beliefs and behaviour in
relation to nutritional
issues.

Grounded theory
5 philosophy using
Interviews and
participant
observation.

47 participants from 4 groups were include
in this study: 13 hospitalised palliative
patients with cancer (including bowel, laryn
lung, brain, breast, renal and stomach
cancers), 13 family members of hospitalise
palliative patients with cancer, 11 healthcar
providers and 10 bereaved family memberg
who had previously experienced the death
a relative on a palliative care unit.

] This study puts nutritional
aspects of palliative care into

Xcontext from the ward
environment patients, family

dand caregivers.

e

b

of

Orrevall et
al.

(2004)
Sweden

An investigation into the
nutritional situation prior
to the introduction of

Home Parenteral Nutritiof
(HPN) from the
perspective of patients ar
family members.

Semi-structured
interviews using

the constant

\ comparative
method for data

canalysis.

13 palliative care patients with cancer
(including pancreas, oesophagus, gastric,
rectal, breast, lung and ovarian cancers) ar|
11 of their family members. Patients were
selected if the were receiving the minimum
900/Kcal at least three times per week via
HPN.

Patients and family members

saw the possibility of receiving
HPN as a relief and a possible
alternative to constantly having
an inadequate intake. Hospital
routines, meal preparation, me
delivery systems all contribute
to patients’ malnourishment.

al

Orrevall et
al.

(2005)
Sweden

Exploratory study to
investigate the views and
experience of HPN in a
group of advanced cance
patients.

Semi-structured
interviews,
analysed

F inductively using
constant
comparisons.

13 palliative care patients with cancer
(including pancreas, oesophagus, gastric,
rectal, breast, lung and ovarian cancers) ar|
11 of their family members. Patients were
selected if the were receiving the minimum
900/Kcal at least three times per week via
HPN.

Patients with advanced cancel
and their family members
experience physical, social an
psychological benefits from
dfiPN. However, HPN is only a
partial solution to existing food
problems.
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Author &

Research focus

Design

Sample and setting

Themes

Date
Warnock et | To identify factors that ar¢ Non-participant 2 wards with 30 beds each in a cancer cenfrdlutrition was influenced by a
al. barriers and facilitators to| observation. with cancer patients of mixed diagnosis. 5 x Gomplex interaction of factors.
(2005) cancer patients eating in hours observations relating to the physical | Themes relating to the physica
UK hospital. and social environment on the wards by twpenvironmental were: disease
researchers, one on each ward. related factors, dependence of
others for support with
nutrition, preparation for meals
and the organisation of food
delivery. The social
environment described
interactions between patients,
staff and visitors that related tq
nutrition.
Hopkinson | To explore the experiencgé Hermeneutic 30 patients with advanced cancer (includingWeight loss is a source of
et al. and concern about weight phenomenology | breast, lung, prostate, head and neck and | concern for patients with
(2006) loss in people with using gastrointestinal cancers) under the care of Radvanced cancer, especially
UK advanced cancer, their | semi- structured | community homecare services, 23 caregivgrahen it becomes visible, as th
caregivers and specialist | interviews. and 14 nurse specialists. could be perceived as a
nurses. proximity to death and
symbolised a loss of control
over the disease.
Hopkinson | To develop an Hermeneutic 30 patients under the care of 2 community | Patients who are living with
& Corner understanding why eatind phenomenology | teams with advanced cancer, (including eating related concerns have
(2006) can be troublesome in using in-depth breast, lung, prostate, head and neck and | different preferences ranging
UK patients with advanced | Interviews. gastrointestinal cancers), reporting a changdrom acceptance to engaging i

cancer and examine
helping people with

changes in eating habits.

in eating habits, and no longer receiving
treatment. 14 nurse specialists and 23

self-action.

caregivers.
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Author & Research focus Design Sample and setting Themes
Date
Dewey & To explore the nutritional | Principles of 14 District, Community or Specialist 7 themes emerged which werg;
Dean management of patients | grounded theory | Macmillan nurses caring for patients with | Nurses Roles, Assessment of
(2007) with advanced cancer anglusing incurable cancer. nutritional status, Impact of
UK weight loss. semi-structured weight loss and eating-related
interviews. disorders, Acknowledging

weight loss

Training for nurses,
Management strategies and
Expectation of interventions.

Strasser et
al.

(2007)
Switzerland

To discover and describe
eating-related distress on
male patients with
advanced cancer and the
female partners.

Grounded theory
philosophy using
interviews &
rFocus groups

19 cancer patients with > 5% weight loss a
problems with appetite and their partners w
whom they spent 50% of their mealtimes
(including upper gastrointestinal tract,
pancreas, colorectal, lung, head and neck,
prostate and haematological cancers)
attending a General Hospital

n&ating-related distress is a
ittomplicated issue for men with
advanced cancer and their
partners affecting their daily

habits and relationships.

Shragge et
al.

(2007)
Canada

To investigate the proces
that explains how patient
with advanced cancer

compensate for anorexia
and mange the emotional
and social consequences
of a decreased intake.

5Glaserian grounde
5 theory philosophy
using Interviews.

19 patients with advanced cancer (defined al
recurrent, metastatic or refractory with mixe
cancers) undergoing chemotherapy or
palliative radiation and other supportive
therapies were included, through a palliativ
homecare service or outpatient department
a General Hospital.

sPatients often accept their

rdeduced intake and caregivers
need to be encouraged by the
development of interventions g

@hatient. These interventions
may help resolve conflict that
often arises in relation to eatin
between the patient and family

ehow to support the efforts of thie

members.
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Author & Research focus Design Sample and setting Themes
Date

Wainwright | To gain an in-depth In-depth Interviewy 11 oesophagectomy patients 3 months aftgqrThe psychosocial aspects of

et al. understanding of patients| using Thematic surgery. Sampled from a large teaching eating and the stigma and

(2007) experience of appetite logsanalysis. hospital. embarrassment this causes.

UK and how this affected Weight loss after treatment ca
Quality of Life (QOL). take on a sinister outcome ang

thus body weight is something
that needs to be closely
monitored. How the body
remaps itself and adapts after
surgery.

Dewey & To explore the Grounded theory | 14 District and Community or Specialist Nurses play an important role

Dean management of patients | philosophy using | MacMillan nurses who had nursed a the delivery of high quality

(2008) with advanced cancer an@ilsemi- structured | minimum of 5 patients with incurable cancgrcancer care in the UK.

UK weight loss cared for by | interviews. However, there is a huge
nurses both in primary and amount of variability in delivery
secondary care. of services and practice.

McClement | To examine the nutritional Grounded theory | 13 palliative inpatients on a palliative care | This study gave a voice to

& Harlos care experiences in philosophy using | unit) including bowel, larynx and lung patients of families and groung

(2008) advanced cancer from th¢ Interviews and cancers), 13 family members, 11 healthcargour understanding of families

Canada perspectives of patients, | participant workers working on the unit and 10 bereavédegarding perceptions and

families and healthcare | observation.

providers.

family members whose relatives had
previously been inpatients on the palliative
care unit.

behaviours regarding the
nutritional care of a terminally
ill relative.
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Author & Research focus Design Sample and setting Themes
Date
Reid et al. | To explore the lived Heideggerian 15 patients with a diagnosis of incurable Defines the experience of
(2009) experience of cachexia fgrPhenomenological| cancer (including lung, haematological, cachexia for patients with
UK patients with advanced | philosophy using | osteosarcoma, prostate, mesothelioma, bil¢ advanced cancer and their
cancer and their family | interviews duct and adenocarcinomas cancers) and 1Prelatives and confirms the hug
members. underpinned the | family members., sampled from both challenge it presents within thg
study. inpatients and outpatients in a regional cangelinical setting.
centre.
Reid et al. [ To investigate tension Heideggerian 8 patients with a confirmed diagnosis of Highlighted the anxiety that
(2009) over food that exists Phenomenological| advanced, incurable cancer (including lung| surrounds eating and the
UK between patients and philosophy using | prostate, acute myeloid leukaemia, bile dugtdistress it causes to families.
family. Unstructured cystadenocarcinoma and mesothelioma
Interviews. cancers) weight loss of >10% and living at
home. Each patient was asked to nominatg a
family member to be involved in the study.
Reid et al. | To focus on the Interpretive 15 patients with incurable cancer (including 3 themes emerged from the
(2010) experience of patients andPhenomenological| lung, haematological, osteosarcoma, prostatgtudy; a lack of
UK their family members withl Analysis (IPA) mesothelioma, bile duct and adenocarcinomasknowledgement from

regard to care provided b
healthcare professionals.

yusing unstructured
interviews.

cancers) and 12 family members sampled
from both inpatients and outpatients in a
regional cancer centre.

healthcare providers about
patients’ reported weight loss,
lack of information about their
cachexia from healthcare
professionals and a lack of
appropriate supportive
intervention.

a
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2.2.10 Stage 4: Quality assessment

Qualitative research incorporates a vast range ethods with differing philosophical
underpinnings, it is not easy to produce a seritér@, which can be used as a quality
check list and generally applied (Mays and Pop@®02®ilnick and Swift, 2010). It
needs to be interpreted by informed reflective gidwand not just the application of a
simple scoring system such as those that have designed to assess quantitative
studies (Kuper et al., 2008a).

Despite the increasing recognition of the imporéan€ qualitative methods in health
research, there have been limited attempts to elefuality standards for assessing the
results (Popay et al., 1998). Critical AppraisalillSkProgramme (CASP) (Critical
Appraisal Skills Programme, 2006) are tool-basegr@gch for quality of qualitative
research with clearly defined questions. The retesrused CASP to assess the quality
of the articles to enable the researcher and theareher’s supervisor to have clearly
defined questions, thus allowing agreement on thadity of the articles. CC and SB,
using the rating scales based on CASP, assessedsite for quality. These require
the demonstration of:

1. A clear statement of aims of the research with iclmmation of qualitative
methodology as the most appropriate approach;

2. an appropriate sampling strategy (e.g. details rddgga how and where
participants were selected; details provided on -paEnmicipants; and
consideration of data saturation in relation to glamy size, i.e. ensuring that no
additional data are gained by further data colbeti

3. rigorous data analysis (e.g. in-depth descriptibthe analysis process and how
the categories/themes were derived for the daféicient data to support the
findings; attempts to ensure the reliability ofaléy methods, such as feeding
back to participants and repetition of analysigrimre than one researcher);

4. accurate interpretation of data (provision of ilfaive quotes to support theme
development); and

5. transferability of results (i.e. relevance of studythe wider population beyond
the study sample, which allows the reader to re@asmilar characteristics).

The quality of the studies were assessed by eatheofeviewers by reading the full

article to ascertain if the researchers had cledéycribed the aims of the research,

38



provided a clear description of the method andpheicipant characteristics and that
there was coherence and consistency in their melbgidal approach. Holloway
(1997) suggests that the reader should be ableeglicate the study, if it is well
presented this view is also supported by Mays ampoeR1995). They advocate that
fellow researchers, reading the study, should piaignbe able to follow the method,
analyse the data and primarily reach the same gsiocls. Table 3 demonstrates how
the articles were assessed for quality by applyiregCASP questions. Although some
of the studies did not meet all the quality craefoth CC and SB felt that sufficient
information had been provided to include them ail the narrative review.
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Table 3: Quality assessment of each of the articles

the

Dle

Author Clear | Sampling Data Reflexivity | Ethical Accurate Strengths and weakness of the approach using
/Date aims collection Issues | interpretation quality criteria
methods of the data

Holden This paper did not discuss many of the quality

(1991) Yes Limited Limited No No No criteria, however this was the first paper
highlighting the experience of cancer cachexia
from the patient perspective

Wilson et This was a good quality paper and added valual

al. (1991) Yes Yes Yes No Yes Yes information to the current body of knowledge
concerning the complex relationships between
nutrition and patients with cancer

McGrath This was a good quality paper and highlights the

(2002) Yes Yes Yes No Yes Yes significant nutritional problems associated with
aggressive treatments for haematologic
malignancies

McClement This paper did not meet all the quality criteria,

et al. Yes Yes Yes No No Yes however it highlighted a way in which family

(2003) members of palliative patients with cancer can
manage their nutritional needs

Orrevall et This paper did not meet all the quality criteria,

al. (2004) Yes Yes Yes No Limited Yes however it highlighted that patients should be gi

the opportunity to have HPN at the end of life, b
if healthcare professionals offered a more

structured approach to cachexia and weight loss.

Then this would reduce the need for HPN in
palliative cancer patients
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Author Clear | Sampling Data Reflexivity | Ethical Accurate Strengths and weakness of the approach using the
/Date aims collection Issues | interpretation quality criteria
methods of the data

Warnock et This paper did not discuss many of the quality

al. (2005) Yes Yes Yes No Limited Limited criteria, however this was a good pilot study, and
highlighted the social and physical environmental
issues surrounding nutrition whilst in hospital

Orrevall et This paper did not meet all the quality criteria,

al. (2005) Yes Yes Yes No Limited Yes however it highlighted that patients should be give
the opportunity to have HPN at the end of life, but
if healthcare professionals offered a more
structured approach to cachexia and weight loss
then this would reduce the need for HPN in
palliative cancer patients

Hopkinson This was a good quality paper and highlights the

et al. Yes Yes Yes No Yes Yes importance of addresses concerns about alleviating

(2006) psychosocial suffering of weight loss in patiengs b
breaking the weight loss taboo

Hopkinson This was a good quality paper and highlighted that

& Corner Yes Yes Yes Yes Yes Yes addressing patients concerns with weight loss and

(2006) changes in eating habits may need to include
education on optimising nutritional intake for
patients with advanced cancer

Strasser et This was a good quality paper and highlighted that

al. (2007) Yes Yes Yes Yes Limited Yes eating related distress is complicated in men with

advanced cancer and their partners, which affec
their daily habits and potentially their relationsh
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ch
nd

Author Clear | Sampling Data Reflexivity | Ethical Accurate Strengths and weakness of the approach using the
/Date aims collection Issues | interpretation quality criteria
methods of the data

Dewey & This was a good quality paper and provided

Dean Yes Yes Yes Yes Yes Yes valuable information regarding nurses nutritiona

(2007) assessment of patients with advanced cancer and
acknowledgement of weight loss

Wainwright This was a good quality paper and contributed to

et al. Yes Yes Yes No Yes Yes the body of evidence and acknowledged that

(2007) Oesophagectomy patients require a lot more he
with learning to eat again than a brief consultant
with a dietitian post surgery

Shragge et This was a good quality paper and highlighted that

al. (2007) Yes Yes Yes No Yes Yes proactive control of symptoms, such as nausea,
individual nutritional interventions and healthcars
professionals discussing appetite and weight los
with patients should not be avoided

Dewey & This was a good quality paper and contributed tc

Dean Yes Yes Yes No Limited Yes the body of evidence and acknowledged that the

(2008) voice of the patient and their family members ha
not been heard

McClement This paper did not meet all the quality criteria,

& Harlos Yes Yes Yes Limited Yes Limited however it highlighted the need for future resear

(2008) to ensure that the knowledge base of patients af

family members experiences, given the complex
interplay between physiological and psychosociz
dimensions of cancer cachexia
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Author Clear | Sampling Data Reflexivity | Ethical Accurate Strengths and weakness of the approach using the
/Date aims collection Issues | interpretation quality criteria
methods of the data
Reid et al. A good quality study and very valuable at
(2009) Yes Yes Yes No Yes Yes highlighting the multi-dimensional ramifications of
cancer cachexia for patients with advanced cancer
and their family members and confirms the huge
challenge it presents within the clinical setting
Reid et al. This was a good quality study and highlighted the
(2009) Yes Yes Yes No Limited Yes tension that exists between patients and their
families, regarding the amount of food eaten by
patients with cachexia, due to a lack of
understanding about the role food, in cancer
cachexia management
Reid et al. This was a good quality study and highlighted the
(2010) Yes Yes Yes No Yes Yes need for future supportive informational

interventions for patients and their families to
understand weight loss and cachexia
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2.2.11 Results and structure of the critical review
The studies in the critical review (see Table @Dnitfied key themes, which will be
presented under the following headings:

* Loss of appetite as a source of anxiety.

» Conflict felt between patients and family.

* Conflict between healthcare providers and familymhbers regarding the

nutritional care of the patient.

» Significance of weight loss for patients.

» Struggling to maintain oral intake without an ajijeet

» Healthcare assessment and management of patiezitgitdoss.

» Patient experiences of alterations in body image.

* Improving practice and nutrition in hospitals.
These themes have been identified by the reseaashkbeing potentially significant to
answering the question, which guided the structgeatch for the relevant literature. It
should be noted that the studies had other findamgsthemes as discussed in table 2,
however only the themes highlighted above will beHer discussed in this critical

review.

2.2.12 Overview of the articles

Eighteen qualitative articles were identified anmttluded in the review. Table 2
summarises some of the key methodological featofeshe articles. The largest
percentage of studies focus on cancer patients aithianced disease and poor
prognosis (n=15). Two studies focus on patientsrditeatment for cancer and one

study focuses on an acute cancer unit population.

Table 4: Types of participants included in the studes

Types of | Patients| Patients | Patients, Patients, family | Healthcare
participants| only | and family | bereaved | members or professionals
or and current | caregivers and | only
caregiver | caregivers | healthcare
or family professionals
No of 3 8 2 3 2
studies
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Sampling is a general feature, when designing éditgtiee study and ideally samples
are selected purposively, this means that theyalected for a purpose. For example,
to provide thick detailed descriptions about aipatar phenomenon, table 4 highlights
the types of participants involved in the studiEgght studies used this method of
sampling, (Dewey and Dean, 2007, Dewey and Dea®8,2Bopkinson and Corner,
2006, Hopkinson et al., 2006a, Reid et al., 2068ad et al., 2009b, Reid et al., 2010,
Shragge et al., 2007). Three of the studies usederwence samples (Strasser et al.,
2007, Warnock et al., 2005, Wilson et al., 1991haugh non-random samples are
appropriate for qualitative research, as the resutiuld not be aiming for statistical
generalisation to a population. However, two stsidl¢olden, 1991, Wainwright et al.,
2007) used random selection, this approach is mormemonly used in quantitative
research where the aim is to produce a statisticajpresentative sample. Although,
Holden (1991) used random selection, the particgparere selected with the purpose of
answering the research question, by providing ektdescription of the phenomenon
under study. However, it could be argued thatighe limitation to the study as there is
no discussion about other potential patients thghtrhave been eligible for inclusion
in the study. Wainwright et al (2007) also statbattparticipants were randomly
selected for interview. However, these were a supsaof a larger questionnaire study
and they did use a sampling frame with exclusiaeria, to select the most appropriate

patients for interview.

Five studies did not discuss sampling (McClemeui ldarlos, 2008, McClement et al.,
2003, McGrath, 2002, Orrevall et al., 2005, Orreetlal., 2004), but giving a clear
indication of sampling strategies may further emeacredibility (Fade, 2003) and
limitations to the sample should be clearly justifi(Kuper et al., 2008a), in order to
capture the many aspects of the phenomenon. Howekier characteristics of
participants involved in the studies are importamd how they were approached to take
part in the study. Each of these studies did petn reader with a description of who

was involved in the study and how they were apgredc

Often, very little analytic detail has been proddm methodological descriptions,
regarding the philosophical and pragmatic undeipgs of the study (Table 2).
However, qualitative data in the articles reviewsgically were analysed using

thematic or content analyses or drawn from grountiedry methodology (constant
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comparison, theoretical coding). Six studies usider descriptive or interpretive

phenomenological philosophy to underpin the studispkinson and Corner, 2006,

Hopkinson et al., 2006a, McGrath, 2002, Reid ¢t28l09a, Reid et al., 2009b, Reid et
al., 2010), where the interpretive aim was statedeatering the life world of the

participant and clarifying the personal meaningcahcer cachexia for each of the
participants. The appropriateness of the selectethad, needs to be justified and
explained in a clear and systematic manner (Kupal.,e2008a). As detailed in Table 1,
the only article in this review that did not calfudescribe the methods used to collect
data was Holden (1991).

Qualitative researchers need to be reflexive dultiegresearch process, by recognising
their role in the research process and the infleethat the researcher brings to the
research process with their pre- knowledge and vi@vaper and Swift, 2011). This is
essential to qualitative research, as researcheent create a trust through a personal
relationship, during the interview, as a meansryoand obtain a disclosure of the
interviewee’s world (Kvale, 2006). However, onlydh studies in this review discussed
reflexivity (Table 3). The researchers involvedtie studies were mainly healthcare
professionals either still working in practice onavhad previously worked in practice.
The potential power relationship of researcherwgisealthcare professional should be

addressed, by clearly discussing how reflexivity \eahieved.

Ethical issues should also be taken into consideraand a thorough explanation of
how ethical standards have been met needs to &dpdoto the reader, for example,
issues around informed consent and confidentiabty, qualitative researchers are
collecting participants’ personal experiences aadigipants need to be informed how
the results will be disseminated to the public (Kupt al., 2008a). Table 3 shows that
two studies in this review did not mention ethiisaues in the articles and a further six
studies provided limited information. The issue coinfidentiality and anonymity is

important to minimise harm and protect participafitsm possible concern due to

sharing their personal experiences (Kuper et @D33).
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2.2.13 Influence on practice and future research

Healthcare research is conducted with the aimfofming or influencing practice and
in order to do this the researchers need to shaivthieir findings can be applied not
only to that one specific group of participantsifek and Swift, 2010). The findings
of a qualitative study are not intended to be gasable in the same way as
quantitative studies (Kuper et al., 2008b), as tlpegvide thick descriptions of
participants. However, the results maybe transferabother contexts and researchers
can assess if they apply to their own setting, tysering sampling strategies and
good theoretical reasons why the sample was sdlattéhe design stage of the study
(Draper and Swift, 2011). But, generalisabilitydifficult in different types of patients

and different healthcare contexts from that oflithe
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Table 5: Results-

what these studies add to pracgéand key research for the future

Author / Date

What these studies add to practickekaty research for the future

Holden (1991)

Need to be aware of the complex ematiissues surrounding foo
in hospices

[®X

McGrath
(2002)

Effective strategies should be routinely integrated the hospital
care of patients undergoing chemotherapy. Theseda@access to i
dietitian especially when patients are undergoimgnootherapy,
eating patterns need to be assessed, adequatagdaéilities need
to be provided in the hospital setting, and finaligil-written and
informative information to reduce distress causgeédting
problems

McClement et

This study gives insight into contrasting opinion

al. (2003)

Orrevall et al. | Looks at how care is provided to anorexia/cachgmients

(2004)

Orrevall et al. | The need to develop guidelines for giving HPN st jn terms of

(2005) nutritional aspects but also optimising QualityLde for both
patient and family members

Hopkinson & Development of a conceptual Model of the PatiergeEience of

Corner (2006) | Living with Eating Changes and Advanced Cancer

Hopkinson et al
(2006)

Highlights the issue of weight loss taboo

Dewey & Dean
(2007)

This study shows the need for further views of ptiealthcare
professionals. Also highlighted that patients’ aeldtives’ views
should be sought to find out what information aatv/ges they
would like to receive

Wainwright et | Adds to the implication of the need for support aglghbilitation in
al. (2007) oesophageal cancer patients post surgery

Shragge et al. | Development of an intervention, which could be ukgf guiding
(2007) clinicians

McClement & | Suggests a need for psychosocial interventionkdatthcare

Harlos (2008)

providers of patients, families and healthcare jplers regarding thg
nutritional care of cancer patients in terminaieks

1%

Dewey & Dean
(2008)

Nurses play an important role in the delivery afthquality cancer
care in the UK. Therefore they need to welcomectienge and
expansion from ‘nurse-led’ to multidisciplinary vkamg. Leading to
team structure with clear systems and criteria

Reid et al. This study illuminated the impact of cachexia and therefore

(2009) important for nurses to understand the multidimamesi impact of
cachexia to inform future care delivery

Reid et al. Provides an insight into the tensions that exigr dwod between

(2009) patients and their families

Reid et al. Patients and families need information, but thep aleed support g

(2010) well to cope with fears and anxieties in relatiorcancer cachexia
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Table 5 highlights what the studies in the reviedd & practice and future research.
Table 5 shows that the studies by Hopkinson 2@0§) (Hopkinson and Corner, 2006,
Hopkinson et al., 2006a) and both studies by Mc@mMcClement and Harlos,

2008, McClement et al., 2003) generated a conckeptadel. It has been suggested that
using interpretive work to generate a conceptuatieh@r theoretical model can be
relevant to informing practice, especially if arpknation is given from the authors of
how this can be applied beyond the study sampleKldson et al., 2011). Shragge
(2007) theorises that weight-losing cancer patjamgg the development intervention
of ‘shifting to conscious control’ to compensate &morexia, could guide clinicians in

providing appropriate interventions for anorexighe$e studies have added to the
evidence that patients and family members consided to be important in how

nutritional care is delivered to weight-losing canpatients (Hopkinson et al., 2011).
They have also highlighted the need for furtheeaesh to establish the challenging
circumstances regarding the declining appetite wedjht loss of advanced cancer

patients.

2.2.14 Loss of appetite as a source of anxiety

Holden (1991) was one of the first to explore tlkpegience of cancer cachexia from

the patient perspective, finding some evidenceuggsst that sufferers are less troubled
than family members about lack of nutritional irgaK his study included 14 patients,

nine male and five female who were randomly sete@tem hospice programs in the

USA and their respective primary caregivers whoeamostly married couples. Using

semi-structured interviews with different open-eshdquestions for patients and

caregivers, which were based on hospice clinicgleegnce. Primary caregivers

frequently reported anorexia to be of greater contiean other problems. Patients felt
they would like their family members to take a lassertive approach in attempting to
cope with a problem to which they were quite predaio accept. However, Holden’s

(1991) results are not solely patient focused, rsdlts describing family perceptions

are incorporated in preference to the patient vdaregivers described grieving over
their loss at being less able to continue in thele of food preparation. They also,

expressed feelings of anger and frustration whegngrto get the patient to eat (Holden,

1991).
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A study conducted by Strasser et al (2007) focgssimthe psychosocial consequences
of eating-related distress between men with advnaacer, who had weight loss, of
>5% in the previous six months or problems withirthegppetite and their female
partners, with whom they spent >50% of their mebscouples took part in the study,
with three or four couples in each focus groupricogirage participation from spouses.
The findings reported that some patients still bahe appetite, which they rapidly lost
when the meal was served or felt ‘disgust’ aftéewa bites, especially if a large meal
had been served. The appearance and smell of dansed an aversion for some
patients and being limited to certain consistentiesause of swallowing difficulties

were also cited as troublesome.

Weight loss was initially welcomed by patients, s later seen to be unpredictable
and impossible to control. Therefore, eating wagag to gain energy in order to stay
alive, so patients forced themselves to eat, taihgy prevent further weight loss, in a
struggle for survival. Partners found that dailpking routines changed, because what
was a habit became a challenge for the partneksowing what to prepare and how
much and felt their lives were made up of calorfes,and protein. Patients found it
frustrating when a partner had cooked something k@&l previously enjoyed and had

to say ‘l can’t eat any more’ (Strasser et al.,2G0134).

The experience of couples found by Strasser 2011) suggested that even the most
well meant attempts to strike a balance in thesmicistances are likely to be met with
repeated disappointment and eventually a pervaaing mutual sense of anguish.
Patients feel greater pressure from their partteeesat and the cessation of oral intake
needs to be respected as a sign of a patient'si@utp and dignity. Professionals may
contribute to helping a couple by giving advice aplaining that cachexia at an
advanced disease state is irreversible and howdal dutile attempts at unrealistic

nutritional goals to avoid further distress to toeiple (Strasser et al., 2007).

Other qualitative work included in this criticalview has described the experience of
patients and family members in the period leadipgta the introduction of home
parenteral nutrition (HPN) (Orrevall et al., 20@xrevall et al., 2004). Orrevall et al
(2004) and Orrevall (2005) interviewed 13 patiefitge males, eight females) with
advanced cancer and 11 of their family members (fwves, four husbands and two

50



daughters) who were contacted via advanced honeeteams. Patients needed to be
receiving HPN at least three times per week, witmiaimum of 900kcal/time. A
dietitian with extensive experience of cancer daterviewed all patients and family
members in their own homes. The study reported tatgeneral importance of an
adequate intake of food was well recognised byepti but due to a variety of factors
such as nausea, loss of appetite, swallowing diffes and taste changes they were
unable to eat (Orrevall et al., 2004). All patiemtsperienced weight loss and as

previously found this was welcomed at first, piiora diagnosis of cancer.

Patients reported that before commencing HPN nmeedtiwere always a source of
worry and often despair that affected the intereas relationship of the family and
mealtimes were no longer enjoyable. Family membegorted feeling totally
responsible for the nutritional needs of the patard felt that if they didn’t provide a
meal then nothing would be consumed. Patients gexful for the help even though
they could not eat the food provided stating, “eWwnl had to eat and get my strength
back, but it didn’t work, | just couldn’t do it” (evall et al., 2004, p.1284).

Some patients and family members felt that hospaabn prior to commencing HPN
also contributed to their malnutrition, becausehaf way meals were prepared and the
delivery system, although a few patients descritted meals as well-prepared, they

were not able to eat them (Orrevall et al., 2004).

All the patients in this study were commenced ofritional supplement drinks, but
described limited success with taking them, duth&ir smell and taste. Some patients
were referred to a dietitian, but felt the advicasveommon sense and not helpful to the

current situation they were in (Orrevall et al.02)

Both studies (Orrevall et al., 2005, Orrevall et 2004) found HPN gave a sense of
relief because nutritional needs were being met fatidthis had a positive effect on
Quality of Life. Both families and patients did nieel pressured into accepting HPN
and although they had little knowledge of parentérading, they only had concerns
regarding the technical equipment for HPN. It igenfa concern for healthcare
professionals that a patient will stop eating grathile receiving HPN, but this was not

found to be the case. In fact patients reportethdryo eat as much as they could
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manage and rarely related their eating problemsiRiN (Orrevall et al., 2005). In
contrast to Holden (1991), Orrevall (2004) foundttpatients who were not in the final
stages of disease expressed fear that an inadefgoaténtake could lead to death by
starvation and both family members and patientaddbhe possibility of receiving HPN

a relief and positive alternative (Orrevall et 2D04).

The findings from Orrevall (2005) found that fornse patients HPN increased their
appetite and others reported little change. Howegwaients felt they had more strength
and energy with HPN, again this differed betweetiepés, for some it meant feeling
fitter, food tasting better and for others it wae trelief of not being dependent on
family members (Orrevall et al., 2005). Some pdtiewere also able to tolerate

nutritional supplements, whilst receiving HPN.

Although the benefits of HPN experienced by someepts has been discussed, it was
also described by family members as only a pastéition to eating problems, as the
joy of eating and the role that food plays at mesds was missed by patients (Orrevall
et al., 2005).

The findings from the studies by Holden (1991),aS¢er et al (2007) and Orrevall
(2004 & 2005) have recognised that loss of appélii source of anxiety for patients

with cancer, however this has not been expresdely $mm the patients point of view.

2.2.15 Conflict felt between patients and family

McClement (2003) emphasised that the patient expee of anorexia and cachexia had
not been comprehensively described and therefaepthipose of the study was to

develop substantive theory regarding the sociatgsses inherent in family interactions
with patients and health care providers arounditrarial issues on a palliative care

unit. The study consisted of 13 terminally ill can patients, mainly females receiving
care on a palliative care unit, 13 of their famiembers, 10 family members whose
relative had died on the unit in the past year aleven health care workers who

regularly worked on the unit. The study resultedh@ formation of a concept model to

describe ways in which family members balancedepatneeds while meeting their

own needs, in relation to provision of nutritiomake. The coping strategies of “fighting

back” (p.745) by family members, by trying to gebre calories into the patient had
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the consequences of upsetting the patient. Tiily stiso reported patients’ feelings of
anger by these actions. In contrast to “fightingkijaother family members were
“letting nature take its course” (p.745). This vilag action taken by family members of
not focussing on feeding the patient, but demotisgaheir care in other nurturing
activities. While some family members who were uadww to deal with the declining
food intake of their dying relative “waffled” betwe “fighting back” and “letting nature
take it's course” and acted inconsistently to bibth patient and healthcare providers

regarding nutritional care (McClement et al., 2003)

The findings resulted in the generation of a pralary model of how subjectively
family members cope and make sense of palliatinearapatients declining nutritional
intake at the end of life. The results of this gtwdere used in a further study by
McClement & Harlos (2008) to describe in furthetadleone of the sub-processes of the
model regarding “letting nature take it's coursPatients of these family members
reported that they appreciated not being constaratyged to eat and made to feel like
nutritional ‘under-achievers’ (McClement and Harlo8008, p.186) and having

mealtimes feel like a battleground.

Both of the studies conducted by McClement (McClemand Harlos, 2008,
McClement et al., 2003) reported that decliningedjpe was of little importance to the
patients themselves, but caregivers found it tovees upsetting. Thus, caregivers
admitted to coaxing, nagging, pushing and beggiaiiepts to eat, leading to family
conflict, as they did not view decreased nutritloimdiake as an expected element of
disease progression and the dying process. Chiticahny interviewees were unaware
that intake cessation might be considered ‘norrfal’patients who are terminally ill
and did not seek assistance or information with agarg cachexia (McClement and
Harlos, 2008). However, the focus remained on dasg the feelings of family and
caregivers, with the patient experience not disiyndescribed (McClement and Harlos,
2008, McClement et al., 2003).

Shragge (2007) conducted a study to try and retheeonflict between patients and
caregivers, by the development of interventionshsag counselling and education to
understand the strategies used by patients to widpecachexia. Twelve patients who

were mostly male with advanced cancer were rectuite this study, through a
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palliative homecare service and outpatient departnté a general hospital. The
participants were interviewed between one and ttinees and to give context to their
experiences with appetite, eating and weight chanigey were asked to describe the
course of their disease trajectory. The findingporeed that anorexia and other
symptoms meant their spontaneous desire for foalsgaerely diminished. However,
so that they could continue to eat, the participars#ed an adaptive process. This was
termed “shifting to conscious control” (Shraggeaét 2007, p.228), which was the
conflict between the decision to eat and the steugequired to maintain some dietary
intake, even without an appetite. Although the ipgurants had a loss of appetite other
symptoms such as nausea and delayed gastric egptygre controlled, which may
have a positive impact on the intake of food (Oatkgt al., 2004). If continuing to eat
without an appetite did imply a cognitively generhimotivation, then caregivers need
to be counselled and educated that pressuringypate eat when they have “hit a wall”
(Shragge et al., 2007, p.232), will not changengahabits. The statement made by
patients “l can't eat” (Shragge et al., 2007, p)2& not a rational choice, but a
representation of reality. These interventions rhalp resolve the conflict between
patients and family members relating to eatingravipusly discussed (Shragge et al.,
2007).

An exploratory study underpinned by Heideggeriaar@menology was conducted by
Reid et al (2009) to understand the lived expesavfccachexia for cancer patients and
their family members. The study included 15 patgpight males, seven females) with
advanced and incurable cancer and > 10% weightito®e previous six months and
12 family members who were recruited from a lagching hospital. The weight loss
had to be progressive and involuntary and perceagegdroblematic. The findings were
organised into themes, which confirmed a cyclicaitgrn of physical, psychological
and the social impact of living with cachexia (Retdal., 2009b). Patients reported that
a continual focus on their appearance was seeff-psitting and embarrassing and led
them to make the connection between continued weags and impending death.
However, family members although well aware of gratls’ terminal diagnosis, did not
make this connection. Patients acknowledged theitapce of maintaining a good oral
intake in order to prevent further weight loss, mgorted trying to force themselves to

eat. The impact on family and social roles is carpPatients and families of dying

54



patients believe that a person’s strength is uh@eor her own control and not eating
can be interpreted as not trying hard enough tovg#t(Reid et al., 2009a).

The findings from Reid et al (2009) also reporteat reduced dietary intake by patients
was a source of conflict between themselves andlyfamembers. Patients felt they

were living in an environment where food was thie $ocus that they could not escape.
Changes in eating habits and preferences alscedreanflict and for patients it became
a chore trying to eat, especially when continuegsgure by family members solely
focussed on food. Patients also described eatirgei@mse their family members, as a
way to avoid conflict over food: “I eat somethirggghut them up, I'm not really hungry

but it’s just a way to please them” (Reid et ad0Qa, p.442).

Social isolation and lying were other tactics pase(Reid et al., 2009a) used to avoid
conflict over eating, these findings mirror prevsowork by McClement et al (2004).
The findings from Reid et al (2009) confirm thodeHwlden (1991) where a lack of
information regarding cancer cachexia and a coatifiocus on food often lead to
conflict with the patients’ family and distress ttie patient (Reid et al., 2009a, Reid et
al., 2009b, Reid et al., 2010).

Although previous research by Holden (1991) suggksiat conflict can arise between
patients and their family members over food. Th&ults in the study by Reid et al
(2009) have outlined the negative implications ohftict, because family members
have stated that patients were only eating to awaither conflict and satisfy their
family members. However, food is seen as symbati¢amily members to show their
love and affection and due to a lack of understagdi cancer cachexia, they felt guilty

when they could not convince their loved one ofribed to eat (Reid et al., 2009a).
As previously found in a study by Strasser et &0{@, female family members
described feelings of frustration and rejection wiwmod offered to their loved one was

refused, in an attempt to provide support througlrishment (Reid et al., 2009a).

In summary, family members of patients with advahcancer find it very difficult not

to focus solely on their loved one’s oral intakdieh causes conflict amongst families.
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2.2.16 Conflict between healthcare providers and faily members regarding the
nutritional care of the patient

Cancer cachexia has been found difficult to deah Wiy healthcare professionals and
presents a very challenging clinical scenario iacpce. Patients and their family
members reported that cancer cachexia was not atkdged even when reported in
the clinical setting (Reid et al., 2010).

The major theme from the results of Reid et al @0Phich utilises the data from a
larger study (Reid et al., 2009b) was the ‘lack response from healthcare
professionals’. This major theme was further dididato sub themes of lack of
acknowledgement, lack of information and lack démention. Family members in this
study (Reid et al., 2009b) also sought the helpeslthcare professionals, because of
their concerns about continued involuntary weigiss| but felt that their concerns were
not appropriately dealt with. This led to feelir@fsanger, frustration and despair when
it was visibly noticeable and reported to healtbgarofessionals that patients had lost

weight.

The findings by Reid (2009) also suggested the gpeed lack of appropriate
intervention by healthcare professionals regargiatients’ weight loss suggested this
was beyond the scope of the healthcare professioriberapeutic remit. This
undermined their faith in the professional’s knadge about cancer cachexia and the
causes of the ongoing weight loss (Reid et al.p201

This finding mirrors previous work, which suggesthdt healthcare professionals were
reluctant to instigate discussions about weighs laith cancer patients (Dewey and
Dean, 2007). However, the results from Reid et 2000) found that by not
acknowledging the issue, providing information alivering supportive healthcare
interventions meant that both patients and theiilfas experienced distress and felt
unsupported (Reid et al., 2010). Providing coriefdrmation and timely explanations
may help patients be proactive in their own managen{Hopkinson and Corner,
2006), and not thought of as ‘the weight loss taba® described by Hopkinson et al
(2006) when weight loss is not discussed betwedierg, their family members and

healthcare professionals.
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It was also as suggested by McGrath (2002) and idephk et al. (2006) that there was
a ‘silence’ when discussing weight loss with hezdtle professionals. However, Reid
(2009) suggests that ongoing patient focused conuaton between patient, family
member and healthcare professional could provideasis for this much needed

information exchange.

Useful and supportive information for family meméewould help them understand
that food should be a source of enjoyment for p&ievith advanced cancer and will
not stop the progression of cachexia. Furthermafermation needs to explain why
feeding a patient with cancer cachexia may beefaiid explain the difference between
starving a patient and cancer cachexia (Reid e2@D9a). These interventions may

help to reduce the conflict felt by families andftstheir focus away from food.

Patients and relatives interviewed by Orrevalll¢R@04) stated that physicians did not
ask about weight loss and some did not respond Wwkary informed about a patients
weight loss or give any advice on how to deal watiting problems. Orrevall et al
(2004) suggested that more interaction betweenlyameémbers, the physician and/or
dietitian might help decrease the stress felt Ingilfamembers, that the sole burden of
the patients’ nutritional needs falls on their dideus. It could also help in trying to
solve nutritional issues, such as not being abkataue to nausea and pain, by actively

offering treatment before if becomes a major camcer

These studies have shown that family members edéngatwith advanced cancer require
help and supportive information to help them dedhwancer cachexia, however the

voice of the patient has not been heard.

2.2.17 Significance of weight loss for patients

Recognising that caregivers have been used towgves through their eyes instead of
patients in describing cancer cachexia associatgdesls motivated Hopkinson et al

(2006), to qualitatively examine the prevalence coihcern about weight loss in

advanced cancer sufferers. The findings of a piwpasample of 30 patients under the
care of two community palliative care teams, 23egarers and 14 specialist nurses
using in-depth interviews, informed by hermeneptienomenology and analysed using

framework analysis, were used for two articles (KHogpon and Corner, 2006,
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Hopkinson et al., 2006a). The nurses’ experienoged from 1 to 23 years working
with palliative care patients. The participants &v&6 men and 14 women, who were
asked to nominate a caregiver. Of the 23 caregivetise study, 15 were spouses, four
were children and four were friends/other relatiorse findings reported seven themes
representing components of experiences of weiged, Ithese were; ‘visible weight
loss’; ‘measuring proximity to death’; ‘personalspensibility for weight’; ‘physical
weakness’; ‘emotional weakness’; ‘helplessness’ dtite weight loss taboo’
(Hopkinson and Corner, 2006, Hopkinson et al., 2006

These themes were used to form the basis of a poromlel of the experience of living
with weight loss and advanced cancer. The modekshbat the relationship between
time and the experience of weight loss is importdParticularly how weight is
perceived to being of concern, during the coursedfanced disease. Weight will
usually decline during the cancer journey and wtienindividual appears physically
wasted, this is seen as undesirable a progresdiatisease and approaching death
(Hopkinson et al., 2006a).

Hopkinson et al (2006) reported that patients erpeed visible weight loss as
undermining, because it was seen as physical arati@mal weakness, which they
perceived as a loss of control over their diseagkaaloss in the battle to avert death
(Hopkinson et al., 2006a). Only two patients repartliscussions with their palliative
care nurse about weight loss, which was initiatedhe patient, nurses believed there
was little that could be done to help the patiBattients experienced this lack of support
as feeling abandoned and that nobody cared, leaing sense of ‘helplessness’
(pp-308). Nurses also experienced ‘helplessnesdisasissing weight loss was seen as

‘taboo’, because they felt ‘nothing could be doftéopkinson et al., 2006a, p.310).

Patients often do not feel comfortable if they pére that their symptoms are severe
enough, but a proactive approach to the manageaienitritional problems can help
patients and family discuss nutritional decline &nr@dtment options (Hopkinson et al.,
2006a).

The second article (Hopkinson and Corner, 20069nted the findings of how patients

with advanced cancer experienced eating comparechém they had last thought of

58



themselves as healthy. Patients reported changestiimg habits, which included early
satiety, a loss of appetite and enjoyment of fabdse were reported by 14 of the 30
participants and food aversions by 22. As previpdsund in other studies in this

review (Shragge et al., 2007, Strasser et al., R&®Mme participants managed two or

three mouthfuls before the physical desire for fdodinished.

Some patients reported concerns with their eatalgts, especially if they were unable
to eat fruit and vegetables in the belief that raamng a healthy diet were linked to a
sense of well-being. Patients described feelingsenig frustrated, worrying they were
abusing their body, not looking after themselved aere responsible for their illness.
Whereas patients who had never found healthy egtawgcularly important did not
hold themselves accountable for the types of fobeytwere they were eating
(Hopkinson and Corner, 2006).

The specialist nurses in the study all voiced comc@bout ways to help patients with
eating difficulties and had low expectations ofrgeiable to change patients eating
habits. Some found it difficult to move patientsvewds eating for joy or comfort and
suggested this was something they could do litheua Nurses reported feeling this
was a difficult hurdle to help patients across aseld terms like “transition” or “coming
to terms with” (Hopkinson and Corner, 2006). Howerarses who did help patients
with their eating had concerns whether this typentérvention was appropriate, and
also reported the difficulty of accessing dietifian

The findings demonstrate that even patients witraaded cancer and impending death,
wanted to engage in self-help and health promotiactvities, to help themselves live
with their eating-related concerns. However, thestents were disappointed with the
lack of support they received from health profesais, in response to trying to
optimise their health by dietary manipulation (Hoy®on and Corner, 2006).

The significance of weight loss for patients witthvanced cancer and the distress
caused by cancer cachexia has been discussed. Eloagthese studies have included
patients, caregivers and healthcare professioitais, not clear how weight loss is

perceived to be of concern solely from the patigmagt of view.
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2.2.18 Struggling to maintain oral intake without an appetite

McGrath (2002) conducted a phenomenological stufiythe lived experience of
treatment in haematology patients three monthg afeam cell transplantation and the
retrospective insights from caregivers on end dé& Icare for patients with
haematological malignancies. The study includeg&ients (13 males, 9 females) who
were interviewed during their outpatient visit tbet hospital where they were
undergoing chemotherapy and ten principle caregim@inly women. The study found
that the importance of food when patients are uaeg intensive treatment such as
chemotherapy, particularly for therapeutic reasovess seen to be significant during
treatment. However, many reported losing theiretdsids and felt it was difficult to

build up an appetite knowing that food may tasté¢attie or bland and tasteless.

Patients also reported what they thought of asceemable hospital food, which added
to the distress of nutritional challenges felt layegivers and many families brought in
food from home. However, this was not successfubfbpatients and some could still
only take one bite and eat no more (McGrath, 200Bj)s was found to be a negative
and frustrating experience for caregivers as regonm (Hopkinson and Corner, 2006,
Reid et al., 2009a, Strasser et al., 2007) stym@dously discussed.

The study also found that dietitians were seenoéanpially playing a significant role in
regard to eating distress, with some making suggesbf what to eat, assisting in food
preparation and providing drinks. However, somditthes were criticised for their
practices of being authoritarian, by trying to ®rngatients to eat, which was seen as
counterproductive and distressing to the patieftige. physicians were also seen to play
an important role in providing therapeutic measuoeassist the appetite. However, the
unsympathetic attitude and lack of information atirey related disorders provided by
some doctors was reported as distressing to bdiknps and caregivers (McGrath,
2002).

The findings from McGrath (2002) indicate that isswsurrounding food and eating are
considered to be significant not only to patient®vare undergoing intensive treatment
therapies, such as chemotherapy, but also for taeggivers. Food is not seen solely in

terms of its nutritional value, but as an importquality of life issue (McGrath, 2002).
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The clinical implications of McGrath’s study wouikdicate that patients should have
routine access to a dietitian, particularly durimgtensive treatment such as
chemotherapy. Also patients and caregivers showdd given well-written and
informative material about eating problems and hbey can be overcome (McGrath,
2002).

A study by Wilson et al (1991) found that the saffects of cancer treatments further
compromise patients’ nutritional status and thessiepts suffer with further
malnutrition because of eating problems. The sinduded 11 participants with head
and neck cancer who were interviewed during aYolip clinic appointment within six
months of completing radiotherapy. Seven of thepddicipants in this study reported
major eating problems with radiotherapy, whichted¢hanges in eating strategies, such
as selecting softer foods or modifying food texsurBhe findings also reported patients
selected foods on a trial and error basis and fdabeg consistently ate that particular
food if it solved problems they were having duringatment. However, for some, the
foods that they choose to eat were not part of tregjular diet, or they were foods
disliked before treatment (Wilson et al., 1991).

Some took pain medication before trying to eat,levbithers persisted in forcing the
food regardless of the pain. Once again as founather studies cited in this review
family members prepared the patients favourite $okdtry and encourage them to eat
(McGrath, 2002, Strasser et al., 2007). This stidynot look at the interrelationships
between the physical and emotional effects of ntetman, but focussed on strategies

of difficulties of eating food rather than the menof food (Wilson et al., 1991).

The findings from the studies by McGrath (2002) adson (1991) found that the
importance of maintaining a good nutritional intaféer intensive treatment therapies
such as chemotherapy, for patients with cancer, se®n to be significant during
treatment. The role of the dietitian and the imgoce of receiving access to a dietitian
during intensive treatment was seen as a potentsdinificant role with regard to
alleviating eating distress for this group of patse
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2.2.19 Healthcare assessment and management of pats’ weight loss

An exploratory study by Dewey and Dean (2007) ainecdcexplore the views and
experiences of 14 nurse practitioners nutritionahagement of patients with advanced
cancer, employed in the south of England. They \eéfreer District/Community nurses
or Specialist Macmillan nurses who were inviteddtyer to take part in the study. Each
nurse had to have been in post for approximatetyy@ar, and during this time nursed a
minimum of five patients with incurable cancer amdlocumented history of weight
loss. Data were collected using semi-structureehungws either at their place of work,
the researcher’s office or one nurse chose to tviewed at home. Seven major
themes emerged from the analysis of the data (sbéTL). Theme 1 refers to how
nurses assess patients’ nutrition, which is bral@mn into three approaches: structured
semi-structured and an informal approach. A stmectuapproach to nutritional
assessment was used on a regular basis by one ntitkes interviewed. However, the
majority reported that although they were awarstnfctured nutritional tools to assess
patients, this was something that they did notenily use, but were looking into using
in the future. Reasons given for not using a stmect assessment was that patients
could be weighed unnecessarily, especially if tweye at the end stages of disease and
this could cause more distress to the patient (yeme Dean, 2007).

Informal assessment consisted of visibly noticihg patient’'s weight loss by the
majority of the nurses. Another form of assessmepmbrted was that some nurses relied
on the patient or their relative expressing themaerns. Some patients brought up the
discussion of their weight loss by talking abouwtlees they had brought that were now
too big (Dewey and Dean, 2007).

Nurses also reported being reluctant to initiatdisgussion about the patients weight
loss as it may lead to an unrealistic expectatiooutiachieving nutritional goals and
cause further anxiety to both patients and familgmbers. Concerns were also
expressed by nine of the nurses interviewed abwit tack of specialist training in

nutritional assessment and felt this meant thene \gaps in their knowledge base, but
none stated they felt the need to refer the pafmmfurther support. However, some

were keen to update their skills and knowledge (&eand Dean, 2007).
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Another study looking at nurses’ management of teigss, also found that specialist
nurses avoided discussions on weight loss and ed@pt unsystematic reactive style of
management (Hopkinson et al., 2006a). It is possibht patients avoid talking to
nurses about nutritional problems and concerns wigight loss in an attempt to
conceal negative feelings and perhaps this is pe@dy healthcare professionals as a
loss of control and contributed to their reluctanceinitiate a discussion about the

symptom (Hopkinson et al., 2006a).

Critically, the failure to acknowledge cancer patsecontinued weight loss and poor
nutritional status might mean that when advice iieem it is too late in the cancer
journey to have maximum effect. The findings repdra positive caring attitude for
patients in the palliative stage, except towardsithen as this was seen as a sensitive
area of discussion. There are also many othertsensopics to discuss with palliative
patients and nurses need to be confident that addanutritional planning has a place

in the journey of a cancer patient (Dewey and D2afny).

In contrast to the study by Dewey and Dean (200und that most nurses did not
routinely provide thorough nutritional assessmentancer patients, neither did they
discuss weight loss with patients unless the pastated their concerns (Dewey and
Dean, 2007).

Another article by Dewey and Dean (2008), whicHisgs data from their previous
article (Dewey and Dean, 2007) discusses two mbtieeodominant themes: nutritional
management strategies and expectations of inteoventNurses reported giving advice
on ways to fortify food with extra calories, thisdlto problems with patients who had
followed a healthy eating regime for many yearseyl felt they were being asked to
give ‘permission’ to patients and relatives to aatunhealthy diet (Dewey and Dean,
2008).

Nurses also reported, family members wanted to ke@pg to feed the patient when it
was not in their best interest and again felt thegded to give 'permission’ not to feed
the patient (Dewey and Dean, 2008). Advice was rgifepatients had swallowing
problems, which included choosing softer optiongeping food and providing written

information on request. However, this was not cahpnsive information, but a single
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page giving information on food fortification. Ored the nurses in the study had

produced a dietary information sheet for speciffzes of cancers.

Although nurses reported offering patients nutniéib supplements, they usually
recommended supplements based on their experiehednai had been enjoyed by
other patients. One nurse based her decision aenturesearch on new products that
potentially could be more acceptable to cancereptdiand only two nurses actually
prescribed supplements for patients, others recaordatk contacting their GP (Dewey
and Dean, 2008).

Dewey & Dean (2008) found that ten of the 14 nuisesviewed either never or only
occasionally referred patients to the dietetic iserwvith one stating they had not found
the need to refer patients, especially cancer mstiélowever, for those that did refer to
a dietitian they felt a great deal of praise far fiervice, but were aware that clinic times
were busy and dietitians were unable to offer ddmarg visits (Dewey and Dean,
2008). Nurses and allied healthcare professiongdsira a key position to support
patients and family members with the practical asgchosocial aspects of cancer

cachexia

2.2.20 Patient experiences of alterations in bodyage

A study by Wainwright et al (2007) using the consteomparison approach explored
oesophagectomy patients’ experiences of appettetlree months after surgery. This
study was based on a questionnaire, which was @&etpthree weeks before surgery,
six weeks post-operation and at three months iaterduring the first postoperative
year in an NHS Trust in England. A subsample of ghtients were selected for
interview, from the questionnaires, if they hadamed “quite a bit” or “very much”
appetite loss three months post surgery. Partitspeanged from 54 to 74 years and
more men than women were interviewed (eight anéethrespectively), reflecting the
higher incidence of oesophageal cancer in the mperilation. All participants were
interviewed in their own homes and some requestadily members were present
because they had been involved in the recoveryegmof the patient and were

therefore able to provide useful information.
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Three key themes emerged from this study from dfieations of participants. Firstly
the meaning of weight loss and physical changeprslg remapping the body and
thirdly eating as a social activity was seen toseastigma and embarrassment
(Wainwright et al., 2007). The findings of reportedight loss by cancer patients had
different meanings along the disease trajectorycnahges in body weight were often

seen as predictors of disease progression or theegy process.

Weight loss prior to diagnosis and treatment canséen as worrying, but once a
diagnosis of cancer was made then this was sean agpected side effect. However,
continued weight loss after treatment was seenraarier for the effectiveness of the
treatment and the patient’s ability to fight theadise. Additional, weight loss during the
post treatment phase, was thought of as losingoéttée and that they should try to
resist seeing this further weight loss as recugeitis would help them determine, if
they were a victim or a survivor (Wainwright et, 2007).

Participants reported a constant monitoring of badjght in an effort to return to pre-
illness or preoperative weight together with inerag food intake, as this was seen as a
return to ‘normality’ and recovering from the disea However, the patients who
thought of themselves as overweight prior to canmamsidered the weight reduction as
healthy, if their weight was stable and did not tomre to decrease. Previously
overweight patients were also more reluctant ttmfola high calorie diet, suggested by
healthcare professionals in order to regain weighey felt they were being told to eat

‘junk food” which went against the principles ofdtidy eating.

The experiences of oesophagectomy patients pagtrsufWWainwright et al., 2007) also
reported changes in how they experienced apptgts, the smell of food, swallowing
and sense of satiety because of their altered plogsi due to the surgical procedure.
For many patients after surgery, this meant legrmvhat these symptoms were telling
them about how their body was healing itself arettling down’ and how to adjust to
their new post-operative status. Symptoms suchaas pliarrhoea, nausea, vomiting
and reflux were all widely reported and were attrdal to the wrong types of food being

eaten too soon.
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Due to the physiological changes and a remappirtgeobody, knowing how the body
‘learns to adapt’ meant that for many patientsabeof eating became joyless. Foods
that were previously enjoyed tasted or smelt dafier sometimes caused nausea or
vomiting. Also, if the sensation of satiety was trajgered, patients reported symptoms
of pain, nausea, vomiting or diarrhoea (sic) (Waight et al., 2007). This led to
feelings of stigma and embarrassment at eatingont fof others and some patients

reported wanting to eat alone out of public viewl away from family members.

The most important finding from this study was ttiese patients needed to learn to eat
again and were only give a brief consultation bylietitian. These patients require
further input from a dietitian, to aid with rehatation, than just a small amount of
input whilst they are in hospital, as is the cash wost surgical patients (Wainwright
et al., 2007) in the UK. Any increased contact dowdduce the stress experienced by
family members, who feel they are solely respomesiiolr their relative’s nutritional
needs (Orrevall et al., 2004).

The physical and psychosocial issues experiencedelpphagectomy patients after
surgery has revealed that there is a complicatedegs of adaption and rehabilitation

for patients to achieve optimum quality of life thg recovery.

2.2.21 Improving practice and nutrition in hospitals

A pilot study by Warnock et al (2005) looked at htavimprove practice and ensure
patients receive the nutrition they require whitshospital. The study was conducted
on two 30 bedded wards in a UK cancer centre. Woeparticular wards were chosen
to give a range of patients in terms of age, dihaiagnosis, and type of intervention
the patients were receiving. The study used notiegzant observation methods and
emphasised the need for using encouragement dov@adtimes by the use of gentle
persuasion, which highlights the need for a posiimd proactive approach to nutrition

in hospitals.

An important factor that emerged from this studyswee need for individualised care in
order to meet a patients nutritional needs, howdlverpracticalities of this was not
always possible due to the ward being too busy atltimes. Non-participant

observation was found to be a useful approach xptoeing the actual care given in
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relation to nutrition and was not considered toiriieusive by patients or ward staff
(Warnock et al., 2005).

2.3 Overall conclusion and rationale for the study

In conclusion, the critical purpose of conductihg tliterature review was to summarise
existing qualitative research on weight loss ingrds with cancer and to identify gaps
in the existing literature to support the developmef the proposed research. The
research to date has predominately, examined patiéth cancer at the end of life and
in the palliative stages of the disease. The meatastudies have not routinely included
the patients’ experiences of weight loss. Thisicaitreview of the literature would
indicate that cancer cachexia, particularly in tater stages of disease is more
problematic to carers than to patients themsehespecially within the home
environment. However, due to the dearth of researdhis field, it would be sensible to

note that these questions have not been fully amesiNgy this review.

Qualitative studies looking at the nutritional adge before and after surgical
management of patients with cancer is lacking. @mky of the studies, included in this
review, discussed a cohort of postoperative oesygalacancer patients. The findings
revealed a complicated process of adaptation amabi@ation after surgery. Despite
improvements in cancer treatments, the experieéepatients rehabilitation after

surgery remain sparse.

Primarily nurses working within the healthcare ss¥vor researchers with a nursing
background mainly conducted the studies includedhm review. Nurses have an
important role to play in delivering cancer carevges in the UK and dietitians have an
important role to play in the management of pasienutritional needs (Dewey and
Dean, 2008). However, both professions have difteegperience and knowledge when
assessing patients’ nutritional needs and fortéies this is their primary role. Only
two of the studies included in the review were aartdd by a dietitian, which looked at
the use of parenteral nutrition in palliative caaients. It should be noted that, the
same dietitian conducted both studies. The nut@lionanagement of patients has
mainly been described from a nursing stance andothigions of other healthcare
professionals, including dietitians, has not beesll wepresented in these studies. As
found in the studies by Wilson et al (1991) and Maight et al (2007) the role of the
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dietitian after surgical intervention or intensiveatment therapy for cancer was found
to be beneficial when patients received advice riigg weight loss and a change in
appetite. However, the voice of the dietitian issimg from these studies and therefore,
to improve dietetic practice, it would be advantagefor dietitians to conduct studies
with patients with cancer. This could help dietisao understand how patients perceive
the dietary advice given to them and the persondiitional experiences of patients

with cancer

Food has multiple functions in a person’s lifeisibften used to express love, provide
great pleasure at times of stress and it can plegleain how humans communicate
socially. This is the field in which dietitians wgrin trying to bridge the gap between
unambiguous scientific data and providing patievite information about the multiple

functions food has in their daily lives (Swift afddschler, 2010). Qualitative research
has much to offer the understanding of health awl health care is delivered from the
patient’s perspective. However, it would seem fithis critical review of the literature

that dietetics has yet to embrace the field of itptale research, although it certainly

has much to offer nutrition and dietetics.

The qualitative studies in the review deepen armhed our understanding of the way
patients experience loss of appetite and weighd &®l strongly indicate a need for
further exploration. The proposed study aims to @mdhe current literature, as few
studies (see Table 2) have included patients vaticgeatic cancer in their research and
these have been patients with palliative canceerdfbre, a qualitative study exploring
the nutritional experiences of patients with opkrgancreatic cancer before and after
surgery has not been previously investigated and the present study aims to add to

the current literature.
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2.4 Aims and objectives

Aim
* To establish the views and experiences of patiabtait food and weight loss
before and after surgical intervention for the tmeent of pancreatic cancer.
Objectives
* Explore patients’ views on any nutritional symptothgy experience during
treatment for pancreatic cancer.
« Determine the effects of pancreatic cancer andiclrmtervention on appetite,
food intake and dietary habits from the patiengsspective.
« Determine patients’ views on nutritional supportementions including oral

supplements, dietary counselling and written infation.

In the following chapter, the research approach methodologies used to support the

proposed study are discussed.
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Chapter 3. Research Methodology
and Methods

70



Chapter 3: Research Methodology and Methods

3. Introduction to research methodology and methods

The previous chapter discussed the literature tieygostudies already carried out within
this area. In this chapter the qualitative intetipee methodology that underpins this
research will be discussed. The method of dataecidn for this study will be
described, including the way in which the sampl@aficipants were recruited for this
study. The essential values of ethical researchtlamdvay in which these relate to the
project will be explained. This chapter will be died into two parts; part 1: the
methodological foundation and research approach part 2: the methods for data

collection and analysis in this study.

Part 1: Methodological Foundation and Research apprach

3.1 Theoretical Paradigms and perspectives

Quantitative research has traditionally dominatedlth care, including nutrition and
dietetics (Fade, 2003), however, the methodologresdifferent in the type of inquiry
they are suited to and the methods used to cafryheuresearchResearch involving
health and health services aims to produce reliabtevalid research data, to improve
the provision and effectiveness of heath care sesviBowling, 2009). Increasing
advances and specialities in medicine, means thteny expectations of service
provision are higher (Pope and Mays, 1995). In otdeensure that standards of care
are met, health professionals need to contributeddyody of scientific knowledge. By
using rigorous methods of conducting research, saghgualitative or quantitative

methodologies, a wide range of research questiande answered.

Research is informed by a particular worldview @rgpective that is held by the
researcher within the discipline they work. Thesespectives are known as paradigms
and enable researchers to understand phenomené \ahgsi that science should be
conducted (Creswell, 1994). The different paradigmres characterised by ontological,
epistemological and methodological differenceshigirt approaches to conceptualising
and conducting research (Weaver and Olson, 200y Bre described as a “set of
basic beliefs that guide action” (Guba, 1990) whedntrol inquiry and act as the
foundation and rationale for why a certain methbdngestigation is used. Paradigms

can also be defined as sets of philosophical petisps depending on the specific
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research approach, for example quantitative oritgtiae methods (Weaver and Olson,
2006).

Guba and Lincoln (1994) suggest that social scehese passed through a number of
“paradigm eras”, these are periods in which cersaits of basic beliefs guided inquiry
in quite different ways. The four paradigms posstin, post-positivism, critical theory
and constructivism, each has its own set of “bdstiefs” and are referred to as

competing paradigms.

Positivism has a long tradition in quantitative e@@<h, positivists test theories and
hypotheses following the natural scientific appigaic which a belief in a universal
system of laws has been established (Holloway, 199%vas suggested by Comte a
French Philosopher that the emerging social scest®uld also follow the natural
science methods, whereby researcher and subjekeptat a distance to avoid biases
(Holloway, 1997). However, the traditional approdohguantitative research, does not

always answer complex questions about the charatterman circumstances.

Post-positivism emerged as a modified form of pasitideas and assumes that reality
cannot be completely known and is limited by huraaderstanding (Holloway, 1997).
Post-positivists believe that reality can neverfily comprehended and consider the
use of multiple methods in their investigationgj&aher as much of the truth as possible
(Guba, 1990).

Positivist or post-positivist researchers are nasually concerned with human
interaction or feelings, or people’s perceptionst are interested in measurable facts
that can answer questions of cause and effecttyfies of research questions that can
be answered with this type of approach are noaBlatfor qualitative research.

The pragmatic paradigm provides the underlyinggsuiphical framework for mixed-
methods research. It is not committed to any oséesy of philosophy or reality, but it
used to focus on the ‘what’ and ‘how’ of the resbkaproblem (Creswell, 1994, p.11)
and it is the research question that is of paramouportance, not the paradigm that
underlies the method (Tashakkori and Teddlie, 2008ed method research combines

quantitative and qualitative research techniqued ases multiple approaches and
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concepts to answer the research question (Johrisah, 007). Pragmatism may be
more significant to applied research, includingtheservices research (Bowling and
Ebrahim, 2008).

The paradigm often used for qualitative researckhés constructivist or naturalistic
approach (Lincoln and Guba, 1985), postmodern aderpnetative. Interpretivism
emerged in opposition to positivism as it triesuttderstand and explain human and
social reality (Crotty, 1998). Interpretivism cesgron how human beings interpret and
make sense of their personal reality and has w$sron philosophy and the human
sciences (Holloway, 1997). From a constructionigtinp of view, meaning Iis
constructed not discovered by human beings, whew ititeract with the world, which

they are trying to understand (Crotty, 1998).

The philosophical assumptions of ontology and epistiogy, as suggested by Creswell
(1998), should also be addressed. The issue obriteogical assumption addresses,
what is the nature of reality. Quantitative reskars think of reality as objective and
independent of the researcher, it is only somethaigch can be measured with
instruments or questionnaires (Crotty, 1998). bmtrast qualitative researchers believe
that reality is constructed by the participantsoied in the study and therefore

multiple realities exist (Creswell, 1994).

The epistemological assumption of the relationff@ween researchers and the subject
being researched, is also different between the thaditions of quantitative and
qualitative research. Quantitative researchergesta remain distant and independent of
what is being researched to avoid bias. Whereadljtafive researchers interact with
the participants being researched (Creswell, 1284) try to minimise the distance,
between the researcher and those being studiech(GaB0).

Several methods used in studies on health carehaatth have been produced by
positivist traditions, these are usually quantiatstudies (Guba and Lincoln, 1994). It
is believed that adhering to one paradigm will datee how theory is developed and
therefore limit knowledge available for use in piree (Weaver and Olson, 2006). Guba
and Lincoln (1994) argue that quantitative and it@t@le methodologies should be
considered separate to paradigms and that eitherbeaused with any paradigm.
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However, the most practical argument is to chobgenmethodology, which will best
facilitate the answer to a study's question, indeeatly of the researcher’s
philosophical beliefs (Morse, 1994).

The philosophical belief underpinning this studythe perceptions of patients with
operable pancreatic cancer views and experiencésodfand weight loss before and
after surgical intervention and the meanings aitatl to their personal experiences.
Therefore interpretive philosophy underpinned tkisidy and influenced various
choices for the study design. Considerations wgbae given to the researcher’s
knowledge and experience and its effect on thepregation of the data.

The justification for selecting a qualitative medlotogy as a specific design strategy
and phenomenology as a philosophical approachhiistudy will be discussed in the
following sections.

3.2 Why qualitative research methodology

Qualitative research involves a variety of datdembion methods, such as interviews,
observational methods, case study, and visual.t@&tsising one or several of these
methods a qualitative researcher can attempt tersakse of, or interpret a phenomena

that gives meaning to individual’s lives (Denzirddnncoln, 1994).

Qualitative researchers study individuals in theatural setting, which involves the
researcher going out into the field and gainingeasdo participants in order to gather
information (Creswell, 1998). Qualitative researshare interested in the individual’s
point of view, they feel they can get closer to fherticipants perspective through
detailed or in-depth interviewing or observatior dhey make no attempt to introduce
experimental controls on the phenomenon under stQuwlitative researchers argue
that this will provide them with rich descriptiortd the social world (Denzin and

Lincoln, 2003).

In comparison, although quantitative researcheessumilar methods of data collection,
they are more interested in measurements and woeldoncerned with gathering
information about characteristics and statistieatdrs associated with the phenomenon

being studied and not the experience or meaniaglat to it by the individual (Ritchie
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and Lewis, 2003). Qualitative researchers can tbereexplore complex phenomena
that are not amenable to quantitative researcRengg and Mays, 1995).

By focusing on patients’ feelings, meanings andeeignces, the researcher, as a health
care professional, is able to understand how patieerceive health services (Bowling,
2009). It is only the qualitative approach thatemkhe subjective experiences of the
research participants as its focus (Hallett, 199%)is study aimed to explore and
understand the lived experiences of patients wgbrable pancreatic cancer and the
nutritional issues experienced, before and aftegesy and what it meant to those
individual patients. Therefore there was no neeadef@erimental controls and thus a
qualitative approach was seen as the best wayinihgaan insight into the naturalistic

everyday experiences of patients with pancreaticea

3.3 Qualitative Research Strategies

Qualitative research is a field of inquiry that encompassed by a complex
interconnecting family of terms, concepts and aggions (Denzin and Lincoln, 2003),
with a wide range of differing techniques to cadlldata (Swift and Tischler, 2010). It
involves an interpretive, naturalistic approachptuticipants and covers a variety of
research methodologies originating in the tradgioof philosophy, anthropology,
history and sociology (Creswell, 1998, Holloway,9T9 However, there are few
similarities between the methodologies, as thefedih terms of their philosophical
underpinnings, theoretical, ontological and epistiegical orientations, shared
understandings and purpose (Guba and Lincoln, 1988} includes the traditions
associated withethnography, grounded theory, case study and phemaogy. The
following table is a simple overview, which highiig some of the differences between
the traditions in qualitative research and shows Bome of the methods overlap each
other.
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Table 6: Comparison of research traditions used imualitative research

Research Discipline origin Focus Typical data

design collection
method

Ethnography Cultural anthropology, Describing and Participant

Sociology

interpreting a
cultural and social

group

observations,
interviews,
artefacts and

documents

Phenomenology

Philosophy, sociology

,Understanding the

Long interviews

Psychology essence of with up to 10
experiences about g people
phenomenon

Grounded Sociology Developing a theory Interviews with
theory grounded in data 20-30 people to
from the field achieve detail in
the theory
Case study Political science, Developing an in- | Extensive forms

sociology, evaluation, | depth analysis of a | such as

urban studies, other | single case or documents and

social sciences multiple cases records,
interviews,
observation, and

physical artefacts

Adapted from Creswell (1998, p.65 & p.148).

Ethnography is used as a research strategy to staddrthings from the point of view
of the people involved, rather than the outsideesvvEthnographers are involved in
extensive fieldwork with social groups and learowtthe culture and philosophy of the
2008,

Hammersley and Atkinson, 1983). The term literaligans a description of peoples or

group members which guides their experiences (enand Lincoln,

cultures and its origins are based on the workoofas anthropologists. Ethnographers
use participant observation, which was originalBsigned as a method of studying
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small homogeneous societies, whereby an ethnogrdpeel in that society for an

extended period of time (Hammersley and Atkinsd®83). The ethnographer would
learn the local language, participate in daily,liés an impartial observer, but would
immerse themselves into the cultures of the sodjatkinson et al., 2003). It was

broadly thought that this methodology would proddeg¢a that strongly reflected the
societies own point of view (Denzin and Lincoln03). This approach uses interviews
and field notes, but almost exclusively utilisegtipgpant observation (Denzin and
Lincoln, 2008).

Examples of ethnographic studies are Bell (20093 #tudy used ethnographic
fieldwork over an 8-month period to explore patiepérceptions of adjuvant
chemotherapy, by utilising participant observatidmother example is the work of
Walshe et al (2011) who used observational dateeaan methods to understand
patient and professional roles in the palliativeecgetting. This study did not intend to
use participant observation as a method of datéeatmn and thus ethnographic

methodology would not answer the question the rekeawas interested in.

Grounded theory as a methodology, has emerged thiendiscipline of sociology, it is
an area of enquiry that is focused on society hadrtdividual. It is characterised by its
use of a qualitative approach to explore the phe&mam in its natural environment
(Glaser et al., 1967). Grounded theory methodspluevthe application of systematic
steps and procedures, that result in the developofean inductively derived theory
that is “grounded in the data” and provides thecadly complete explanations about a

given phenomenon (Strauss and Corbin, 1998).

Grounded theory methods were used in five of thdies included in the critical review
of the literature (Dewey and Dean, 2007, Dewey Bm@n, 2008, McClement and
Harlos, 2008, McClement et al., 2003, Shragge t28l07). Each of these studies
aimed to generate an inductively derived theorynfrthe data. This study was not
aiming to generate a theory, but aimed to expldre lived experiences of the
individuals and the meanings given to those expees. Therefore grounded theory

was not used as a methodology.
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Case study research is a method often used intafizadi research. It is used to examine
and focus on individual cases and has clear boiesdar the types of questions asked,
the data sources used, the setting and participavddsed (Yin, 2011). A number of
data sources can be used, such as observationmdotss and interviewing and
researchers mainly investigate cases tied to afspsituation and locality (Holloway,
1997). Case study research strategies can be asedaluate complex interventions,
such as a study by Walshe (2011), which evaluasdithfive care services. Although
this type of inquiry can be used to explore indingts or groups that share common
experiences, the main form of data collection tense observation. This study, as
previously discussed did not intend to use obsenvads a form of data collection,

because it was interested in the experience ofichakls.

Phenomenology, examines the meaning of experiefizemdividuals, although this

strategy also uses interviews and field notes,o#sdnot exclusively use participant
observation (Creswell, 1998). It has been widelgdum qualitative research when the
aim of the study is to describe particular phenaanenthe appearance of things, and
interpret these meanings to a certain degree ahdmpd richness (Van Manen, 1994).
As a research method in nursing it has been usad/ariety of studies discussed in the
critical review of the literature (Hopkinson andr@er, 2006, Hopkinson et al., 2006a,
McGrath, 2002, Reid et al., 2009a, Reid et al.,920®Reid et al., 2010) and these
studies have underpinned their research, using théthod to gain a deeper
understanding of patients’, families’ or carers’ rowerspectives. The focus of the
studies cited above was on experiences and mearandsattempted to identify what

was unique about those meanings and also the figsib identifying the ‘essences’

of the lived experience.

3.4 Why phenomenology

Phenomenology differs from the other approacheshanit does not aim to generate a
theory (grounded theory), describe a bounded phenom(case study) or expand on a
meaning to specific cultures (ethnography). Ratipleenomenology is the study of

lived meanings and tries to explain and describeeipth the meanings lived everyday
in our existence as human beings, our lifeworldn(\kéanen, 1994). Therefore, Van

Manen (1994) suggests phenomenology is a humancecEnce the subject matter is

the structures of meaning of the human lived world.
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By reviewing qualitative literature and criticallyassessing the qualitative
methodologies, the researcher chose phenomenob@Epause it examines the lived
experience of humans. Lived experiences providassshor self reflection and learning
as individuals think about their actions and pgytton in a particular event and store
their experience in the consciousness (Van Man884)1 Phenomenology, therefore
aims to explore the essential meanings of the expee as they are lived by the

individual in order to understand and seek mea(tigay, 2009).

The proposed research was an exploratory studyaaned to understand and explore
patient’s perceptions, and their experiences thppaned to each individual and to gain
a detailed understanding of each individual expege through their rich descriptions

and meanings of the phenomenon (Finlay, 2009).

3.5 Introduction to phenomenology

Phenomenology is frequently considered centrah&interpretive paradigm (Denzin

and Lincoln, 2005). Phenomenology is a philosoghizethod to study phenomena and
human experience and has been used to exploreviek éxperience or existential

meaning of people. It is not a research methoduahk, but a philosophy and attitude to

human existence (Wojnar and Swanson, 2007).

Human beings reflect on lived experience because ot possible to reflect on an
experience whilst it is occurring. Phenomenologtherefore retrospective because it is
a recollection of the experience that has alreanhbived through (Van Manen, 1994).
The process is inductive and descriptive; it sekgecord experiences from the
viewpoint of the individual who had them, withoumposing a specific theoretical or

conceptual framework on the study before collectiata.

Conducting research from a phenomenological pdintiew is to question, as human
beings, the world in which we live, wanting to kndive world and the way it is
experienced. This knowing the world, means oneth&® in the world in a certain way
and questioning, researching and theorising is rdantional act to become fully
immersed in the world and to become the world. Theeparable connection to the
world is known in phenomenology, as the principf€intentionality” (Moran, 2002,
Moustakas, 1994, Van Manen, 1994).
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Phenomenological research is characterised by tity ©of the life-world or lived
experience, a concept introduced by Husserl. Thddwehich Husserl described as the
“world of immediate experience”, the world as “@dy there”, “pregiven”, the world as
experienced in the “natural, primordial attitudbat of “original natural life” (Husserl,
1970, pp.103-183). The aim of phenomenology isaio @ deeper understanding of our
daily experiences and tries to gain insightful dggions of how the world has been
experienced pre-reflectively. Therefore phenomegldoes not provide a theory of
how the world can be explained or controlled. ferd a more insightful way to be in
direct contact with the world and answers questiohseaning in understanding an
experience from those who have experienced it (Manen, 1994).

The following section will discuss the differencbstween the phenomenological
approaches and the differences between HusseHaieggerian and Gadamerian

traditions.

3.6 Phenomenological traditions

3.6.1 Edmund Husserl (1859-1938)

Phenomenology has its roots in philosophy and ik laophilosophical theory and a
research method. It was founded as a philosophizdmund Husserl (1859-1938) a
mathematician, who after attending lectures by yclpslogist and philosopher Franz
Brentano on the notion of “intentionality”, set hion the path to phenomenology
(Cerbone, 2006). Intentionality is described aswlag in which the consciousness is
inseparable from the world (Koch, 1995). Hussettically analysed Bretano’s work

and set out his own concept of intentionality, teaery conscious lived experience
intends something (Moran, 2002). Thus from a Huissermeaning, whatever has
actually been thought or remembered is an experiamed more specifically a lived

experience (Macann, 1993, Zahavi, 2003).

Husserl thought it was entirely possible for twample to have the same experience in
terms of structure, but the causal structure ofetigerience would be entirely different
(Cerbone, 2006). Husserl called his phenomenologyre” or “transcendental”,

meaning that the first step in isolating a consmemxperience is to suspend any

questions of the experience in relation to envirental influences (Cerbone, 2006).

Any phenomenon can represent a suitable startingt gor an investigation, as

phenomena are the building blocks for human sciesmo@ thus the basis for all
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knowledge (Moustakas, 1994). Husserl wanted toodisicthe meaning and essences in
knowledge. His phenomenology is guided by the idéaessence, the immediate
experience and getting back to that immediate éspes can provide clarity and a

deeper understanding of the experience (Crotty6)199

Husserl developed the concept of Epoche, this menglea or statement assumed to
be true needs to be removed or bracketed a terem tatkm mathematics. Either of
these terms can be used to refer to the processdottion, of consciousness being
achieved (Crotty, 1996). In other words a detachroerisengagement rather than an
absorbed attitude, to bring the nature of the agpee to light (Moran, 2002).

Husserl’'s fundamental construct of reduction ineorth gain a deep understanding of
the essence of the phenomenon studied is essentisserlian phenomenology. He
claimed that through reduction, which means bracgedcientific theories or concepts

as well as the researcher’s preconceptions, thenessof the phenomenon could be
discovered. However, the question is whether gassible to ‘put aside’ or ‘bracket’

one’s own preconceptions and knowledge about agrhenon being studied (Koch,

1995, p.829) and enter the field without prejuditbe researcher would make every
effort to set aside prejudgements of the phenoniemag studied, so that the study,
could be conducted as far as possible free of psgions, beliefs and knowledge of
the phenomenon from previous experience (Moustal@®4). Meaning the researcher
puts aside their professional background in orddyet completely open and naive when
listening to participants describe their experiendéus, Crotty (1996) suggests that the

researcher does not influence the data collectitimtiveir personal beliefs.

3.6.2 Martin Heidegger (1889-1976)

Martin Heidegger (1889-1976) a former pupil of Herssvanted to present his own
conception of phenomenology and break away fromptineciples set out by Husserl
(Macann, 1993). His first and most noted publicatio 1927 was Being and Time, in
which he sought to set out the basic principleBigown notion of phenomenology and
it is through this that he claimed to understandn@menology in a more radical way
than Husserl (Moran, 2002). Heidegger thought thamans are hermeneutic
(interpretive) beings, who are capable of intefpgetan experience, however the
interpretation is based on the person’s backgroondhistoricality (Laverty, 2003).

Heidegger described historicality as a person’sohysor background this includes a
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person’s culture and how what is handed down thraygnerations affects their view
on the world (Laverty, 2003).

Heidegger's guiding question in Being and Time isatvit means to “be”, and the
understanding that “being” is not a way that hunt@mngs think, but how we act.
Heideggerian phenomenology therefore seeks topirdemour everyday experiences
rather than trying to isolate conscious experig@®bone, 2006). After the publication
of Being and Time, Heidegger deserted the transsdat approach (Moran, 2002) to

phenomenology in favour of hermeneutic phenomengloganing interpretation.

Hermeneutic phenomenology is concerned with tleeviibrld or human experience as
it is lived. However, it focuses on highlighting athappear as insignificant aspects, that
are taken for granted in the lives of human beiagd creating a meaning and
understanding of these experiences. This is tHerdiice between the phenomenology
of Husserl and Heidegger (Laverty, 2003). Hussermcentrated on understanding
beings or phenomena, whereas Heidegger introdueeddncept of ‘Dasein’, which
translates as ‘the mode of being human’ or ‘theas#gd meaning of a human in the
world’ (Laverty, 2003, p.24). The basis of his argnt is that peoples’ worlds are
formed through background or culture and familyuesl These are handed down
through generations and this accounts for how gebpé and experience their lives

(Wojnar and Swanson, 2007).

Heidegger thought the interpretive process wasularc moving back-and-forth
between, what the researcher and the participang bo the investigation from their
own background and experiences (Koch, 1995). Therefthrough a process of
interpretation and interaction an understandinghaf phenomenon being studied is

generated (Wojnar and Swanson, 2007).

3.6.3 Hans-George Gadamer (1900-2002)

Hans-George Gadamer a German philosopher (1900-208@ made important and
influential contributions in the area of hermenesittlaimed, that Martin Heidegger was
a major influence in his thinking and reasoning. plemoted the idea that our biases
and beliefs are the product of our history and ftecess of learning and re-
understanding never ends, but hopefully comes closthe truth as our understanding

progresses (Moran, 2002).
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Gadamer is best known for his work Truth and Met{i®260) it is the leading work in
hermeneutic philosophy of the 2@entury. It follows in the footsteps of Hussertan
Heidegger and acknowledges the possibility of a tuauthentic experience (Bleicher,
1980). For Gadamer, hermeneutics is an historinderstanding of past and present,
there is no present without the past (Crotty, 1988 understanding and interpretation
are always bound together and interpretation is\antving process. Thus, a definitive

interpretation is not possible (Laverty, 2003).

Hermeneutics involves being capable of readingkaitea way that the intention and
meaning behind how it appears are fully understdduas, there is an interrelationship
between the description of an experience and tdenying dynamics or structures that
account for that experience, providing a fundamemi@aning enabling the substance
and essence to be understood (Moustakas, 1994an@acargued in his work, Truth
and Method (1960) that humans live in a world tisaencountered and inhabited
through language and as such, language is the matitough which understanding is
realised. Therefore, for Gadamer, language hasritss being in ‘speech’, the kind that
occurs in the context of a conversation leading tautual understanding (Gadamer et
al.,, 2004). He felt bracketing was impossible aratalty ridiculous; as our
understanding is based on historicality and wikvitably involve some prejudice
(Laverty, 2003). His view acknowledged the preseoichistoricality in understanding
and he argued that these perspectives have aveosile to play when searching for

meanings (Gadamer, 1976).

In summary, phenomenology as a research methoddes highly debated in recent
decades. The transcendental phenomenology of Hussel the hermeneutic

phenomenology of Heidegger and Gadamer, do shane sanilar concepts and each
philosopher influenced one another. They all soughincover the life-world or lived

experience (Laverty, 2003). Later phenomenologigisre inspired by Husserl as an
initiator of phenomenology (Zahavi, 2003), but mdmgnch off in different directions,

while some complement his original vision (Cerbo@806). His successors have
widely criticised his interpretation of phenomergyoand it is now considered to be
outdated (Zahavi, 2003).

The next part is this chapter will discuss why ititerpretive framework of hermeneutic

phenomenology approach was selected to undersrstindy.
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3.7 Choice of phenomenological strategy for this stly

In this proposed study, participants were awareth® researcher’s professional
background, because the surgeons and specials aticlinic introduced them during
the recruitment process. Also the Patient Infororatbheet stated who the researcher
was and their interest in the study topic. Themefarsing bracketing as suggested by
Husserl, for this study could have affected theigipant/researcher relationship and if
the researcher did not acknowledge their professierperience of the phenomenon

being studied, this could also have affected thiglitaaof the study.

Heidegger argues that a person’s background anallkdge cannot be bracketed and
that a researcher needs to be conscious of theiexsting beliefs, thus making it
possible to examine and question any new datanlgtarise during the interpretation
(Finlay, 2009). In a similar vein to Heidegger, Vitanen (1994) does not embrace
Husserl’'s view of bracketing. According to Van Man@994) the researcher should be
clear and open about their understandings, belidses, assumptions, presuppositions
and theories. It is not possible to simply ignordarget what is already known, about
the experience that has been selected for studyder for the researcher to reflect on
the essential themes, which characterise the phemom

Koch (1995) suggests that the starting point of stngy should begin with the research
methods being consistent with the researcher'sngssons and Van Manen’s (1994)

theory that the chosen method should be harmoniotis the interest that makes a
person, for example, a dietitian or nurse or tlebiosen profession. Taking this into
consideration and after further reflection on the &f the research, which was to
explore the experiences of nutrition for patientdhwperable pancreatic cancer before
and after surgical intervention and focus on tkediexperience, though direct contact
with this group of patients. The researcher dectdeadopt the interpretive framework
of hermeneutic phenomenology, which as Koch (199%)gests is most useful as a
constructive framework to examine contextual desioms of a lived experience

generated from meaning and understandings artenildly the researcher and
participants. Interpretation, according to Heidegd#962) constitutes our basic

structure of being in the world, and we experiesoenething that has already been

interpreted. This stance incorporates the phenological philosophies of both
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Heidegger (1962) and Gadamer (1975). This reflecipproach would not have been
possible with the transcendental phenomenologyusisirl.

The Study Design
The following section will discuss why interviewsere chosen as the method of data

collection.

3.8 Theory in interviewing strategy

Interviews in research can be structured, semésitred, or unstructured (Kvale, 1996,
Mason, 2002). Structured interviews are composdt miedetermined categories for
the answers, they do not leave any room for detbegipesponses, and each respondent
is asked the same questions (Britten, 1995). Trase typically associated with
guantitative approaches. Unstructured interviewesuaed when the research has no pre-
determined questions or expectations of the datihaae associated with a qualitative
approach. Although the same topic is covered waitherespondent, there is flexibility
in the language used and the responses are amidula the depth the respondent
wishes. This allows the researcher the opportunitiarify the respondents answers or
guestion further if necessary (Ritchie and Lew¥)3). Semi-structured interviews are
more focused to the research plan and offer a balaatween flexibility and structure,
even though the researcher does not ask eachipanti¢the same question, worded in
exactly the same way (Holloway, 1997). Semi-strteduinterviews provide greater
breadth or richness in data compared with strudtureerviews and allow participants
freedom to respond to questions and probes, amarrate their stories without being

tied down to specific answers (Morse and Field,5)99

The various strategies of inquiry in qualitativesgarch differ in their philosophical
assumptions and the theoretical perspective opbemomena being studied (Cohen et
al., 2000). The interview has very different pugmswithin the social and human
sciences, for example studying the ways of pasdicwaultures for an ethnographic
study, uses a different interview method and hdgfarent function to conversational
interviewing (Van Manen, 1994) .

In hermeneutic phenomenology, the interview hasrg gpecific purpose (Cohen et al.,

2000). First, it is used as a means for explorimg gathering of narratives (stories) of
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lived experiences. Second, it is a means by whihdévelop a conversational
relationship with the participant about the meanaigthe experience. This may be
achieved through reflection with the participant e topic at hand (Van Manen,
1994). Interviews also allow participants to shdreir experience and stories in their

own words (Kvale, 2007).

For a study underpinned by phenomenology, Moustélke84) suggests that typically a
long interview, that lasts up to an hour and a Watiuld be the method of data
collection, as it gathers stories or anecdotes ¢hatbe used to develop a richer and
deeper understanding of the phenomenon. Howevsuyggested by Van Manen (1994)
in-depth interviews enable the researcher to devalacher and deeper understanding
of the phenomenon being explored. This would bentrmal, interactive process and
the interviewer devises loosely, open-ended questiaith some closed questions that
will focus the interview and lead to a detailedcdission of the participant’s experience
of the phenomenon (Moustakas, 1994). The questgihsieed to be open-ended and
non-judgemental to encourage information to emeky@w this is constructed will
depend on how well a balance is achieved betweddanmahe interview open-ended
and focusing on a significant statement (Charm@agep

Qualitative interviews, especially in-depth intewis are often described as a mode of
conversation (Lofland and Lofland, 1984, Loflanddahofland, 1995), whereby a
researcher will gently guide an interviewee into extended discussion, but the
researcher, although wanting the interview to fleaturally will not want the in-depth
interview to bear any resemblance to an everydawemation (Ritchie and Lewis,
2003). This is a conversation that needs to beeguigy the research question that

prompted the interview in the first place (Van Man&994).

Qualitative interviewing therefore builds on corsagion skills that a researcher already
possesses, but to conduct a qualitative interviad faear the meaning of what the
interviewee is saying requires skills beyond thhtoalinary conversations (Britten,
1995). Developing these skills takes a great ddapractice (Mason, 2002) and
healthcare professionals receive training in comoaiion skills and are experienced at
eliciting information from a variety of patients f@per and Swift, 2011), compared to

novice researchers.
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Qualitative interviewing was chosen as a methoddata collection, for this study
because the ontological position that peoples’ Kadge, views, understandings,
interpretations, experiences and interactions aanmngful properties that this research
was designed to explore. However, the epistemadbgimplications of this approach
needs to be considered and the researcher nebesviery self-critical in judging how
well an interview can supply this (Mason, 2002)or Example, this study is based on
peoples’ experiences of nutrition and weight losite and after surgical intervention
and interviews as a method of data collection &nry dependant on peoples’ capacity

to verbalise and remember.

Hermeneutics as previously discussed is the sthidyeointerpretation of texts and the
aim of hermeneutic interpretation is to gain a ersal understanding and meaning of a
text. The research interview is a conversation wiligcuses on the human life world
and the recorded words of the interview are therweded into texts to be interpreted

(Kvale, 1996). Therefore, making hermeneutics highlevant to interview research.

3.9 Summary of part 1

The phenomenological traditions have been discussad their links with the
phenomenological philosophy underpinning this studyjhe use of qualitative
interviewing to provide an open-ended in-depth ergiion, of an aspect of life about
which the interviewee has substantial experienes, leen justified. Interviews can
elicit views of a person’s individual world and entiewing is a flexible, emergent
technique, which allows the researcher to focus@ndescriptions of lived experience
and meaning. The study intends to look deeply th&oparticipants’ experiences. Thus
by returning to the phenomena and re examiningxperiences meaning can be given

to these experiences and perhaps also uncover m@ngotten meanings.
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Part 2: Research methods of sampling, data colleom and analysis, conducted for
this study.

3.10 Sampling strategies

Sampling is a general feature, when designing badiitative and quantitative studies,
no matter what size of population the study invelugowever, choosing a sample is an
important stage in the research design (Marsh@96) This is because a decision
needs to be made about the people and setting seflearch and the researcher cannot
include everyone (Mason, 2002), as it is not pecattor ethical to study a whole

population.

Probability sampling is generally considered tothe most rigorous approach, as it
aims to produce a statistically representative $ampa small-scale population from

which it was drawn (Marshall, 1996, Ritchie and i£w2003) and is most appropriate
when the aim of the study is to test an hypothdsiscontrast, the samples from

qualitative studies are not intended to be stasiByi representative and therefore non-
probability samples are selected in order to réftectain characteristics of the sampled
population (Mason, 2002, Ritchie and Lewis, 2003).

In quantitative studies the aim of the study walally determine the selection of the
sample. The most frequently used samples are piipabamples, where the

population to be studied is chosen at random (Ma2002). Quantitative samples also
aim to draw a representative sample from the pdjpulain order for the results to be
generalised to a larger population (Marshall, 19%&wever, in qualitative research
generalisability is not as important, as choosexggles that can provide a collection of
rich data (Holloway, 1997). The issue of generdligg is the key distinguishing factor

between qualitative and quantitative research.

Selecting a random sample is not the most valuableto explore the complex issues
of human experiences. Therefore the researcheuitded by the research question,
when selecting a sample. This study is using catalé methods to answer the proposed
research question, the next section will discusgtialitative sampling techniques used
and the particular sampling strategy used forghisgly.
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3.11 Sampling strategies in qualitative research

In qualitative research the type of sampling usedletermined by the methodology

selected and the topic under investigation, notthly need to create generalisable
findings (Holloway, 1997). Research samples in itptale research are not static or

shaped by the original conceptualisations in tlseaech design, but are recurrent and
emergent in nature. This is referred to as antitergprocess (Mason, 2002, Ritchie and
Lewis, 2003). The study sample is identified at $teet of the research and during the
emergent research design, however it may not b&lgego exactly specify the number

of participants required at the start of the st(Rlychie and Lewis, 2003). This decision

should be reflected in an audit trail and as selectampling procedures are outlined
prior to the start of data collection, the researdhould be able to clearly describe this

procedure when describing their methodology (Draue al., 2007).

There are different approaches to purposive sagplas suggested by Miles and
Huberman (1994) and the rationale for choosingekdh-based sampling will be

discussed. Convenience sampling, could save tinte raoney because it maybe
convenient to study the participant, as they arailable. However, for a

phenomenological study a much narrower range ofpbag strategy is required

(Creswell, 1998). Theoretical sampling minimisesgible bias from selecting a sample
on the basis of convenience (Mays and Pope, 188&%yever, theoretical sampling is a
term used in grounded theory and the researchemiaga participants who can
contribute to the evolving theory, it is a pivotatrategy in grounded theory
methodology (Charmaz, 2000, Glaser et al., 1967).

Purposive sampling as suggested by the name mplesaf the population chosen with
a ‘purpose’ (Mason, 2002), because they have kayackeristics, which enable an in
depth exploration and understanding of the fundaahetnemes the researcher is
studying (Ritchie and Lewis, 2003). It is sometintesmed criterion-based sampling
(Creswell, 1998), as the researcher chooses cexdirria, before the study

commences, on which the selection of the sampased (Holloway, 1997). However,

this does not mean the researcher can simply chammgesample, purposive sampling
requires the researcher to think critically abdwt key characteristics of the population,

they wish to study and carefully choose a samplthbasis (Silverman, 2005).
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By utilising purposive sampling, the researcheseisking to gain as much knowledge as
possible about the phenomenon being studied, trere$ampling is not preset in

advance, but is an iterative process guided by g@mgideas (Holloway, 1997).

Purposive samples are the most commonly used sanf@adamer et al., 2004,
Marshall, 1996, Miles and Huberman, 1994) as they able to produce the most
valuable data (Bryant and Charmaz, 2007) in ordl@nswer the research question. The
goal of this, hermeneutic phenomenological reseasas to develop a rich or dense
description of the phenomenon being investigatedn(Wanen, 1994). Therefore a
purposive sample of information rich participantaswequired (Denzin and Lincoln,
2000, Patton, 2002), who could explain the phenamest perioperative nutrition and
weight loss in pancreatic cancer patients. Theityual the research is affected by the
selection of the sample, therefore two factors neadeful consideration, the
appropriateness of the sample and the adequacleotample to provide rich data
(Morse, 1994).

The particular sampling technique and the sampléhfe study will now be discussed.

3.12 Purposive Sampling

Sampling strategies are determined by the purpbsieeaesearch (Curtis et al., 2000)
and for a study underpinned by phenomenology, & @ssential that all the participants
had experienced the phenomenon being studied (€les¥®98). Therefore, only
people having surgery for pancreatic cancer coutvige first-hand accounts of the
experience and the meanings attributed to it. Tthesqualitative method of sampling
chosen for this study was purposive (Mason, 2082)all participants were chosen
because they had characteristics which enabledete&xploration and understanding
of the central themes and puzzles the researchserswalying (Ritchie and Lewis,
2003). The key questions that were considered vewfiming the population for this
study were which group of the population could juevthe richest and most relevant
information to clarify the different aspects of tlesearch question. Also which groups
should be excluded because their specific expezgenere outside the scope of enquiry
and it would have been inappropriate to includerthe the study (Ritchie and Lewis,
2003).
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A sampling frame using existing information from die@l records and the list of
surgical patients were used to provide detailss@ébection of this sample. As purposive
sampling requires an advance knowledge of potepé&gicipants, it was essential that
the information provided by the sampling frame \@ppropriate for the selection of the

sample (Ritchie and Lewis, 2003).

3.13 Sample size

Qualitative samples are usually small in size, toisist of information rich cases
(Holloway, 1997) and each one typically generatelarge amount of information
(Curtis et al., 2000). An appropriate sample sgeme that adequately answers the
research question, this could be in single figugk, 2009, Marshall, 1996) or a
larger sample depending on the question being agkecbrding to Morse (1994) a
sample of about six participants are usually enpfigha phenomenological study, as
the researcher is searching for the essence dmuess of the participants’ experience,
whereas Creswell (1998) suggests it can be as e to 10 participants. However,
Rubin & Rubin (2005), argue that there should bexgleteness in the sample, and as
gualitative researchers do not have a preset sasigadefore the research commences,
since they are field orientated (Guest et al., 200@ sample may change in size as the

research is conducted.

In summary, the sample for this study consistedhoteen patients with pancreatic
cancer after surgery, which as suggested by P&@d2) were information rich cases
for in-depth study. Thus, sampling continued unil clearer understanding of the

experience could be achieved through further dsoas

In the following sections, the factors that infleed and guided recruitment to this
study will be discussed. To ensure participants thadrelevant clinical and treatment

related experiences to answer the research question

3.14 Factors influencing participant selection
Eligible participants were adult patients with paatic cancer where surgery to remove
their tumour, was their planned treatment optiom avho were accessing health

services at the approved recruitment site. Forrdgsarch, ‘adult” was defined as being
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aged 18 years or older, able to communicate andl ire&nglish and give informed

consent.

3.15 Exclusion criteria

As there were criteria influencing inclusion, thesere also criteria for exclusion.
Patients whose surgery was palliative for an inaplertumour were excluded.

The rationale for criteria excluding particular fi@pants needed to be explicit, because
of the ethical implications arising from choicesit@lude some participants, whilst

excluding others.

It was very important that the researcher and #réigipant spoke the same language,
thus non-English speaking participants were noturtszd to the study, because of the
need to involve an interpreter. This could be cdersd an ethical weakness, but the
justification for not using an interpreter, wastflthe emotions and meanings expressed
by the participant could be lost and potentially be translated exactly as meant by the

participant.

Patients, whose surgery was palliative, did nottrtieecriterion, of having undergone a
pancreatic duodenectomy operation, as surgeryhieset patients was a palliative by-
pass and their tumour was not removed. Therefoi® dlhoup of patients do not
experience the same perioperative nutritional aiffies and were excluded from the

study.

Patients having treatment for pancreatic cancerofiem under a lot of stress, which
needed to be taken into consideration when sampleg patients. They may be
undergoing chemotherapy or have developed comgicatfrom their surgery, all of
which were considered at this point and treated psyhetically. Therefore patients
were discussed with the surgeons and specialistenalr the recruitment stage before
being approached by the researcher. Thus, oveebingl the most vulnerable members

of this population was avoided.

3.16 Sampling access
Prior to gaining ethical approval the researcheculised the study design with the

Pancreatic surgeons and shadowed their outpatiéniss to gain an understanding of
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how long patients were waiting to be seen and trexadl running of the clinic. The
researcher discovered that clinics were often nmmver an hour behind, therefore
patients were waiting a long time to be seen amaitld not be appropriate to ask them

to be interviewed, especially for an in-depth iatew, during this appointment time.

Research participants were identified and apprahdhe the Pancreatic Surgical
Consultant and Pancreatic Specialist Nurse withieirt outpatient clinics. The
Consultants and Specialist Nurse discussed the stnd introduced the researcher to
provide further information. The researcher prodide participants with written
information, in the form of a Patient Informatiome®t, which had been approved by

the ethical committee. This will be further discadsn the ethics section.

In summary, the selection and size of the sample hased on the necessity for
consistency with the philosophical framework andenying aim of the study, which

was to explore patients’ lived experiences of miotmal symptoms and interventions
during their surgical treatment for pancreatic @ndhe sample for this study consisted

of thirteen patients who met the inclusion criteas previously discussed.

3.17 Data collection

Data were collected using semi-structured in-depterviews, to explore the issues
fully and in as much detail as possible. Althoulgé interviews are referred to as semi-
structured, they were conducted in an open conttensé style, which enabled the

participants to freely share their experiencess tbosuring the richness of the data
(Moustakas, 1994, Van Manen, 1994). As this re$earas investigating experiences
and views it was therefore justifiable to use ipitieinterviews, as a resource to
develop a richer and deeper (Van Manen, 1994) stateting of the phenomenon

being explored.

In-depth interviews were conducted in the partiotpaown homes, but they were
offered the choice of being interviewed in an otigyds room in the hospital or their
own homes. It has been suggested that the settiag mterview can affect the data
collection (Denscombe, 2003, Gillham, 2000), therefthe researcher was pleased that
although patrticipants were offered to be intervidwe a clinical environment, to give
them the choice that was most convenient for thehil. opted to be interviewed at

home, which helped them feel at ease and more ctabfe sharing their experiences.
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One participant commented that they would be helpé part of the study if the
researcher was able to interview them in their bome

Each participant chose the day and time for therwdw to be conducted, which was
convenient, and practical and they also choose soohere they felt at ease and were
able to sit comfortably (Denscombe, 2003, Gillh®05). As suggested by Birch and
Miller (2000) interviewees can sometimes disclogespnal information during the
interview, which may cause emotional harm. By wmigwing participants in their own
space, ensured confidentiality and enabled a rdlatmosphere to develop a rapport.
Therefore, following an initial personal introdwasti where the researcher emphasised
their own background, an informal discussion predeavhich as suggested by Johnson
(1993) is called ‘the entrée’. This was usuallgheat about the weather, to try and
establish a rapport with each of the participaass,the researcher was aware that
participants could find the interview experiencend@ding and emotional. By building

a sense of trust with the participant, it was hoiped the researcher presented herself as
someone who was non-judgemental and interestetieiratea of research. This was
particularly important when for some participaribse scheduled interview was the first

time they had actually met the researcher.

After the informal discussion, the researcher dised the aims of the study, how the
research was developed and the interest of thenskss in the topic. The researcher
confirmed again that the discussion would be digiteoice recorded and assured the
interviewee of the confidentiality of the discussid he researcher then suggested that
the participant take a few moments to focus orr ngderience, the purpose of this was
to try and create a comfortable environment, so tii participant would feel at ease

talking about their experiences.

The interviews were recorded with the participamqsimission using a digital voice
recorder, which was used in the transcription @& thterview. The interview was
recorded to capture a permanent and complete rexfotide discussion, because the
researcher could not rely on memory alone (DensepraB03). However, it has been
argued that recording interviews can change thditquaf the data, due to the

intrusiveness of the recorder (Lincoln and Gub&5)90n the other hand after the first
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few minutes many participants appeared to ignoeefdbt that the interview was being
recorded (Cohen et al., 2000).

The purpose of the qualitative research interview this study was to understand
themes of the daily lived world from the participgirown perspectives. As discussed
earlier the structure of the research intervievgimilar to an everyday conversation,
however as a research interview, a specific appraad technique of questioning was
used (Kvale and Brinkmann, 2009). The first intewiwas conducted using an

unstructured approach and being a fairly noviceaesher, led to an interview with lots

of responses from the interviewee that were tootsmal lacked sufficient depth in the

form of a story (Van Manen, 1994). The researchtected on this experience and the
subsequent interviews were conducted using a ceatienal semi-structured interview,

with the use of an interview guide, to enable tkpegiences to be explored to the
fullest.

The researcher guided the participants duringriteview, with the use of an interview
guide, which focussed on certain themes and suggjegsiestions, but the researcher did
not give specific opinions about these themes (&wald Brinkmann, 2009). Thus the
guide was adaptable (Denscombe, 2003), but italswed room to probe and phrase

guestions spontaneously (Gillham, 2005).

Each participant was asked the same initial questoy the researcher, to set the
context of the interview, “Can you tell me how ylmund out that you had a diagnosis
of pancreatic cancer?” This opening statement &tbthe participants time to recollect

their thoughts and focus their minds on their eiqrees.

The following are issues to be addressed duringitkerview and were used, as

prompts, when needed to guide the flow of the cosateon.

1. How was your appetite prior to your surgery?

2. Can you tell me if you had any weight loss?

3. What other symptoms did you notice?
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4. Did you have any problems with any foods/drink ptmsurgery?

5. How did you feel about being fed by a tube aftegety?

6. Did you see a dietitian either before or after ysurgery?

7. What dietary advice were you given?

8. What were your initial thoughts about changes tairyeating habits after

surgery?

9. How long did it take to start eating normally agafter surgery?

10.Can you tell me if you had any nutritional supplemseeither before or after

surgery?

11.How long did it take you to get back to your norresdel of fitness?

12.Would advice in relation to prevention of recurreraf cancer be useful after

surgery?

13.Have you considered or followed any alternativesfie

The questions were not fixed, but were guided by pharticipant’'s response and
therefore each interview was a unique story ofptheticipant’s experiences. Often lots
of questions were not required during the interviPatience or silence (Gillham, 2005,
Van Manen, 1994) allowed the participants time abhgr recollections and continue

with their story.

The researcher defined the focus throughout thesezsation and all participants
remained quite focused during the interview, beréhwere occasional generalisations
about the experience, such as, during the disausalwout hospital food, most

participants stated “well you know what hospitabdois like”. The researcher, asked
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participants for an example, to turn the conveosaliack to a more concrete experience
(Van Manen, 1994). This required the researchehawee good listening skills and
remain very focussed during the interview procesthe researcher was not

concentrating on the interviewee, the thread offikeussion could have been lost.

The knowledge gained by the researcher from thecgeant during the interview was
dependant on the social relationship created byirttegviewer and interviewee. This
relied on the researcher creating an atmosphereevihe participant felt comfortable to
talk about their personal experiences that wererded and would be read by others.
The researcher although listening to the partidipagxperiences and meanings, was
also sensitive to any vocal changes, facial exmmessor other bodily gestures, by
retaining an ‘active listening posture’ (Green dimebrogood, 2009), which involved the

researcher sitting forward and nodding both to gigeeement and encouragement.

The researcher was empathetic towards the inteea®nfeelings to build rapport and
trust with the interviewee to glean as much reléwaformation as possible during the
discussion. By creating trust the interviewer wiale 4o create an atmosphere where the
participant felt comfortable to reveal their prieatorld and share their experience
(Kvale, 2006). This is not implying that a deepeffidship was built up during the
interview, where the participant was encouragedliszlose information they might
regret later (Mitchell and Irvine, 2008), but a shg of ideas and negotiation (Birch
and Miller, 2000). This enabled the participantféel they could ask questions and

comfortably disclose their experiences.

In-depth interviews can be emotionally draining d@ndas important that the risk for
participants was minimised. Throughout the intesviéhe researcher was alert to any
verbal or non-verbal cues, which signalled tiredneléstress or emotional fatigue. The
skills the researcher has developed through expmief talking with cancer patients
about a range of topics (including body image,afietounselling and fear of mortality)

were conscientiously applied.

Regardless of whether stress was identified or petjcipants were reminded that the
process was voluntary and that the interview cdiderminated at any time, if they

wanted to stop for a brief rest, or stopped altogetif they felt uncomfortable
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answering any particular questions, or felt answgethe question would cause undue
anxiety. Participants were also reminded that #myd withdraw from the research at

any time without the need to give a reason.

One participant asked for the tape to be stoppedhey did not realise how talking
about their experiences brought back all theirifggsl of the difficulties they had gone
through, but after a couple of minutes, requedtedriterview continue and was alright
throughout the rest of the interview. Two othertiggzants were obviously emotional at
times when speaking, which was noted by body lagguaut neither requested the
interview to be stopped (see section 3.19.2).

The use of debriefing time was promoted at the ehdach interview, with the

researcher making sure all the required areassmiudsion had been covered (Kvale,
1996), by mentioning some of the main points disedsin the interview. The

interviewee was asked if they had expressed ail thews and no points had been
missed. The debriefing time also allowed partictpan ask questions or express any
concerns and this time also enabled the reseatchmiake sure the participants were
not left feeling that their questions would notdreswered. They were also thanked for

their time and taking part in the interview.

3.18 Field notes and reflections of the interviews

After each interview, the researcher reflected r@adlled what had been learnt from the
interview and field notes were created to suppldrtien raw interview data. These are
textual translations of the researcher’s feelingd enpressions about each interview,
each participant and the interview process expeenby the researcher and the

participant.

Each of the interviews continued until the partaifs felt they had told their stories.
Most were keen to tell their stories, but some ip@dnts needed more prompting,
using searching questions. According to Van Mari€94) some descriptions of lived
experience are richer than others and more carnsbewtred about an experience, from
some participants, than others. This was foundetdrie is this study, the researcher
discovered after one of the interviews that thetigpant felt they had shared their

experiences in as much detail as possible. Thecypamt had not asked questions, or
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questioned any of their treatment decisions througltheir cancer journey therefore
there was a different experience for the researtchgather here.

This is an excerpt of the field notes written bg tlesearcher after the interview with

Anthony.

When the interview started a lot of his repliesnseé very brief the interview was fairly
short.

After the interview again | was offered a coffee anscuit, which | accepted. | was
invited into the kitchen, which is when | noticdtetgarden. The participant finds this
very tranquil and calming, which is why he wantedit looking out the window during
the interview. He found it a big change not beaichome as he had never been in
hospital before. He was in for a total of 7 weeltth only a couple of days home leayve
during that time. He found it a huge shock and wevhen he was diagnosed, and|he
feels it has changed the way he feels about mahay,it is not everything and it is
better to be healthy.

He felt that the interview was short, but said bald not have elaborated further. He
did not want to know what was being done to himatuhe operation involved, so he
had not asked many questions.

The field notes included a description of the sgttand interactions, which were not
recorded, also any non-verbal communication (Cadtead., 2000), which was relevant
to the context of the interview and felt to be poiEly relevant to the research topic.
An example is shown below of the reflective notalseth by the researcher after the

interview with Pauline.

Excerpt from field notes from the interview withuhae.

We sat in the lounge no-one else was home, we sstcbpposite it other, all the time
she was talking she wasn't looking at me but slviagdpnead. At one point she turned her
head and was looking out of the window, her chartetl wobbling and | asked herif
she wanted me to turn the recorder off, which skle $he said she couldn’t belieye
how talking about her experiences brought it attkbagain and how deep it actually
goes. She said she was OK after a couple of mirartdghe interview carried on with
no more tears or upsets.

The debriefing from the interview often continudtéathe recorder had been turned off
and occasionally the interviewees discussed toihieg had not included during the
interview and might have felt uncomfortable diseugghe topic with the recorder on.
These discussions were included in the field nates provided a valuable context for

the later analysis of the transcripts, exampleshosvn below.
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Excerpt from field notes from the interview with \Bxa.

Unfortunately | turned the recorder off too soorcéuse the participant and her son
then talked for approximately 15 minutes

She talked about how she preferred the meals on Métause these are individually
heated meals and are served hot at the patienwdeedut when she was on the
surgical ward the meals were served from a largéeyr and she was sometimes not
keen on the choice of food or it was cold. She e@rtb know why these meals were
different and if all the hospital wards would addp same system

Taking field notes during an interview can be diift (Wolfinger, 2002), as

participants may feel uncomfortable, if the reskards writing notes while they are
talking and not looking at them (Holloway, 1997heTresearcher therefore wrote field
notes immediately after each interview to captulle tlee information from the

interviewee (Cohen et al., 2000). It has been atdghat writing field notes immediately
after the interview the researcher has to rely @mory and accuracy of recollection
(Denscombe, 2003, Lofland and Lofland, 1984). Hosvewas these were all written

immediately after each interview it was still frastthe researchers memory.

3.19 Ethical issues

Ethics in research relates to a set of guidingagules, which govern how research
concerning interaction between the researcher anthhs, or data relating to humans is
designed, managed and conducted. These princidedeaigned to protect people who
agree to take part in research, in terms of them privacy and in relation to protection

from manipulation by the researcher (Bowling, 2009)

This study was carried out with honesty and intggim order to do this the researcher
was honest and open about the purpose and contetiteoresearch and ethical
consideration was given to how the data was c@tecinalysed and disseminated and

the potential impact of this research on thoseqpaiting.

Prior to commencing this study ethical approval waaplied for using the National
Research Ethics Service, this is an online serdnd associated documentation,
including the protocol of how the study would bendocted, was submitted to the
Regional Research Ethics Committee. After minorngea, which did not affect the
research design both the Regional Research Etlocsnttee and the Research and
Development Department of the Health Trust wheeedtudy was conducted, gave a
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favourable opinion and granted approval (see appehd 4). The researcher had an
Honorary Contract to carry out the research atHbalth Trust where the study was

conducted.

The research ethics principles will now be discdss®d how these were carried out for
this study.

3.19.1 Fully informed voluntary consent

Fully informed voluntary consent meant the paracits had been fully informed about
the purpose of the investigation and the main featwf the research design, this
process is firmly set within the principle of respér autonomy. However, there is an
issue with exploratory interview studies where tlesearcher does not have prior

knowledge of how the interview will progress (Kvak907).

Fully informed consent involved informing the paipiants about the overall purpose of
the study, what the research involved, how mucle tand effort would be required if
they participated in the study and the possiblé&srisr benefits of participating
(Gregory, 2003). Fully informed consent also inwalvinforming participants that it
was voluntary and informing them about their rightwithdraw from the study at any
time, without giving a reason. Members of this \arhble group might have felt obliged
to consent, if they thought it could affect anyuhet treatment from the hospital.
Therefore participants were advised that any treatrwould not be affected and if they
took part in the study, they could withdraw at d@imye without hindrance or detriment

to their future treatment.

Consent was carried out in a consistent mannergchmvias specified in the protocol.
Patients were provided with written informationthre form of an Information Sheet
(see appendix 5) about the research and what ipatitity in the research would

involve. Patients were given two days or longeméeded to consider the written
information given in clinic or sent via the postherl participants were telephoned to
check they had received and read the written indbion and answer any initial

questions they had about the study.
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Participants were given consent forms to sign &gueendix 6), which outlined the aims
of the study and the implications of taking partthe study (Holloway, 1997), as it a
requirement of the ethics committee. Participangsewreminded again that taking part
was voluntary and were advised that any sensitivestipns that they were

uncomfortable answering, which would cause themuananxiety could be omitted.

Each participant signed the consent form in trgikc in line with research governance.
One copy was filed in the participants’ medicalesptthe participant kept one copy and

the final copy was kept in the Site File for theearch.

3.19.2 Risk versus benefit

The rights and dignity of the patients participgtiim the research also needed to be
respected. No harm must come to any patients,atheeir involvement in the research.
However, if due to any unforeseen circumstancesnithd arise to any of the patients
from either the management or design of the rebedhnis would be covered by the

NHS indemnity scheme.

The issue of safety for participants in a quahatstudy should be evident in the
discussions of the research methodology due testtent and depth of involvement by
the participants (Morse, 1994). In-depth interviesas be emotionally draining and it
was vital that the risk for participants was mirsed. Throughout each interview the
researcher, remained alert to verbal and non-vezbes, which signalled tiredness,
distress and increasing emotional fatigue. Paditip were reminded that the interview

was voluntary and therefore it could be stoppemhgtime.

The researcher needed to consider strategies tdgirgy participants from harm, as
taking part in the research may emotionally distygarticipants (Barnard, 2005) and the
researcher had an ethical responsibility to lestem emotional experience. They
needed to have access to other services, for egaoapinselling and this study gave
contact information for Patient Advice and LiaisBarvice (PALS) on the information
sheet as requested by the ethics committee. Thand®er also had access to the on call
psychiatric liaison specialist nurse at the Hedlthst, for advice on dealing with any
unexpected events which arose in relation to tiécp@ants’ mental or emotional well-

being, during the interview. Neither of these seggineeded to be utilised in this study.
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3.19.3 Confidentiality

Confidentiality relates to the protection of datdlected during the study and how it
will be used in the dissemination of the reseaedults (Holloway, 1997). As this was a
qualitative study, accessing participants’ persaxgleriences and feelings, told in their
own words. It was very important that the research&de clear how the privacy of the
data would be respected and the level of confidétyti used to make the data

anonymous as possible (Gregory, 2003).

Confidentiality was protected in several ways, lides to conceal the true identity of the
participants (Christians, 2000) involved in the dstu Any identifying features

mentioned during the interview were removed frone tinanscriptions, including

participants’ names, name and locations of any itelspand doctors names. The
participants were given a pseudonym by the resegrdaring the transcription process,
to protect their identities. Participants were asdoised of the confidential nature of the
interview session and how the data would be usedekample, your comments may

appear in published work but you will not be namedientified.

Interviewees can become very responsive to thegisite of the interviewer and disclose
personal and private information to someone theyehaot met before (Birch and

Miller, 2000). This can occur in a qualitative sgudlue to the intensive nature of the
interview and they may regret this disclosure afeeds. The interviewer must respect
the participants’ wishes for confidentiality of adisclosure they do not want published.
As gualitative studies use direct quotes from pagodints, they need to be informed of

this and only used with their permission.

Participants were also advised that the researcheunld be undertaking the
transcription of the interviews and professional/®es would not be utilised, however,

the researchers supervisors may have access tratiseriptions.

In order, to further protect the participants’ itlees, any personal data collected were
inputted anonymously onto a password-protected ctenpRecorded interviews were
stored on the researchers encrypted laptop andbeiltieleted after completion and

acceptance of this thesis. After completion of thissis, data will be held in secure
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archives at the University for 10 years, in accoo#a with the Regional Ethics

Committee and University requirements.

3.20 Quality assurance and rigour

Health studies have a strong tradition using qtetnte methods and qualitative
research is often criticised as lacking scientifgour (Mays and Pope, 1995), when
compared with quantitative experimental studiese €hticism relates to the fact that
rigour in qualitative research is measured diffdyerirom rigour in quantitative
research. There needs to be criteria for the etratuaf rigour in all types of research,
but it must be appropriate to the nature of theaesh methods used (Davies and Dodd,
2002, Mays and Pope, 2000). It has been suggestédobse (2002) that rigour in
quantitative studies is evocative of exactness, soradility, validity and clear
standards, whereas in qualitative studies it isdowith demonstrating and achieving
research that is logical, consistent and replicalbeording to Koch (1996) the issue of
rigour needs to be addressed by the researcheakingithe research trustworthy and
believable and to Van Manen (1994) when the rebearprovides pragmatic textual
data that is “strong in a moral spirited sense”.yMand Pope (1995) suggest the
qualitative researcher has two goals to achievaurigFirstly, to create an account of
methodology used and data generated within theresewhich could be followed by
another trained researcher, who could analyse dteeid the same way and essentially
come to the same conclusions and secondly, to peo@u credible and coherent
explanation of the phenomenon under study.

3.21 Achieving reflexivity

In order to promote rigour, as both a researchdraadinical dietitian, there was a need
to be reflexive in conducting this study (Koch, 69Reflexivity refers to consideration
of the researcher’'s own background, perceptionsiredest in the area being studied,
thinking critically about how the thoughts and an8 of the researcher shape the
research (Mason, 2002). It can involve a reflecie-examination of the relationship
between the researcher and participants in theystidde, 2003), as previously
discussed in section 3.18 by the use of field nodssan experienced clinical dietitian
with knowledge of nutritional issues of patientshwpancreatic cancer before and after
surgery, the researcher was aware that it wouldbeopossible to be fully detached

from these experiences. It is these experienceh#hve formed the basis for wanting to
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explore this phenomenon. However, throughout thernwews, the researcher was
careful not to guide the participants responseh thié style of questions, based on the
researchers clinical knowledge of the phenomena aladv them to tell their own

stories.

In order to be reflexive the researcher was alsscience of the fact that they needed
to analyse, how they might affect the researchgs®cTo achieve this particular care
was taken during the interviews by the researcppreziating the difference between a
clinical consultation and a research interview. &s experienced dietitian, with

knowledge about pancreatic cancer, the researchsraware that, wherever possible,
they should avoid commenting on clinical questias&ed by participants during the

study as this could effect the authenticity of ta@a. Van Manen (1994) suggests that
the participants are showing a greater interesttienstudy and that sharing information
helps to create trust and rapport. However, inisganformation, the researcher was
careful to use open-ended questions, which were guided by the researchers

knowledge of the nutritional experiences of pasamith pancreatic cancer after surgery

and allow the participants to tell their own expades.

As qualitative research is an interactive procéss is always moving back and forth
between the design and implementation, rigour ésetfore an interactive process that

occurred throughout the study.

3.22 Credibility

Credibility poses the questions of whether the axalion of the participants’ views,

fits the description of them by the researcher ahether the description is credible
(Tobin and Begley, 2004). In creating data for aldative study, the researcher
attributes meanings, from the transcripts of pgudicts interviews to the data (Fade,
2003), thus, the quality of the data will be infheed by the researcher and the

interpretation could lead to bias.

Credibility was demonstrated in this study througéspondent validation, peer
debriefing and an audit trail (Lincoln and GubaB83p The researcher completed a
form of member checking or respondent validaticad@ 2003, Mays and Pope, 1995).
As time constraints prevented the researcher rnegirto the participants after the

105



interview transcripts had been analysed and irgenvig them again, the participants
were given the opportunity to check their intervigsanscripts, for accuracy and
complete any missing data from the transcripts. fEsearcher asked each interviewee
after the completion of the interview if they woulike to check a copy of their
interview transcript. Of the 13 participants intewed, six were happy to read the
transcript and were sent copies in the post, teeareher rang each of the participants
after several days to confirm they had received r@ad the transcript and discussed
with them if they felt it was a true reflection thfeir experiences. Four participants did
not make any comments, but were happy with thestrgot. However, one participant
commented that their regional accent from wherg grew up as a child, but no longer
lived and had not done throughout their adult lifet felt their accent was still evident,
when reading the transcript. The other particip@tarned the transcript in the malil
with corrections highlighted, especially if a slamgrd had been used, which they
obviously felt was not part of their vocabulary.eTitesearcher re-checked the transcript

again the recording and found the transcript todreect.

Peer debriefing involved the researcher discustiegresearch process and findings
(Krefting, 1991) with the researcher’s supervisarisp have experience with qualitative
research methods. It has been suggested by LirfkoBuba (1985) that searching
questions used during peer debriefing may coneibota deeper reflexive analysis by
the researcher. Van Manen (1994) suggests thaarotmes need to critically analyse
their interview style, as many qualitative researshare novice researchers. Therefore,
they should reflect on their participation in th&erview, by listening back to the
recordings of the interview and ask for feedbaamfrsignificant others. Taking this
into account the researcher’s supervisors readigiwahe interview guide and one of
the transcribed transcripts, before we had a dsscasabout the emerging themes and
significant statements. The feedback from the rebea's supervisors enhanced
credibility and ensured the validity of the studly,their suggestions with the quality of

the data collection, interpretation of emergingiles and the role of the researcher.

The audit trail is a term developed by Lincoln &§au(1985) or sometimes referred to
as the decision trail (Koch, 2006), it providegansparent description of the research
steps taken from the start of the study to the ldgweent and reporting of the findings.

This has been demonstrated in this report by a description of the research path, the
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research design and how data was collected. Alsctidps taken to manage, analyse
and report on the data findings, which will be dssed in the following section, have

clearly been described and illustrated.

The following part of this chapter will detail thpgocess of data analysis by justifying
why Van Manen'’s (1994) hermeneutic phenomenologefétction was used to analyse
the data and demonstrate how the researcher hampattd to use Van Manen’s

approach to interpret the participants’ experiences

3.23 Choice of data analysis method

The aim of qualitative analysis is to try and dismothe underlying structure or
essences of the participants’ lived experiencespgersion in the data and engaging
with the data reflectively to generate a rich dggion of the deeper underlying
structures of the participants’ experience (Van &f@nl994). In order to achieve this
the researcher chose to adopt Van Manen’'s (1994phdreutic phenomenological
reflection to analyse the data and the purposehisfwas to try and understand the
essential meaning of a phenomenon. The decisioulteds from the researchers
interpretation of Van Manen'’s philosophical staoncethe value of human science. He
suggests in doing research, human science researahe questioning the world’s
secrets and intimacies, which are a constituentgiahe world. Thus, making human
science research a caring act to develop knowletiget what a certain phenomenon
means and the uniqueness of how it is experientleid. knowledge is then used to
improve the care of others. As a clinical dietitthere is an educational aspect within
this role and therefore the researcher felt ableetate to Van Manen’s views. The
researchers aim is to share the existential measfimgtritional and weight loss issues
of patients with pancreatic cancer, gained frora tesearch, with peers and colleagues,
to enhance the nutritional care offered patient®rbeand after surgery. In order to
achieve this a methodical approach is requirechtdyaing the data in order to provide

the reader with rich meaningful descriptions oftiggrants’ experiences.

The approach adopted by Van Manen (1994) does nestpbe a set of mechanistic
procedures but highlights the importance of using Bved experience description,
such as stories, taped interviews or conversatimngjscover themes and significant

statements of the phenomenon being studied. VaneMgh994) suggests that the
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meaning or essence of a phenomenon is not simpEnerimensional, but multi-
dimensional and multi-layered. Therefore, to un@ded and grasp the structure of
meaning of the text, it is important to think oethhenomenon described in the text as
meaning units, structures of meaning or themes.elBgcting on the lived experience a
reflective analysis of the structural or thematgpect of that experience can be
achieved.

Phenomenological themes, suggests Van Manen (1884)be understood as the
structures of experience, therefore by seekingterpret the meaning of the text, the
researcher is aiming to formulate a thematic mepaimmd translate the findings to the
reader in a such a way that the phenomenologigtlingites the reader to understand
the meaning (Van Manen and Li, 2002). From a phemmiogical point of view, the
researcher does not just report the findings, Bessensitive interpretive and creative
talents, if the findings from the research are éovhlued and understood (Van Manen,
2006).

3.24 Interpretive stages of data analysis for thistudy

The approach to the analysis of the data was ualdertin three stages and an
interpretive process was adopted. This proceskades in the table below. However,
the steps were complex and overlapped each otheryare not separate steps. In order

to visually present the stages, the table has bleewn as separate individual steps.

Table 7: Interpretive stages of data analysis

Stage 1| Interpretation of individual transcripts

Stage 2| Interpretation of collective data fromtladl interview transcripts

Stage 3| Interpretive story and emerging themes

Stage 1:commenced with listening to the participant téléit story and continued

throughout each individual transcript;
Stage 2:was concerned with comparing and contrasting #ta denerated, during the

interviews to get a feel of the experiences and aogsistencies and recurring

information in the descriptions;

108



Stage 3: focussed on all the interviews, with the aim oentfying significant
statements/themes from the experiences of patieitks operable pancreatic cancer.
(see figure 2-interpretive stages of data analygjsl08]. This figure has been adopted
from that used by Evans and Hallett (2007) in the#rmeneutic phenomenological
study of hospice nurses. It provides a step by btepkdown showing the iterative
process of moving back and forth between the stafyéee data analysis.

Each of these stages will now be discussed in mhetal.

3.25 Stage 1: Interpretation of individual transcrpts

3.25.1 Reading of all the participants’ descriptios

This stage of data interpretation started as ssaheresearcher listened to each of the
individual interview recordings. The researcheraabed the participant’s story as they
began to share their experiences of how they wixgndsed with pancreatic cancer.
This reflective story telling as suggested by Hgghr (1962) enabled the participants
to describe their experiences and appeared tothelparticipants make sense of their
diagnosis and share what living through this timetheir lives meant to them.
According to Heidegger (19962) it is these expemsnthat help individuals to make
sense of their world and therefore make them ingmbrnd unique.

The initial transcription of each interview was tguiough and words were skipped over
that were not clear. The whole process was theeated whilst listening and reading
the transcript concurrently, filling in the gapsdasrorrecting any words misheard on the
initial draft. This meant each transcript was tbsult of multiple drafts, which enabled
the researcher to become familiar with the datéhdtigh, this was a lengthy process
and a lot of time was spent transcribing each wnggr (Gibbs, 2002), this was essential
for developing a comprehensive understanding ofiita (Braun and Clarke, 2006). As
the researcher listened and transcribed the iew@s/ikey words and phrases seemed to
stand out, these are described by Van Manen (1&94)ved-experience descriptions”,
that would need further probing and seemed to em#hic of the experience. However,
Van Manen (1994) suggests that expressing the ibweeaning of a text is judgemental
and different readers might perceive a differentanigg, but it does not make one

interpretation more accurate than another.
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When the researcher was listening to the recondi@aviews, it was surprising to find
that some participants asked questions duringriteeview and answering the question
(Britten, 1995) meant the researcher might impbsé& bwn concepts on the interview.
However, ignoring the question, potentially imposadpower imbalance into the
interview and participants may have become guardedut how open or critical they
could be during the interview (Draper and Swift12) Gadamer (1976) suggests the
art of the researcher in a hermeneutic interviewo ikeep questions open, to keep the
interviewee orientated to the topic being questioaled thus participants become more
interested in the study. On reflection, the pgsacits were showing a greater interest in
the study and therefore the researcher viewedathgiving something positive back, to
the participants who had volunteered their timebéoin the study. This interaction
would not have been possible with the transcentd@h@nomenology of Husserl and

confirmed that hermeneutic phenomenology was tite approach for this study.
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3.25.2 Interview text produced

The researcher transcribed the recorded intervieaslsatim, with no attempt made to
clean up the data, to uncover the aspects of temgrhenon the participants were
describing (Moustakas, 1994). The recorded intarsieare records of naturally
occurring interaction, thus allowing the researctoereturn to the data, in its natural
form at any point during the analysis (Silvermar0%). The interviews were
transcribed as soon after each interview as p@ssi#fore the next participant was
interviewed. This allowed for reflection on thertsaript, in order to try and gain as

much interpretive insight as possible (Van Man€94).

The researcher transcribed each interview includihthe ums, mmms and repetitions
(Cohen et al.,, 2000), with the aim of being as elés the actual conversation as
possible (Bazeley, 2007, Kvale, 1996). According Bazeley (2007) the use of

repetitions by the participant during the interviawere possibly a means of conveying
their emotions about the topic. Participants miglisb have used ‘ums’ as a form of
hesitation about the topic being discussed ordbigdd be their usual pattern of speech.
Any incomplete sentences, poor grammar or mispneced words were all transcribed

verbatim, as it was important to capture how theigpants expressed themselves,
during the interview (Bazeley, 2007).

Any nonverbal elements during the interview wesalecorded, such as long pauses
and emotional elements for example laughter (Bgzek®07, Fade, 2004). Also
interruptions to the interview were noted, for exdernthe recorder was turned off if the
telephone rang, relatives entered the room andedtaspeaking not realising the
interview was being recorded or the participantaboee emotional and requested the

recorder turned off.

The researcher reflected on the transcripts andl @fsthe vignettes written by the
researcher of each participant after the interigse chapter 4) in order to get a feel of
how the researcher felt they were coping with tegperiences of pancreatic cancer. By
creating different styles of text, for example, theerview transcripts, field notes and
thoughts of the interview process this supportedrésearcher’s reflexive journey. Van
Manen (1994) suggests that a stronger elementtefpiretation is involved by using

different styles of text generation.
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3.26 Stage 2: Interpretation of collective data fro all the interview transcripts

The next process, which was a fundamental requinenfequalitative analysis, was the
reading and re-reading of the transcripts (Bowhng Ebrahim, 2008, Creswell, 1998),
in order to get a sense of their total content andble the researcher to become
immersed in the data (Braun and Clarke, 2006). irhisersion in the data, involved
the researcher engaging with the meaning of this,tewth the aim of getting a ‘sense’
or preliminary interpretation of the texts. The nstep was to selectively read the text
and ascertain what statements or phrases werearly essential or revealing about
the phenomenon or experience being described (Vamel 1994). The researcher then
highlighted relevant text, pertaining to descriptoof the lived experience of the
participants. The interview transcripts provided smportant description of the
conscious experience of the participants and refkeanterpretation of the text was
needed to achieve a deeper, more meaningful uadeisg (Moustakas, 1994).

After the interviews had been transcribed, an agpgrdo manage the volume of data
produced by the transcripts was needed to redecquantity of the data (Bowling and
Ebrahim, 2008). The approach taken to this wasngpdCreswell, 1998). Computer
Assisted Qualitative Data Analysis Software (CAQDA®f which NVivd is an
example, encourages an exploratory approach tosisdlGibbs, 2002). The use of
NVivo® (QSR International Pty, Ltd, Melbourne) was chofmrthis research, in order
to make sense out of the verbatim transcripts awl field notes. A system of
classification was needed (Patton, 2002) to orgamsnage and retrieve the data that
was most significant (Coffey and Atkinson, 1996), uncover the lived experience

descriptions.

Coding, a basic activity of qualitative analysig®sia tag or label used to assign a salient
meaning to the descriptive information compiled inigrthe study (Saldafa, 2009).
Before all the transcripts were coded, the researand the researcher’'s supervisors
independently coded one of the transcripts. This ween discussed and jointly
reviewed, as a means to enhance rigour and reifigxidiscussion between the
researcher and the researcher’s supervisors amdegflection on emerging ideas and
helped to develop and expand these ideas. Thesasdiens provided valuable insight,

for considering alternative interpretations (Banhol2001) and encouraged a
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thoroughness in examining the data, which addetieaigour of the research (Koch,
1996).

Coding using NViv8 was fairly slow initially as the list of free naglevas constantly
being increased. Time was spent reflecting on the/y created codes and the
reasoning behind why nodes were created. The utangbiage to describe and label
data from the interviews required reflection tawallthe development of nodes and sub
nodes, which were used to store ideas about theopihenon. For example; during the
interview with participant 8, they had been talkadgput the lack of dietary advice once
they had been discharged home, they stated ‘weussti our common sense and
sometimes it failed us really, because, we thowghtvere doing the right thing and it
turned out that perhaps, it was a bit too richrfyr stomach’. This was coded as ‘trial

and error’, because of the desire to manage anpdtiheilr diet after surgery.

After a few transcripts had been coded the amotfimewv nodes added decreased,
which meant a clearer structure was developing. Sdo®nd stage in the development
of the coding system was to sort and connect aaai branching system of tree nodes
(Gibbs, 2002) to reflect the structure of the d&tates were made about phrases and
the researcher reflected on “What the data wasdgryo say? And “What were the
participants stories”, in order to try and intetptiee significance of the preliminary
themes being suggested from the transcripts (Mites Huberman, 1994) and issues
were noted for further investigation. The hermeiteaircle a metaphor taken from
Heidegger (Koch, 1996) for understanding and imgtion was a moving back and
forth between the data to understand the transc(tist and Tanner, 2003) and the
phenomenon under study. Within the circular proceasratives were examined
simultaneously with the emerging interpretationt buthout losing sight of each
participant’'s particular story and context, thube tresearcher remained open to
questions that emerged from studying the phenomandrallowed the text to speak for

itself.

The text then became a creation by the researcber the interview data collected
from the participants to enable a discussion with esearcher’s supervisors about the
emerging coding frameworks (Moustakas, 1994). Thellections were discussed with

the researcher’s supervisors, this adds strengtéflective thinking about the text and
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it's interpretation (Bazeley, 2007). These disomssi were helpful in generating a

deeper insight and understanding of the emergiagéls. Thus, as suggested by Van
Manen (1994) the researcher was looking for apjtgphrases or single statements,
from the lived-experience descriptions, by compatime “significant statements” from

each individual interview transcript. Certain themeere recurring and were commonly
found in the various participants’ descriptionse(sable 8). The constant comparisons
helped to confirm the emerging themes and as stegyéy Pope et al (2000) using a
systematic approach to the analysis of the datbleth@he researcher to refine questions

as interpretive understanding emerges.

Table 8: Significant statements and meaning unitglentified from transcripts

Nodes identified in NVivd Lived experience descriptions from
collective interviews

Visible weight loss | mean I've lost a hell of & &f weight
I've lost about like | say 2 stone

Physical weakness I've lost over 2, I've lost 2ngtd

whatever it is something like that, nearly
two and a half stone, which | can't really
afford to plus, as well | eat well

Making sense of weight loss I’'m not going to puteolot of weight
on, one is because of what's happened,
but if I worry, if 'm worrying about what

I am having to eat that's not going to help
Lack of appetite post surgery It was 2 spoonfldd tvas it, I'd have 2

mouthfuls of a cup of tea, that was it
Taste changes Yeah, I've found the 3 or 4 thingtlth

eat, | can taste and I'm enjoying and |
think oh god | hope | don't get fed up of
these

Enteral/Parenteral feeding after surgery Err, lto@member how long it was,
but it was for quite a, for a few weeks and
then when the tube was taken out that
was quite a relief to think oh good that’d

gone

Bland hospital food I'd just push everything to @ide, no
can't eat it, can’t eat it

Nutritional support No, I'm not. I've got some inet fridge,

they're sat there but I've never seemed|to
find a suitable opportunity

Early satiety and adapting to smaller | Oh, yes, yes, er I'm on very small portion
portions sizes. Er, my wife commented it was like
feeding a toddler, so um they are getting
bigger, but | um if anything having to
restrain myself I'm finding. | feel | could
eat more, but then | suffer for it
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Nodes identified in NVivd’

Lived experience descriptions from
collective interviews

Lack of information-dietary advice

Basically thevamt | got was eat as
much as you can and put as much weight
on as you can

Coping strategies to eat whilst in hospit

al

Yowmlies telling you, you can't eat
that much and you can only eat certain
foods because, nothing’ll [nothing will]
digest

Lack of clear advice

| mean some people are sajantdpis
and some people are saying do that,
people say build yourself up cos
[because] you've got to eat and other
people say don’t eat too much

Trial and error

Trial and error you think you'reegér,
but you learn

Problems with digestion

| obviously wasn't digegtihproperly
um even with what | thought was enough
Creon

Lack of dietary counselling

Only once, once, lyotlle saw the
dietitian the day | went in to [hospital
name] and the morning, the day before
came home, that’s the only two times |
saw that dietitian

Concerns about healthy eating versus
weight gain

I'd seen the dietitian before | had the

operation and she’d said that I'd got to
eat all these things, that to me were mast
unhealthy, were all fattening things, you
know, doughnuts and all the things that
I'd avoided to keep healthy and to keep
me cholesterol down um there was a big
list of them and it made me laugh because
| thought good gracious you know, it said
put extra butter on things and what not

Quiality of life affected

And | can’t cook and | us® do oh
perhaps two thirds of the cooking, er and
I’'m having to be waited on hand and fopt

The codes assigned represent the

transcripts. The lived experience descriptionsigassl to the significant statemer

are also represented in the table to show the emgetbemes that would requi

further investigation.

—+

significant stattsmfrom the participar
Its

[€
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3.26.1 Advantages of using CAQDAS

An advantage over manually coding all the transsriwas the use of the search tools in
NVivo®, which enabled the researcher to search for cpdsdages and compare them
to identify patterns and relationships, to intetgree data (Saldafia, 2009). Thus, the
organised storage system enabled the researcleasily locate material and did not

have to “cut and paste” material onto cards antteem into themes (Creswell, 1998).

CAQDAS helped ensure rigour in the process of amslyas it found every use of a

term or coded instance of a concept (Fade, 2008%. dnhsured a more complete picture

of the recorded data set, than working manuallyéBzy, 2007).

3.26.2 Disadvantages of using CAQDAS

A disadvantage of using NVifavas not only the cost, but also the additionafriiea
required by the researcher, to enable the reseaai@lieecome proficient enough to use
the software. It has been argued, that novice uselGAQDAS, need to carefully
consider the volume of data to be analysed, becaaseally analysing a small data set
may be a more efficient use of a researchers tiradg and Swift, 2010). Both Popay et
al. (1998) and Richards (2002) also argue that CAQDs not adequate for rigorous
analysis and that the use of qualitative computéimsire may take the place of careful
analysis of the data. This means that, they shoatde used as a substitute for close
reading of the data, by the researcher, but shbaldised as an aid in the analysis

process.

3.26.3 The use of CAQDAS for this study

Using NVivo® to help with the lengthy process of analysis hathyrbenefits, and was a
useful aid to organising the data (Pope et al.0200ut the researcher did not find it
helpful beyond the basic descriptive stage. Thimired the researcher’s analytic skills
to transform the findings into meaningful data (firiey 2000). Initially, the researcher
thought it could support the concepts described/ay Manen (1994) facilitating the
process of hermeneutic reflection. At this stagthefanalysis, it was found that NVRo
was not assisting further in the analysis of theadend was not adaptable to achieving
the goal of identifying and interpreting the pagants’ meanings from the combination
of the researcher’s understanding and the partitigathered information. Therefore,
the researcher transferred the data into files icrddoft Word and the data were stored
in separate files under the theme headings, sheawhn figure 3.

117



3.27 Stage 3: Interpretive story and emerging thense

Thematic meanings emerged from the repeated extionnat the thematic statements,
as the researcher became more familiar with tha. ddtese were common to all the
transcripts and incorporated into loose interpeetilemes. Themes are a phrase or
sentence that identified and gave meaning to arnetuexperience and was a way to
organise the data (Saldafia, 2009). Phenomenolaifieales can be described as the
structures of experience and offer a thick desompdf phenomena (Van Manen, 1994).
For this study themes were a way of capturing tenpmenon, that the researcher was
trying to understand (Van Manen, 1994) and analg$isa phenomenon helped the
researcher determine the experiential structurertteale up that experience. In other
words, the researcher was searching for somethiggnmgful from the transcriptions
of the participants’ experiences, to gain a deepeaning of the essences of the
phenomena. As suggested by Van Manen (1994) naohedinings encountered when
reflecting on lived experience are unique to tHarmmenon. Therefore, a distinction
needs to be made between an essential or key thethimcidental themes. In order to
determine the key themes for this study, the rebeameeded to determine the qualities
or aspects that make a phenomenon what it is andubstion needed to be asked” if
the theme was changed or deleted would the phermmstill be the same? For
example, the participants in this study had expegs in being in hospital because they
had operable pancreatic cancer, whereas, pallig@ients would not have the same
experiences. The key themes identified are dematestin figure 3 and are presented
as a representative journey for patients with peater cancer before, during and after

surgical treatment.
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(1) 2)
©, Recovery .
The road to from
recovery post cachexia
surgery

Adaptation
and surgical
effects on oral
intake

3)
(5) Experiences
Dietary of nutritional
information support

Dietar g interventions
counselling

Figure 3: Diagrammatic representation of the key temes from the lived
descriptions of the participants’ interviews

3.28 Summary of data analysis approaches

The researcher has transcribed the interviews adédcthem to establish common
themes occurring from the descriptions of the pgudints’ lived experiences of
perioperative nutrition. The use of participantsgrds, thus allowing them to speak for
themselves will be illustrated in the following gher, by the use of quotes from the
transcripts. Ensuring that the voices of both #searcher and participants are evident
in the text enhances authenticity (Lincoln and GW@00). In order for the researcher
to interpret and therefore fully immerse themselwveshe data, it has been suggested
that the researcher refers to their self in th& faerson, however to give continuity to
this report, the researcher, continued to refethiir self in the third person. In
providing an account of how an analysis of the de&a developed, further enhanced
the audit trial (Koch, 2006, Lincoln and Guba, 198% making this transparent in this

written report.
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3.29 Conclusion

This chapter has explained and justified the metlogy and design of the study, in
which the nutritional experiences of patients vafierable pancreatic cancer before and
after surgical intervention were to be explorede Thethods have been described and
ethical issues, relevant to this study have beemtiied and discussed. Using
gualitative methodology, especially phenomenologyhwts emphasis on peoples’
“lived experience”, was essential for locating theanings participants placed on the
events, processes, and structures of their livhsir t“perceptions, assumptions,
prejudgments, presuppositions” (Van Manen, 19946)and how they related these
meanings to the social world around them. Qualaitnterviewing did have limitations
in regard to its reliance on talk and text, thadl lh@en generated through the specific
and refined context of an interview (Mason, 2008jhough it was a very rewarding
and fascinating method of data collection to uke,researcher needed to be aware of
the practical, social and ethical difficulties fagi them. In addition qualitative
interviewing was greedy on resources, such assskithe and effort in both planning
and conducting the interviews and the analysis hef data gained. The time-cost
implications needed to be thoroughly consideredrter to achieve the aims of the
research and which methods would answer the rdsegrestion. The research design
has been explained in detail, thus an audit tfdihe rationale for the research has been

provided, demonstrating quality, rigour and crddipin the research process.

The following chapter will be divided into two psurtin the first part, the participants
involved in the study will be introduced and a bdescription of their circumstances
and characters will be described. In the secondl giathe chapter the interpretive
themes form the data are described and the meaaitaghed to each phenomenon, are

illustrated with sections of quotes form the intews.
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Chapter 4. Findings and

Interpretation of the data
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Chapter 4: Characteristics of the individual participants

4.1 Introduction

This chapter is presented in two parts the firsit mhescribes a vignette of the
characteristics of the individual participants ilwea in the study. This has been done to
add some insight into the background and persgnafiteach participant whilst still
maintaining their anonymity. Each description isti@n as a reflective account of their
personality, as perceived by the researcher duhegnterview, as well as to recognise
their personal contributions and time given to tieisearch, during a difficult period of
their lives. Thus, each person exists as a whaigope rather than just a collection of
data quotes. The pseudonym assigned to the partisipy the researcher, during the
transcription process, will be used for each ofdéscriptions.

In the second part of this chapter the interpretthemes identified from the
participants’ transcripts will be further explorexhd presented using participants
quotations, in order to demonstrate how the thewere interpreted from their unique
stories. Some of the participants were more opan tthers about their experiences, as
previously discussed in section 3.18. For examplethony had not asked many
guestions about his surgical treatment for panicreancer and therefore did not have a
great deal to tell about his experiences, howewesliared a lot of insight into his
nutritional difficulties after surgery. Whereas ethparticipants like Bernard, Daisy,
Sandra and Malcolm shared a lot, and gave richildétadescriptions of their
experience. Therefore, it would seem at times gtlaee more exemplars from particular

participants.

4.2 Characteristics of participants

Overall, a total of 18 potential participants weggroached, during the six months of
data collection and 13 consented to be includdthisgistudy. Five patients declined to
be in the study for various reasons, which includeat interested at this point’,
discussed with family member and decided not tanbelved, wanted to complain
about hospital food and ‘not feeling up to it’. Tal® highlights the participants
characteristics. The study included six male angrsdemale participants and 85% of
the participants were over 60 years old. All thelipgants in this study were assigned a
pseudonym during the transcription process, toh&uriprotect their anonymity. Five
participants requested a family member was preskming the interview. The
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researcher requested the medical notes for eathipant after recruitment and all the
interviews were completed. The documented amounvefht loss experienced by
participants before, during and after surgery isspnted as weight loss in kilograms
(kg). Participants were interviewed at various stam their treatment programme after
surgery and seven participants had already expeiera course of post-operative
chemotherapy, as part of their cancer journey.httutd be noted that all of the
participants had advanced disease at the timergésy as they were all either stage 3

or stage 4 cancer at the time of surgery.

Table 9: Characteristics of the participants

Participant | M/F Age Tumour staging Amount of Received
weight loss | chemotherapy
(kg)
Dawn F 47 3 9 Yes
Dennis F 60 3 6 Yes
Tracey F 57 3 16 Yes
Pauline F 63 3 9 Yes
Enid F 80 3 6.5 No
Sandra F 62 3 10.5 No
Beatrice F 64 3 10 Yes
Daisy F 64 3 10 Yes
Barry M 65 3 9.5 No
Anthony M 66 3 16 No
Bernard M 76 3 9 Yes
Malcolm M 61 4 16 No
Harry M 75 3 7.5 No
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4.3 Vignettes of individual participants

4.3.1 Dawn

Dawn is 47 years old she lives with her son andpaeents. Dawn was the youngest
participant in the study. She was interviewed thmeaths after surgery and had already
experienced chemotherapy treatment after her sur§ée requested that her son sat in
on the interview he did not speak until after timeiview, when he asked some
questions. Dawn was very frustrated with her leweélenergy post surgery, because she
was a very active lady and liked to do lots of wadk Dawn was looking forward to
returning to work on a part-time basis later in ylear. She is a teacher and had been

offered reduced responsibilities and a gradualneimwork.

4.3.2 Dennis

Dennis is 60 years old. He is married, but chooseet interviewed when his wife was

out at work. Dennis was interviewed ten months psstgery and had already

completed a course of chemotherapy. Dennis wabk@kcaretaker and because of his
heavy lifting duties he would not be able to rettorwork, this was causing him some
concern because he is not yet of a pensionableHigbad taken up new hobbies to try
and relieve some of his boredom, because he wgsabie to walk to the local shops

and do some light shopping.

4.3.3 Tracey

Tracey is 57 years old and married she requestetidsband sat in on the interview.
Tracey was five months post surgery and was undeggohemotherapy treatment
when she was interviewed. She was very anxiousugfmaut the whole interview,
which was evident in her body language. Tracey $iomes referred to her husband as a
way of confirmation about what she had experien&xs was not coping well with her
lack of energy levels and could only walk smaltaies with the aide of a stick.

4.3.4 Pauline

Pauline is 63 years old and married. She had chtsdre interviewed when her
husband was out. Pauline was 12 months post suayerypeing interviewed about her
experiences caused some distress during the ieter8he had completed a course of

chemotherapy. Pauline was concerned with her cumetritional status and had
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decided that she needed to take some multi-vitatoinsiprove her health. Pauline is

retired and has started enjoying walking agaimenlbcal countryside.

4.3.5 Enid

Enid is 80 years old and was the oldest participanbe study. She was four months
post surgery and had been advised by the surgeain stie would not require

chemotherapy. She lives with her husband, who sy doing the gardening at the
beginning of the interview, but sat in for the esfdthe interview. Enid was a fit and

active 80 year old and she was looking forward ¢ang dancing again with her

husband, because this was her main hobby.

4.3.6 Sandra

Sandra is 62 years old she was interviewed fiveke/pest surgery. She lives alone, but
her daughter was present for most of the interviglwe was interviewed in her dressing
gown and was in some discomfort during the intevyias she shifted around on her
sofa to try and get comfortable. Sandra was vergriag about being involved in the
study because she felt she did not have a greatae¢alk about. She was extremely
chatty and expressed in detail her story and egpeeis. Sandra was hoping to return to
work because she missed all her work colleagueskibew it would be some time

before she could return to work. Sandra was alwosiiairt a course of chemotherapy.

4.3.7 Beatrice

Beatrice is 64 years old and married. Her husbardechome from his night shift
during the interview, but went straight upstairsbix. Beatrice was two months post
surgery and had just started a course of chemgihe&he seemed to be coping very
well and seemed to have a positive attitude towhedsventual recovery. She went out
shopping most mornings with her daughter and felt the ‘retail therapy’, even if it
was only window shopping helped her to relax andagewith her life. Beatrice was

hoping return to work with lighter shifts, possiltyfour months after the interview.

4.3.8 Daisy
Daisy is 64 years old, retired and married. Herblansl was outside gardening
throughout the interview. Daisy was eight monthsstpsurgery she had already

completed a course of chemotherapy. She was vetipusand concerned about her
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current nutritional status. She was trying to bwldg her energy levels without much
success and was frustrated by the lack of helgrdadmation available to her.

4.3.9 Barry

Barry is 65 years old and married, his wife sabmthe interview. He was two months
post surgery Barry also had a previous diagnosisanter and had to retire early and
sell his business, because he could not concemtnateemember things. His wife sat in
on the interview to help jog his memory when itddi him. Despite being diagnosed
with two cancers he took one day at a time anddceak the funnier side of life. He
made quite a lot of jokes throughout the interview.

4.3.10 Anthony

Anthony is 66 years old and married. His wife was present at the interview, she left
for the gym as | arrived this was their normal noittogether to go to the health centre
at that time of day, before Anthony had been diagdowith pancreatic cancer.
Anthony was six weeks post surgery and was n@niitugh to go to the gym. He found
this very disappointing, but was looking forwardashort walk later that day. He had
lived a very healthy and active lifestyle, his naimoutine would be to go to the gym in
the morning and then walk in the afternoons forualieo or three hours. Anthony had
never been in hospital before and had not had milaegses during his life, therefore to
be diagnosed with pancreatic cancer was a hugek st he did not ask questions
about his treatment. He just accepted what he wlds He was due to be assessed to
start chemotherapy, he had been given a leafleead before his appointment, but

again he did not want to know any details.

4.3.11 Bernard

Bernard is 76 years old and married. His wife slapethe kitchen during the interview.
Bernard was 11 months post surgery and had alreamgpleted a course of
chemotherapy. He daily takes his dog for a walk eadl now manage walking up hills
without feeling out of breath. Bernard felt fittdran he had done in years due to the
weight loss and he did not want to regain all hesght. He was very pleased with his
treatment from the NHS and could not believe hovwelmtme and effort was spent on

him, because as he stated he was not a young man.
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4.3.12 Malcolm

Malcolm is 61 years old and married. He is a rdtigniversity Lecturer and was five
weeks post surgery. He was in quite a lot of didoohduring the interview, but he
wanted to tell his story in as much detail as gusesiHe felt very drained after the
interview and mentioned several times during therinew how frustrated he was with
his lack of energy. He has his own workshop and igery practical man, he loves
cooking and was looking forward to taking up hidbies again. His wife was at home
during the interview, but she remained in the laurtge was also very concerned about
his wife because she was unwell and he was unalalgve, which was putting a lot of

strain on his wife.

4.3.13 Harry

Harry is 75 years old. He is married and his wiswout shopping, as he stated trying
to buy something that would appeal to his appdtieewas five weeks post surgery and
was being assessed for chemotherapy. He felt vegyyathat his operation was
rescheduled because he was diagnosed with dialpetebefore his first operation and
was told his blood sugars needed to be controlefdreé he could have surgery. He
found this all very confusing and all his medicasovere changed which he could not

understand.

4.4 Interpretive themes

The interpretive themes identified from the intewidata identified six major themes
that represent the experiences of food and weigk$ lin patients with operable
pancreatic cancer patients before and after sungisavention. In accordance with the
methodology adopted in this research, which wasudised in chapter 3, data analysis
methods were developed from phenomenological anandresutic principles to
interpret the data. The aim of hermeneutic analysas to determine what the
experience meant for the participants, who hadthadexperience and were therefore
able to give a detailed description of it, as désaa in chapter 3, this was guided by
Van Manen (1994). Hermeneutics added the integ@eatlement to clarify meanings
and assumptions in the participants’ texts thatigppants themselves may have
difficulty in articulating (Crotty, 1998). Commuration and language are intertwined
and hermeneutics offered a way of understandingamuexperiences captured through

language (Van Manen, 1994).
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The interpretive themes identified from the sigrafit statements from the interview
data, identified six major themes that are repritime of the participants’ journey of

experiences before, during and after surgical vetaion for pancreatic cancer:

Theme 1:Recovery from cachexia

Theme 2: Adaptation and surgical effects on oral intake
Theme 3:Experiences of nutritional support interventions
Theme 4:Dietary counselling

Theme 5:Dietary information

Theme 6:The road to recovery post surgery

4.5 THEME 1: RECOVERY FROM CACHEXIA

This theme highlights the participants’ experienoésecovering from cachexia, as a
result of having pancreatic cancer. The particigarkperiences of recovery from
cachexia will be discussed in terms of a numbesutf themes, which were developed
from a reflection of the significant statementsragted from the interview data. Weight
loss was found to cause a number of psychologitatts for the participants and will
be discussed under the sub-themes; visible weagd, Iphysical weakness, concerns

about oral intake in relation to weight gain aargery and weight gain after surgery.

All the participants experienced weight loss, ameopoint during their surgical
intervention for pancreatic cancer. Some partidip@xperienced very little weight loss
prior to their surgery, but others had very notideaveight loss prior to their surgery.
Participants estimated how much weight they had, legice their diagnosis of
pancreatic cancer and twelve participants were &blgive a precise measurement in

either stones or kilograms, of their current weigihdl their pre-diagnosis weight:

Um, | lost, um | think, | went in at just over edavand a half and | came out at, | think

at the lowest | was about nine stone. Just ovez (dimthony, pg.2))

Er, well | was just under fourteen stone beforetlaik started and I’'m now eleven stone
seven, eight. So, er two and a half stone ..... tlyenait dropped a little lower that
that, | think it got down to eleven five beforguest a few days ago. Something, like that
a week ago. (Malcolm, pg.8)
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The accounts above illustrate how participants veavare of how much weight they
had lost because of their pancreatic cancer and ‘thasted’ appearance throughout
their cancer journey that was associated with cdahevhich was a major source of

stress and anxiety for all the participants.

4.5.1 Visible weight loss

Only, one of the participants described how they hat felt the need to use the scales,
because the visual appearance of cachexia mednarithaccurate weight using scales
was not essential. Significant weight loss was seerthe participants’ physical

appearance:

| don’'t know because | never weighed meself [mydait it was a lot because | went
bony, you could feel, | went hollow, sort of, | gety loose skin, sort of thing, | don’t
know, | never weighed meself [myself] sort of befar after it's sort of something, you
know | just didn’t do sort of thing even thoughel'got scales, but um | don’t know I'd
say about maybe 3 stone, about 2 and a half songetike that I'm just guessing
though, um I'm just guessing. (Tracey, pg.3)

The above extract from Tracey gives a very canéstcdption of her weight loss and
how her physical appearance was changed by cacl&xéfelt there was no point in
weighing herself on the scales, because this wioglgéase her anxiety and stress about

her physical appearance and she could visuallyheeeeight loss.

Visible weight loss was seen as undesirable ang tleww body image was not a

welcome sight in the mirror:

Yeah and me skins gone so emaciated yeah it's saamtul doesn’t but you know
when you see these old ladies in, | mean | usedédhem everyday on my job, they've
got no bottom but they've got folds of hanging skihere their muscles gone, well,
that’s how I look and | think oh my god, you knd®andra, pg.8)

The above extract from Sandra relates her phyagaéarance to that of elderly ladies

that she has previously worked with in the commurthe finds her new body image
both distressing and a cause of personal embareatshe visual appearance of

129



cachexia for participants had both physical andclpsipgical consequences, which
appeared to be interconnected.

4.5.2 Physical weakness
Participants described feelings of frustrationestihg weak, a loss of independence and
restricted activity due to their weight loss, bubuight that eventual regaining of weight

would become a sign of increasing health and regove

Yep, long and winding road, but it'll be alright & bit, but like | say as long as me
appetite comes back and that | can put a few powmdd won’t bother. | mean | did
want to lose some weight, but not the way I've dbmeean before when | was in that
jaundice place | lost about ough | lost about reltone in about 2 week, it just seemed
to drop off me. | mean I've hardly any muscles kiog at thighs] you know it's......
you know | mean I'm used to walking you see, wathdniving we used to walk down
into town do shopping and then get bus back umnattime I'd walk up, but they, they
got too heavy for me walking up, so just for firggh on bus. (Harry, pg.16)

The example of Harry alludes to his frustratiorhat lack of appetite and hopes that
when it returns he will regain his physical strénd@articipants were worried about the
amount of weight they had lost and felt this insezhtheir levels of anxiety and stress
and felt uncertain about their future. Participamiere used to being active and
participants had concerns that their weight lossild/aontinue to impact on their

everyday activities.

4.5.3 Concerns about oral intake in relation to wejht gain

Participants acknowledged that having a diagndstauecer meant that they were likely
to lose weight and felt it was an unavoidable cqnseace of having pancreatic cancer.
However, they felt that after surgery, they woukddble to regain their weight loss and
take control of their eating habits to help improtieeir weight. Participants
acknowledged the importance of dietary intake ilati@n to declining weight and the
importance of eating enough to recover from theetyr and this was reflected by a

struggle for self-preservation:
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I’m not daft, | know that you know really what | dat ain’t gonna keep a sparrow alive

really, you know, so it is a worry. (Sandra, pgl5)

The excerpt above from Sandra confirms that thaggte to eat has become a
purposeful act to keep her alive. Her oral intakeso small that she is constantly
worrying about how much she is able to manage latiom to her declining weight.

Participants acknowledged the role of food anditmgortance of maintaining a good
dietary intake in relation to their declining weigdnd knew that their decreased oral

intake was not enough to improve their weight.

For many of the participants monitoring their weigh a daily basis, was a habit pre-
illness that continued after surgery as they tti@dnake sense of their weight loss.
Gaining weight after surgery was seen as an inolicat how successful the treatment

had been and the patients’ continued successatesc

Err, yes err well | didn’t realise just what | hddst until | came home, I'd been about
eleven and a half stone and | went down to aboust@f@e, um but then | ‘m now 10
stone, well | was 10 stone 4 this morning, but kvaéout 10 stone 2 and | seem to
whatever | ate because | was eating 3 meals of miyed food that | fancied and

could eat. Err, | found that | was sticking moreless to the same, I'd leave it a few
days and weigh myself again and I'd still be 1(het@, or 10 stone 3, now this morning
and the previous time | weighed myself a few dggslavas 10 stone 4, because | think

| am eating gradually a bit more. (Enid, pg.3)

This example from Enid, confirms that participantgere constantly weighing
themselves to try and see an improvement in theight after surgery. Participants
remained hopeful that when they next weighed thémaset might have improved,

which was seen as a positive sign of recoveringftiwe surgery.

4.5.4 Weight gain after surgical intervention

Some participants, who had previously been ovetwtemnd had a higher than
recommended BMI, prior to their diagnosis of candelt less concerned or anxious
about their weight loss due to their illness. latfahey found this to be a very positive

side-effect of having cancer and commented on ¢adtiin benefits of losing weight:

131



| felt better than | had done for years, becausthefloss of weight and I've managed to
keep it off. But it's a bit of a battle, but | I it off and | feel so much better it's
unbelievable you know, because of that. Um, | dwwagse, | exercise by dog walking,
but | have specific hills | go up and now | donitfipup the damn things like | used to do
[laughing] and | did it and I've it done for yearbut they were err exhausting but not
now and | manage it very well and | don’t want torgthat weight back. But, it tends to

go up a bit you know if | don't watch it. (Bernagmh.2)

This extract from Bernard expresses his reliebainlg weight and how much better it
has made him feel. Participants reported expemgnbealth benefits from losing the
weight after surgery and no longer felt physicaliyt of breath or exhausted when they
tried to do some exercise. They were also very @ense about trying to maintain a
healthy weight and not regaining the weight, beeaismight cause further health

problems.

4.6 THEME 2: ADAPTATION AND SURGICAL EFFECTS ON ORA L INTAKE
This theme highlights the participants’ experienoésdapting to a different way of
eating after surgery, due to their changed phygioldhe participants’ experiences of
adapting to the surgical effects on their oral ketavill be discussed in terms of a
number of sub themes, which were developed fronefeation of the significant
statements extracted from the interview data. Tlaeeglack of appetite after surgery,
taste changes after surgery, early satiety and tiagapgo smaller portions and
participants’ developed coping strategies to eatlsiviin hospital. Often these sub

themes overlap and are interrelated:

4.6.1 Lack of appetite after surgery

Most participants still managed to maintain a fagbod appetite prior to their surgery,
even though they felt it had diminished becausgroblems with nausea. After surgery,
even through participants were still experiencimgbfems with nausea and vomiting,
they described having a reduced appetite and theamd desire to eat diminished or

vanished completely, in comparison to their appeiie-surgery:
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| keep having these periods up and down and | tamik | get a bit stronger, you know,
| think I will do. You know | can sit here now tall to you and | can feel absolutely
ravenous at eating and half an hour after, | jushid feel as though | want anything to

eat. (Harry, pgl2)

The account above from Harry illustrates how pgréiots were dreaming about food
and wanting to eat and then without warning thppedite has disappeared or vanished

completely.

4.6.2 Taste changes after surgery

Most participants found that prior to their surgeihey had no problems with the way
that food and drink tasted. However, after surgasticipants commonly experienced
changes in the way that food and drinks tastedsd& kthanges varied from no taste at all
to unpleasant tastes in the mouth and becauseopstyienjoyed favourite foods no

longer tasted, as they should, there was a fe@indjsappointment and the will and

desire to eat food diminished or vanished complet®lealtimes were no longer

something that was looked forward to:

And she’d cut the bread, very thin and put lemod p@pper on it and bring it in nah,

not right. Then I'd say um so and so said | oughbe eating ice cream bring me some
ice cream and so she brought some ice cream aodkl that out and that’s revolting.

And then | said er, bring me some biscuits in, kpow chocolate biscuits, HobNobs,
plain biscuits, not interested, once | got them andt went on. And I'd say bring me
some Ribena in, instead of water it tasted disggstiym some Robinsons Barley water
it was awful, some Robinson’s Orange drink territ$® those went straight home, so

no totally up in the air taste buds, umm. (Anthqug4)

As is evident from Anthony’s statement above, pgréints were doing their best to try
and eat while they could not taste anything. Anthlbad asked his wife to bring him in
some food from home while he was in hospital amgliested his favourite foods. He
rejected all the food brought in for him, even thbunis wife had carefully prepared the

food.

Participants were concerned that food did not taa¢eit should, it had not been
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explained this was a possible side effect aftesstivgery and how long it might take for
their taste buds to return:

| don’t know or whether it was just me not wantiogeat it | don’t know, It just didn’t it
tasted, there was just a horrible taste to it wenld watery and um not nice at all, err
and when | came home it didn't taste like thatibdtdn’t taste right. (Tracey, pg.4)

For other participants it was trying to understand make sense as to why food did not
taste as it should, as alluded to by the exampl€ratey, she could not explain what
was wrong with the food, just that somehow it wasrght.

4.6.3 Early satiety and adapting to smaller portios

Participants commonly cited early satiety and timeljcated how they felt full on only
small portions and how their portion size had selyereduced since the surgery. For
some participants their reduced appetite was acsoof concern and they found it

distressing and frustrating:

Um, | find it frustrating to begin with becauseditg like my food, so then I just had to
um adjust to um well I immediately learned that éat too much then | don't fill very

comfortable so then | thought well, I'll eat a Iittbit less and keep half of a normal
portion for later on or prepare something so thérelgot something positive to look
forward to, so err yeah, I'm having this now butelal could have this much, so um and
being at home and not back in work then it's isyedsn not quite sure maybe it's

gonna address itself by the time | go back to wbuk,at the moment being at home is

just easy and then there’s always something nitkdriridge. (Dawn, pg.9)

The example from Dawn conveys the frustration gitparticipants when they had to
eat smaller portions. This was a big lifestyle a@derwhich participants felt they could
cope with when they were at home, but for those whee still working and hoping to

go back to work, it was a concern and a naggingywor

Adapting to physiological changes after surgeryaied learning new limits of what
and how much could be eaten, and signs of nausga@niting, were indicators of

satiety:

134



Rather than and also of course because if you hadwd meal and everything else, well

you feel full, um and I'd prefer not to do that base, when at the present time when |
am full I know | am full and you’'ve pushed it tao. flUm, so you know you’ve probably

had seconds of desert or something stupid, um syge know then that you have a
problem, err and | do have a problem if that happdBarry, pg.6)

The except above from Barry discusses his expergent trying to eat too much and
then having symptoms of nausea and vomiting bechaskad tried to eat a normal
meal, which he would have quite easily managed rbefos surgery. Participants
expressed concerns about knowing the limits of vthay could eat before it caused

unwanted symptoms of nausea and vomiting.

Early satiety was common and an unusual feelingdone participants:

Yeah, it's almost like you're you're stomachs tgyin expand and there’s no limit for it

to expand to, is probably the easiest way of tryindescribe it (Barry, pg.6).

Barry describes the physical limits that his stomamuld expand to and also
commented that it was like having his own gastramd Participants experienced

feeling full very quickly and had to adapt to thisw feeling of early satiety.

Eating problems of adapting to smaller portions d@ahd amount of oral intake

participants could eat after surgery, caused chatmparticipants’ daily lives:

Oh, yes, yes, er I'm on very small portion sizes.nty wife commented it was like
feeding a toddler, so um they are getting bigget,ltum if anything having to restrain
myself I'm finding. | feel | could eat more, buérhl suffer for it, so um I’'m trying to be
sensible and I'm trying to er we're trying to getregime of something to eat every
couple of hours. Um, with a snack between meatseibi doesn’t always work out like
that. Um, in fact this week it hasn't. It's beenreally three or four meals. Or three

meals and a shack er headache. (Malcolm, 12)

Malcolm illustrates an example of how participastsanged their eating habits, he
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discusses concerns made by his wife about his eedportion sizes. Participants
reflected on how they thought they could eat mord, knew they would suffer the
consequences of overeating. Participants reportaeding changes to their eating

routines and the confusion this caused to thely diges.

Some participants were very distressed about #eging capabilities and described
how the amount they could physically consume, evaimple meal, was very slowly

improving:

You know, but now the next time | have it, I'll @atoast and a half, so it is moving up
and it’s like the last time | had me chicken noedlate all them and I think you know |
could eat a bit more of them. So now | know thabpbly a third more | could eat of

them so it is moving up, cos | wasn't totally dags with em the other night. So | know
me [my] hunger, it's moving up a little bit, slowdyt surely. (Sandra, pg.20)

The statement above from Sandra refers to hergngrtake control over what she can
physically consume, so that she can see an imprevem her oral intake. Participants
were used to being in control of their oral intakel found it frustrating when their day
to day improvement was so minimal. They also fdlattthis added to their

psychological distress about their weight loss,abee they were not physically in

control of how much they could eat.

Participants often mentioned having smaller podiand a dramatically reduced
appetite was very concerning and distressing, @&be&nowing that some foods
would be difficult to digest. Also not knowing whhidypes of foods could be digested

after surgery was also very worrying:

But, you're bodies telling you, you can't eat tmtich and you can only eat certain
foods because, nothing’ll [nothing will] digest arin constantly thinking and me
daughters are what they can give me, because ekeaw a bit of pasta, a bit of rice
and a bit of weetabix ain’t going to give me a lazfdenergy, nutrition wise (Sandra,

pg.9).

The symbolic importance of food was acknowledged @hconveyed by Sandra, in the
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excerpt above. Her poor oral intake was a souradistfess and concern, for both her
and her family. Participants reported family mensbsiruggled to accept their loved

ones diminished oral intake and found this veryrdssing.

4.6.4 Participants developed coping strategies taewhilst in hospital

Some participants reported they developed stratdgibelp them cope with their eating

problems whilst in hospital. They felt this was nigidue to the way the food was

delivered and served in the hospital, with threerse meals being served all together
on the same tray and having very little controlrade portion size on the plates. Also
being in a hospital environment meant seeing otkatsand some participants found

this also contributed to their poor oral intake:

And the whole idea of eating really um put me rigfit I'd see the others eating you
know and that was enough to put me off. It gotttoree stage that I'd even close the
damn curtains so | couldn’t see them eating, it Wasause, it was you know it was so
bad. | don’t know what the reason nobody ever stid,reason why | felt like that.

(Bernard, pg.5)

The account above from Bernard, illustrates somé&eftoping mechanisms developed
by the participants in hospital, when they hadkelitir no appetite. Bernard also alludes
to his frustration as a result of his altered apgebut felt that no explanation had been
given as to why he should be feeling that way.

Participants were determined to carry on eatindy Witle or no appetite, especially
whilst they were still in hospital. They developeifferent strategies for trying to eat

when they had no spontaneous desire for food:

Well, | ate, | made sure | ate something every tiney brought it but it was only tiny
and even then you know like they come round imibsning with trolley, “what would
you like for breakfast” and everybody’s chewingtoast, now | am a big toast and
marmalade always have and | thought sod this I'nmgdo have toast this morning,
I’m not going to have half a Weetabix. She put thést down and | looked at it and |
put it in me mouth and you know it was like shaleig me a piece of cardboard box.
(Sandra, pg.15)
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It was 2 spoonfuls that was it, I'd have 2 mouthfofl a cup of tea, that was it, that was
me breakfast and then they’d come round at dinwbgtever I'd ordered and it'd be

like, | used to ask them for a teaspoon, a teasmddike say mash potato, a teaspoon
of vegetable and then if it was like a chicken sbewhicken fricassee or whatever it
were called this thingy, I'd have a teaspoon fdlktlat and then that'd be me dinner,

that was all | would eat in hospital same at tea&tirfBeatrice, pg.5)

The accounts from Sandra and Beatrice illustrate g¢inall amount of oral intake
participants could manage after their surgery. i€@pants ordered food at each
mealtime, but experienced difficulties with the ttee of the food and had to be very

specific about the amount of food they wanted @ir thlate.

Participants reported their appetite was beingctdte by nausea, the smell of food,
because the meals were all cooked on the ward wsihglk trolley system, which

meant that cooking smells pervaded the ward fagdothan just mealtimes:

But, as far as some of the food was concernedp’t,aéis hard to imagine now, but it
really, the very thought of it, used to make unk,sieel sick and they didn't seem to
understand that, | | wasn’t being wilful, you knowlike my food, | really do but um
nothing wrong with hospital food it's not the Riiat it's, but | couldn’t eat anything

really except, fruit and some of that sort of thif@ernard, pg.3)

Participants felt nauseated by the smell of food as alluded to by the example from
Bernard, participants felt sick at the though o¥ihg to eat something. Participants

often found cold foods more palatable and acceptabl

No, you could of presented err the most delicimesl fanyway you liked and it would
have been the same. The very thought of it madst Icpuldn’t eat. | did force some
down sometimes, I'd have a bit of toast or somgthke that, but it was really an effort
of will. Cereal I'd have that a bit of cereal andlkn but I did it because they really
wanted me to, not because | wanted it. I'd rea#ither of not had it and that’'s about
and that lasted for a long time until | got homevasdl and | was still on the Fortisip um
you know, to, err otherwise | really would of haidually nothing to eat. | tried doing

without it to see if it made me hungry, but it didr{Bernard, pg.4)
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Participants experienced trying to force themseteesat without an appetite and knew
their oral intake was very poor. Bernard purposgfaebntinued taking supplement

drinks to increase his oral intake otherwise henkhe was eating virtually nothing.

Participants felt that there seemed to be littldarstanding by hospital staff regarding
the distress associated with eating. This was elated by the participants’ dislike of

what they perceived as unacceptable hospital foattasted bland and lacked variety:

Well, nothing tasted really nice and | found tHat iwas something with chunks of meat
in like if it was something that | ordered and btight oh | might be able to eat that |
found everything was very chewy and not terribhder and err um if | had something
minced like cottage pie, I'd only be able to eairZ forks full and I'd think oh | can’t
eat anymore. (Enid, pg.9)

Thinking well I've got to eat something, err | ttieghe toast at breakfast and it was
white bread always and when it was toasted it wasljke cardboard and | thought oh
| can’'t have toast, it's like cardboard, | alwaysave wholemeal bread, even when |
ordered err err sandwich as a main meal err it wbshy wholemeal or white bread, |

would tick wholemeal and it would come as whiteadréEnid, pg.11)

And I'd say | ordered wholemeal and she’d say wellhaven’t got any, we’ve only got
white bread, so and the white bread | used to firefuck in my mouth I'd just chew it

and couldn’t get rid of it, so | stopped having daiches that was that. Sometimes, |
had salad in which case | would eat the ham ordhieken and eat a little bit of the

salad and perhaps eat the tomato, um but | fourdny hard to find things to eat that |

thinking well | could eat that. (Enid, pg.12)

Participants experienced difficulties in finding iatn food to choose from the hospital
menu that might taste as they thought it shouldTthe. examples from Enid convey her
attempts at trying various different foods witlléitsuccess.

Participants asked family members to bring in fédamm home, in an attempt to eat

something tasty and nutritious, however, not atheaooked food was successful:
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Yeah, me daughter brought me in a lamb dinner @ye @im with carrot and swede and
mashed potatoes, only on a small plate but | ateualnalf of if, but | just wasn’t

enjoying food, you know it was, whether it washhbspital food or food that me [my]

family brought | wasn’t enjoying, food so it waswaste of time, to be honest.
(Beatrice, pg.8)

The example from Beatrice above conveys the digappent felt by participants when

they had asked family members to bring food frooméo

Participants described feelings of frustration agaiting relatives, when they had gone

to the trouble of deciding what the participantididdoe able to eat:

Yeah, and it's not that I'm being nasty and these Iot the fear of what I've chosen or
what they’ve chosen is going to upset me stomastause I've gone like everybody
else who had the operation like me, they’'ve gonautih that much pain and sickness,
you want it to end and not come back and sometymeshink, ow you know and it can

be really really frustrating and it is and food tise worse thing it is the worse worse
thing that frustrates me. It really really is. Sthem anybody comes in and they try and
thingy let me decide it's my stomach I've got toide nobody else can decide for me.
(Sandra, pg. 12)

The above extract helps to display the distincfed#ince between participants and
family members with regard to their understandifgheir loved ones frustration and
fear at eating. As expressed in the extract fromd&s it is her that has had the surgery
and she has gone through a lot of pain and disabmfa wants to be able to decide for
herself how much she can eat.

47 THEME 3: EXPERIENCES OF NUTRITIONAL SUPPORT
INTERVENTIONS

Patients with operable pancreatic cancer requirgitional support interventions
following surgery, in the form of enteral or pareratl nutrition to prevent postoperative
complications and provide energy when patients warable to eat and drink. The

standard protocol at the study site is enteral ifgpdinless parenteral nutrition is
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indicated. In addition, oral dietary nutritionalpgllement drinks are usually required to
provide additional calories and supplement theep#i oral intake. Some participants
were prescribed the supplement drinks prior torteargery to supplement their oral

intake, whilst others did not require them untileaftheir surgery. The participants’

experiences of nutritional support will be discusseterms of a number of sub themes,
which were developed from a consideration of thgnifcant statements in the

interview data. These are; enteral feeding, parahtautrition and nutritional

supplement drinks.

4.7.1 Enteral feeding
Most participants disliked being enterally fed afseirgery and having a nasogastric
tube in place. Some felt their appetite would b#ebef they were not getting extra

calories from the feed:

Err, but about a week before | left hospital, | waebably off the drip. I didn’t like that
either, | kept saying stop that, if you stop thatight get an appetite, but | don’t think it
would of done. (Bernard, pg. 10)

The example above from Bernard expresses dislikebemtg enterally fed and
participants felt that their appetite would be éetvithout the additional calories they
received from the feed. This suggests a lack afrim&tion and advice about the

importance of enteral feeding after surgery.

Others felt if would stop them feeing nauseoushysically being sick:

Is it the one up your nose, no aw it was there iamehs horrible and it kept making me
sick, cos [because] every time | could feel ithegt back of me throat and | was heaving
and there was nothing to come up and aw it was ingggm to take it out, err they
would keep on saying err maybe 3 days, 4 days wre8ong and [surgeon's name]
come came round and | said please can |, and ree[patient 3] yes we’ll take it out, |
said will you do it now please, so he did it tharel then he took it out, because it was
really and if they hadn’t of done I think | probsiwould of done it meself [myself], cos

[because]l couldn’t stand it anymore. (Tracey,4)g.
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Participants struggled with the feeling of the rgasiric tube at the back of their throat,
as confirmed by Tracey. They felt it contributedtihem feeling nauseous or vomiting

and had to resort to begging to have the tube rechov

Participants described feelings of frustrationmrgng to eat in hospital, with nasogastric
tubes in place after surgery and they felt a ldatomcern from hospital staff when they

were trying to eat and were not offered any helih wating:

And one thing | couldn’t get, they said we want y@gtart eating now, right, well you
can't bloody well see where you're putting the spoo anything thing because of that
and you're trying to have a drink, come on we wgami to have more fluid, you can'’t

cos [because] of the blinking tube, you know. (Banpg.12)

Yes, when | woke up I'd got a tube up my nose amdslfed by the tube | was given,
oxygen had an oxygen mask on and even afterwards, ey started to feed me and
say have some normal food, | used to have troutdenfy my mouth because I'd got all
these tubes round my mouth and | used to say aelyou feed me because | can't find
where my mouth is, even though | didn’t want tloel fanyway. (Enid, pg.7)

The examples of excerpts from Sandra and Enid gofeading of frustration at trying
to eat after surgery with lots of different tubassitu. The apparent lack of concern or
help from hospital staff as expressed above, wase®n as giving them encouragement

to try and eat.

Others felt a return to normality once the tube baen removed:

Well yeah, | felt err, I felt great and err you km@nce I'd. | remember once I'd got rid
of all the tubes, the um [pointing on body] thatswibe last to go and the feeding thing,
and once | got rid of that, really within a weekvas back on form. | probably wasn’t

really back on form, but | felt great, um. (Davpg,3)

The above exact from Dawn confirms that participdett relieved when the feeding

tube was removed and that their oral intake impilowece the tube had been removed.
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4.7.2 Parenteral Nutrition

Three participants required parenteral nutritioterafurgery. This is not the standard
route of feeding for post —operative patients atgtudy site and would have been the
decision of the surgeon. The participants who werk parenteral nutrition did not

know exactly what it was, they realised it was aff liquid food:

I mean they had me on this can can can [cannula] what do you call them, | had a
row of thingies that went in here err and they surkeep filling them up with milkshake
deals and all the rest of it or whatever they ¢hém. To me they looked like milkshake,

um err basically to get food in to me err whilstwas on all these pipes. (Barry, pg.9)

Barry required parenteral feeing after his surgkey referred to it as milkshake,

although he knew it was a way to get food into herhad not asked what it was.

Err, it's the easiest way for me to describe itdogse I've no idea what it was it was just
sort of put there and fed down there um, | tenttohem get on with it rather than ask

them too many questions [laughing]. (Barry, pg. 7)

Participants seemed to take the attitude, as alltmién the excerpt from Barry that the
hospital staff knew what they were doing, and thveye quite happy to let them get on
with it.

4.7.3 Nutritional supplement drinks

Participants were prescribed oral nutritional proend energy supplement drinks to try
and improve their oral intake after surgery. Thppdements drinks were either in the
form of ‘milk based’ or ‘juice based’ drinks. Eaglarticipant was prescribed between
one and three cartons of the supplement drinkglagr depending on their nutritional
requirements, these are usually prescribed by igtéian. Most participants found the
supplement drinks sickly and developed strategig¢sytand drink them quickly:

| had a Fortijuice in [hospital name] and | er calnl’'t get on with it at all. Partly,
cos[because] it was warm and partly because, uwagn’'t for me. And, I’'m not really
keen on the Fortisips, the er only ones | manages the vanilla ones and I've
struggled with one or two of those it's the oniyei | think, that I've er been sick.

(Malcolm, pg.6)

143



Malcolm describes trying to drink a warm supplemennbk, when he was in hospital
that made him nauseous and vomit. He has sinaktlreemilky supplement drinks, but

he still finds these sickly.

And | used to drink them because, with a strawsdduto take too long and | used to
think ow let me get it down straight away and astethat’s one and I'd tick it off in my

little book, that I'd had one, but | never lookedhfard to it and it always made me feel
a little bit queasy afterwards. Not pleasant at #ll'd of been able to have the plain
ones or the vanilla that | could mix in with thindmit they sent all the wrong ones, all
the fruity ones and about 3 or 4 plain and um I5t#l got them upstairs, | don’t know

what the heck to do with them because they’re leatspnt at all, make you feel sickly.
(Daisy, pg.18)

Daisy has another method of coping with the supplandrinks, she would drink them
very quickly even though they made her feel a giteasy’, and tick them off in her
little book. She also preferred certain flavourd &ilt she would have been able to cope

with them better had she been prescribed all theilrs she liked.

| think | preferred of them all banana, though Heve anything that was going, | didn’t
really mind what it was, because | didn’t | hardsted it really. | just as | say gulped
it down and then had a drink of water. | didn’t epjthem but they were easy to get rid
of that was the main thing. (Bernard, pg.7)

Bernard used similar coping mechanisms to drinksingplement drinks, because he

knew he needed to take them, but really dislikedtéiste and aftertaste in his mouth.
Some participants disliked the consistency of tigptement drinks and found this very
off putting straight away and did not even managéry the drinks before they were

thrown away:

Then when she give me these Fortijuice and I'mipgut out and | thought oh my god
it's syrup and | just poured it straight down theks (Sandra, pg.17)
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Sandra describes the juice based supplements @&s agd she stated that she cannot
cope with anything ‘gloopy’, the consistency of trenk was horrifying to her and she

threw it straight down the sink.

Some patrticipants preferred certain flavours bporeed the wards often ran out and
they had no choice of flavours:

Um, | did like the orange the best, there was ograpple and blackcurrant and | did
like the orange the best, but | didn’t really mithe apple or the blackcurrant, if very
often they hadn’t got a choice, sometimes they 'haden got them and they'd say we
haven't got any but we're getting some, um but geamwas my favourite really.

(Dennis, pg.4)

Dennis liked taking the supplement drinks, he hextiaen flavours that he preferred and
was disappointed when the supply on the ward ranHmioften had to remind staff that
his supplement drink was due and felt frustrate@mwstaff, were not able to offer the

drinks, because he knew it was supplementing lailsimiake.

Although participants struggled to drink the nurital supplements drinks, they knew
they were helping to improve their oral intake agide them the extra calories they

needed, especially while they were still in hodptad eating very little:

Yes, yes | did, because | realised that otherwiseally wasn’t eating enough. | didn’t
mind losing the weight, but I | could hear the ii@hs nagging in the background, you
know [laughing] and I though if | lose too much yHiebe doing something about it, so
| did, I did err | knew | wasn’t eating enough stobk them as well, just to keep things.
There were some days worse than others. There seenetimes | couldn’t face food so
I'd have 3 of the damn things that day. (Bernaugl,10)

Bernard felt pressured into taking the supplemdritks, because he was afraid that if
he did not take them, then his weight would drod #me dietitians might start tube
feeding him again. Although his appetite remainedrghe would have the supplement

drinks instead, for some peace and quiet.
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Erm, well, fairly early on in hospital because |swt eating much, they said you must
have these and they wanted me, | didn’t alway3getlay but | always had at least 2
and err they used to say you must have this bedahas calories in it and um at first |
didn’t mind them, | didn’t like the milkshakes ont® Fortisips so much as the juice
ones, but | got in the end that even the juice dnsed to think ow I've got to have 2 of
those or 3 of those and | just used to think oart'tcface it, so. (Harry, pg.10)

Harry started taking the supplements after surdegyto his poor appetite, he managed
them at first because it had been explained tothahtaking them would provide extra
calories. After a while of taking them he foundttiesen the previously liked ‘juice
ones’ were something that he found hard to stomahkn he knew he had to take 2 or

3 during the day.

Some participants felt the benefit of nutritionalpplement drinks once they where

discharged home and continued taking them foreat Isix weeks after surgery:

Well it was, it was a gradually improvement it wassudden. It was a gradually

improvement and | would say again it was aboutrgdeks, before | was, | could really
put the Fortisip away. I've got a lot of them yawt from the um, from the chemist
they were very good, but um | would say it was akouweeks before | could put them

away and forget them and start eating again. (Beldnpg.5)

Bernard explains his appetite improved graduallyt be continued to take the

supplement drinks knowing that they were helping to continually improve.

Participants had very different experiences witking nutritional supplement drinks.
The lack of choice of flavours and different cotesigies of the oral nutritional
supplement drinks led participants to dislike themhrow them away before they had
even tried them. Participants seemed to have mareess in taking the supplements

drinks when they were discharged home.
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4.8 THEME 4: DIETARY COUNSELLING

This theme highlights the participants’ experieneesl perceptions of the dietary
counselling they received whilst in hospital, sfieally from the dietitian. Dietary

counselling is an assessment of the participaniitional status and help to identify if
the patient is likely to benefit from nutritionalgort. The dietitian will calculate the
individual patients’ nutritional requirements, asbaseline against which nutritional
management can be monitored. The dietitian thewmigws the individual patient with

specific advice to help them improve their oralakd. These experiences will be
discussed under the main theme that was develoged & consideration of the

significant statements in the interview data.

Participants in this study reported various expe@s of being provided with individual
dietetic input and dietary counselling, encouragante help improve their nutritional
intake, whilst they were in hospital. Some partéits reported seeing the dietitian a lot

and felt they had been given a lot of attention athice whilst they were in hospital:

Oh yes they paid great attention and | used to direer [dietitian] coming, because
one of the, | didn’t seem to be able to get throumlt one of the things, | | dreaded
most about hospital, was mealtimes, because theg tlere at me all the time. The
nurses were there and the diet, you know the mutig were there, and | really
couldn’t eat because it | really made me sick iakrabout it. | just could not eat and
all 1 had were these um | can’t remember the naimgne@m. Bottles of food err liquid
food, are they called? (Bernard, pg.3)

The excerpt above from Bernard, describes how lhatbeut his experiences of dietetic
input from both nursing staff and dietitians. Beathatruggled with his appetite after
surgery and felt both the nursing staff and theitthes were paying him far too much
attention and even describes dreading the thoufhhealtimes, because he felt a

constant pressure to try and eat.
Dawn had a very different experience, althoughsdwe the dietitian regularly, she did

not feel a constant pressure to try and eat, instae felt that she had been given a lot of

helpful advice and information.
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Err, yes I've seen the dietitian prior to the sungeafter the surgery, | think she came
almost every day, especially um when |, went oiifigoded to um feeding myself
independently, err she [cough] she gave me somerumadvice and some leaflets, um
and then when | went to [hospital name] I've seafdditian there. (Dawn, pg.6)

Participants wanted the support from healthcaréepsionals, with the knowledge to
help them, but they did not want to feel they wiaran environment totally focussed on

food. The perceived effect was seen as harassohg@rencouraging.

4.8.1 Lack of dietetic counselling

Five participants felt that they had definitely reten a dietitian whilst they were in
hospital, however two of these five participant®afeflection felt that they not really
sure and could not remember if it was a dietitiaat thad talked to them about their

dietary intake:

From a dietitian point of view we’ve not receiveaything really, whether anyone’s
sort of said you shouldn’t have this or you shoiildrave that, um and | am very
fortunate that | have err an excellent dietitiareo¥he road here [laughing] who keeps
me under control and she says yes you can havandiyes you can have that, it ‘s not
often [wife’s name] turns round and says no you'tcdmave it err | don't really
remember the last time we did that or perhaps atfter surgery it was when | came
home it was no it's too soon, you just keep tovgpe diet at the moment.

(Barry, pg.14)

The example from Barry above expresses the lackedétic input he received whilst in
hospital but refers to his wife as a dietitian, wdantrols his diet. He felt that, it was
due to her common sense by keeping to a simpleadetinot trying the wrong types of
food after surgery, this meant Barry had not seffetoo many ill effects after the

surgery.

No, um they said | was going to see one, but ndri’tl | never ended up seeing the
dietitian. Can | just [to husband in back room] didee a dietitian, um | didn’t did I, no
no [husband not that | remember] | didn’t thinkidd remember em saying about one

but I never got, | never saw one so. (Tracey, pg.9)
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Tracey seemed to be unsure if she had seen aatiesihd had to confirm with her
husband whether she received any advice or naticipants remembered seeing a lot
of other healthcare professionals, but it was adftvendietitian that they could not

remember seeing.

Whilst others reported they had seen the dietiiany early after surgery, but had not

been given advice for home and were concerned ajoong home without information:

Um, yes but not very early on, | feel, | haven'tloh’t think I've written it down no |
haven't cos [because] I've written the name of diegitian down for err when I'd come
home, but | think | saw her just the once andetd¢o me as though it was in my last
few days before | came home cos [because] | seeemtember asking the sister, “The
dietitian will be coming won’t she, she will be adog?” That wasn't the last day, but it
was me in my usual frame of mind thinking | doréhtto go home with no advice, so
I'd been told that | could get these Fortijuicesdatinings but | just felt | needed a bit
more help. (Pauline, pg.4)

The excerpt above from Pauline expresses her acomedrout only seeing the dietitian
once and felt that a lack of information had besmmto her to go home with. Other
participants who were prescribed supplement drioksontinue taking once they had
been discharged home, also alluded to these cac&articipants also found it
worrying that a lack of detailed dietary advice la@n provided after surgery and were

concerned about going home with so little inforrmati

4.9 THEME 5: DIETARY INFORMATION

This theme highlights the participants’ perceptiansl experiences of the non-specific
verbal and written information they received afwirgical intervention for their
pancreatic cancer. All the participants descrildegl amount of information they had
received, whether this was non- specific verbabrnimiation from various healthcare
professionals, including the dietitian, nurses drehlthcare assistants, to tailored
individual information usually from the dietitiaithese experiences will be discussed
under the main theme that was developed from aidemadion of the significant

statements in the interview data.
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Participants reported differing experiences of howch information they had been
given and only received verbal information fromsing staff and healthcare assistants.
However, some participants were given written dietaformation from the dietitian,
which they appreciated and felt they were givenrayppate suggestions of what to eat
and drink:

So there was advice also about having food on amaler plate which was good and
err | remember that was helpful to [husbands naine¢ause | think he would have
worried if he’'d seen a very large plate with aléitbit of food on, um and also um it was
helpful to know that it was going to be quite dediag err to eat food because um, |
would sort of get to the end of a main course arstl @ small amount and then | would
just have to go and have my afternoon rest, bechuses just completely exhausted so
um | mean when my cousin was there, she um carhefsonce a week um and when
err [husbands name] was doing a meal for me, it pscame the pattern and we just
accepted you know that it was just taking so muamy bodily strength to digest that
was the only way to handle, it so | did. (Paulipg,5)

The example from Pauline above suggests that tiieemvinformation received in the
form of a diet sheet after surgery, was both usahd helpful. Participants felt it was a
relief for family members to know how much they ltbeat, because otherwise they
would have been very anxious about their loved osrasll portions. Participants
accepted that a change in meal pattern was theveayythey would recover from the

surgery.

For others the verbal information they were giveaswery limited and not helpful at

all:

Um, and basically the advice | got was eat as maghou can and put as much weight
on as you can. Cos [because], you will need to [besause] you've lost a lot of,

because of surgery. Um, so yes | saw a dietitislial¢olm, pg.8)

The excerpt above from Malcolm showed his perceptmf the advice. His
understanding of the advice was to build himselaamuickly as possible by eating lots

of food and this would help him to try and regahe tweight that he had lost after
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surgery. This apparent lack of information underdirparticipants’ confidence in the
healthcare professionals’ knowledge and skills.

Various health care professionals, such as nursgfi@althcare assistants gave dietary
advice because participants were asking for adwifere they were discharged home
and had not seen the dietitian. Participants ineé¢éepd the advice in different ways and

some found it confusing, which led to trial andoerr

So when Monday come and I'm sent home, | hadn't sebody and I | walked in here
with no information no nothing did | and it was pthe staff nurse on the ward [name],
who was on [ward name] that day, she said, she Yawk just carry on when you go
home with very very soft diet like you've been mg\here” you know she said “ what
you’'ve been having, a little bit of rice, with #lé bit of juice on, even even if it's the
mildest curry or something like that, eat sometHikg that, to be going on with” and
she did say “ a bit of pasta” and things like thahe says and um and she says because
your Macmillan nurse will be in touch with you, steg/s and your dietitian.

(Sandra, pg.11)

Sandra experienced feeling at a total loss, whenveis discharged home with no
written information and only minimal verbal inforti@n of the type of diet she would
be able to manage, at such an early stage aftgersuParticipants reported requesting
information before they were discharged home, lelit the information and advice

given was not what they thought of as soft food fmuoahd this confusing.

Some participants found that the verbal informatias not helpful, but was regarded

as authoritarian and were not offered alternatalmsut how to boost their calories:

Yeah and it was all drink full cream milk, you knoan’t do that. “Well it's better for
you”, still can’t do that, eearrr I'm a semi-skimohgirl you know what | mean.
(Sandra, pg.14)

Sandra portrays in the example above how she wdshat having full cream milk
would help to boost her oral intake, but felt fraged that individual advice was not

offered. Participants perceived this advice astaking into account that everyone is
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individual and want to be treated as an individddle advice was not found to be
useful or helpful and further added to their anxebout their poor oral intake.

Participants were given advice to ‘build up’ thdiet but tried to follow advice too
quickly and found they were unable to digest cartands, which they had not been

properly advised about:

Um, we made the mistake on first getting out opttalk of trying to eat too much. Um,
and er | obviously wasn't digesting it properly @ven with what | thought was enough
Creon. Um, which wasn't | think, um but if anythinigund the advice, | tried to follow
the advice, um and | ended up eating things, whiere | think were too rich for me

and too er no just too much of it. (Malcolm, pg.8)

The excerpt from Malcolm reflects on his perceptdnhe dietary advice given to him.
He found he was trying to eat too much, which waksdigesting properly, even with
pancreatic enzymes. He felt disappointed that tb&y advice and how much Creon
(pancreatic enzyme) to take to enable him to fuligest his food was not fully
explained and therefore caused unwanted symptomsaugea and early satiety. This
experience was also conveyed by other participarits,felt that a better explanation of

exactly what could be eaten and digested afteresyrgvould have more useful

However, others who were given verbal informatiegarding eating a soft diet felt
they were not given enough information or a lackappropriate information, which
lead to participants trying to use their commonsseand perceptions of what soft food

is:

Soft food to me is custard, mashed potato, ricedimggl things like this. When you get
home, it's very very different because you're, @Kthe morning you can have your
cereal soft weetabix mushy weetabix, that's safd fout it's it's like and soup at

lunchtime and maybe mashed potato but you needtsimgenore than that and what
IS, at what point can you start to incorporate stimey that’s a little bit more, not solid

food, like chunks of meat, but something, thafigtla bit firmer than mashed potatoes
if you like and it was, it was just down to us hgalWe just sort of used our common

sense and that was a concern because | knew | damggut weight on and | wanted to
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start eating and we had a few hiccups, a few like, tthree O’clock in the morning
when | get up and go to the bathroom and be sidadre I'd had something in the
evening that maybe was a too rich for me but | edrnb start to eat, | mean | had a
lasagne, | thought well that's soft you can youwnpasta, lasagne sheets and you
know, but it was probably too rich for me, but @ssoft food in my book, but maybe
too much for me. (Daisy, pg.10)

The example above helps to convey the perceptioadeice that participants were
given about soft food and felt that a lack of pesgive dietary advice was given, for
example, when something more substantial coulchberporated into their diet. Daisy
expresses concern and having to use her commoa, d&tause she wanted to regain
her weight after surgery, but feels that a lacknédrmation meant it was up to her to

decide when she would be ready to eat solid food.

Over half of the participants felt that a lack @ftailed information was provided after
surgery and they described using their own comnemses regarding what to eat after

surgery, which lead to a feeling of trial and error

We had a pork chop one night, that caused me afldiscomfort [daughter you only
had the tiniest amount of that pork loin] but ijust won’t go through and it sits there,
so then when they turn round and say you stanvitff a soft diet you learn. Trial and
error you think you're clever, but you learn, sownéve got to try and think, it's like

someone says well mashed potatoes, well if anyaysereashed to me I'll go and buy

mashed potatoes, very bland isn’t. (Sandra, pg.7)

The extract above from Sandra, helps to convey gleception that participants
experienced a lack of appropriate individual infation. They felt the dietary advice
given to them was not tailored to their specified® which led to trial and error.
Although participants were advised to have softfabey assumed that they would be
able to digest something with more texture in thigat and not only eat bland mashed
foods.
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Also participants reported that a lack of consisterformation from healthcare
professionals led to trial and error:

We just used our common sense and sometimeseid izl really because, we thought
we were doing the right thing and it turned outttparhaps it was a bit too rich for my
stomach. (Daisy, pg.10)

Daisy is used as an example of the disappointnmettparticipants felt at having to use
their common sense to try and eat well after syrgeimprove their oral intake. It was
felt that this was the result of a lack of consisiaformation.

Participants felt that a lack of expert and infodntetary advice was given and wanted

help from professionals who have the knowledgeelp them:

You know, I'm no expert at all, | mean you need@from people, you know to say
this is what you need everyday and if that's theecHl have it everyday. If they say
you have to have Complan everyday then I'll hawéryday. | should be doing it now
really, on my own back, but you know you think walere do | fit it in with all the
other things, that I'm trying to eat, you know andon’t want to have it to near my
evening meal because. OK | know there’s nutriemtSomplan and Build Up, but is it
going to fill me up and | don’t want to eat my meahere I've got vegetables and um
you know other things in. So it’s just fitting it ia really. (Daisy, pg.19)

The excerpt from Daisy above conveys the feelirfigsustration participants felt at not
being able to access information from healthcamfegsionals with the skills and
knowledge to help improve their nutritional status.was a constant worry for
participants who felt isolated at having to try aimapbrove their nutritional intake

without the benefit of professional advice.
The stigma attached to obesity, meant some paatitspdid not wish to return to a pre-

illness weight and were very reluctant to complyhwva high calorie diet in order to re-

gain weight:
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I'd seen the dietitian before | had the operatiamdashe’d said that I'd got to eat all
these things, that to me were most unhealthy, \a#réattening things, you know,
doughnuts and all the things that I'd avoided tefkéealthy and to keep me cholesterol
down um there was a big list of them and it madelangh because | thought good
gracious you know, it said put extra butter on ¢srmnd what not um, so I'd been given
that list but um | mean it wasn’t any help becaus@asn’t eating anyway really.

(Enid, pg.3)

Enid’s example highlights the concern participdatsat being advised to eat unhealthy
and fattening food. Participants had tried to fella healthy lifestyle and avoided being
overweight and obese and concerns about other cbiditees meant participants were
reluctant to follow this advice. Participants sedreskocked and horrified that what they

perceived as unhealthy advice should be givenhadthcare professional.

Some participants were concerned with the highreabdvice given and were reluctant
to follow this advice, even though they were stluggto maintain or increase their
body weight. Three participants also had a diagno$idiabetes and felt the high
calorie/high fat advice conflicted the advice giviey the diabetes nurse or dietitian.
Other participants were reluctant to follow the iad\because they had previously had a
very healthy dietary regime and were very concerabdut unhealthy eating versus

cancer recurrence and causing other health problems

I’'m very conscience of, | don’'t have cream evenghihat we have is half fat, now
maybe a dietitian would say to me if you want towweight on then it's got to be full
fat, there must be some happy medium because ymidsh have full fat, nobody
should have full fat should they really, well maybe being a bit too self opinionated
but | think fat in your diet is puts weight on afucse it does, but it also does other
things and I'd like to think that | can if it meafisat I've got to eat twice as much of
half fat food that I'll eat twice as much of hait food, you know, what | mean, than full
fat cream and full fat milk and all these littlecipes in the book for build up diet,
there’s lashings of butter and cream in your soug ¢hings like this and I'm thinking |
don'’t really want to, there must be another waypafting weight on without it just

being purely fat, there must be. (Daisy, pg.9)
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Participants wanted healthy eating advice to regaight, as alluded to in the example
given by Daisy. Participants expressed concernstatrting too much fat in their diet,
especially saturated fats, because of the conedxmst causing other health problems or
the recurrence of cancer. The feeling of not bémngontrol of ways to increase their
weight through healthy eating habits added to tpsyichological distress, as they tried
to increase their weight after surgical intervemtio

Some participants totally changed their dietargketpost surgery and included all of

the high calorie foods, even though they had preshofollowed a healthy diet:

Totally, I'm eating all the things that I've neveaten before. Um | didn’t used to drink
milk for example, um cream was unheard of in mi; dreeese very very rarely eaten, er
um sweets | never ever ate. Sponge puddings negethought of, ice cream no, fruit
cake no, biscuits no and I'm throwing them downnow to put the weight on. Yes, a
total change of diet, yep. Normally my, as | saadkfrom the gym, half past ten um
five fruits, five or six fruits plates of fruit artlat would be my breakfast. And a light
lunch with a salad and evening meal at about halfes. But now | am trying to pile it
on, yeah, yes, yes, umm anything that helps urAnthdny, pg.6)

The example used above from Anthony, describes $mmve participants wanted to
completely follow the advice from the healthcar@fpssional and regain their pre
iliness weight as quickly as possible. Even thoubhy had always followed a healthy
diet the information given by a healthcare profesal was seen to be the most

appropriate to return to their normal lifestyle.
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4.10 THEME 6: THE ROAD TO RECOVERY POST SURGERY

This theme highlights the participants’ experienaed perceptions of recovering from
operable pancreatic cancer. All the participantsioled an insight into how they coped
with this difficult period in their life and how ik impacted on their lifestyle and quality
of life. These experiences were developed from msideration of the significant
statements from the interview data. Participantcdeed getting through this difficult
period in their life, one day at a time and howldawly seems to be improving. They

knew they had to be strong to cope and survive:

And | come down one step at a time, for the firdags, now | can walk up, until | get to
the last 3, then | have to hold on with both hanldat’'s when the energy goes and then
that’s it, that's me energy for the day, I'll bertest with you that is me energy gone
then for the day | am shattered. It's like when yawe a shower or a bath it saps, you
wake up and you take your meds and you've finetlyiok, a new day and you go and
get under the shower for 10 minutes and all of ddsm you're energy’s just gone.

(Sandra, pg.8)

The excerpt above from Sandra expresses how emits coped, from one day to the
next, to continue with their daily activities andild up the strength to be strong and

recover from the surgery.

Participants experienced a very rapid change to thmlity of life, especially as most

of the participants’ had led quite an active litfdre the surgery:

And it's the no energy when you've been so actia€d that is a killer, because you
you still think you can do things and you know yam't, like when | first come of
hospital | had to, they wanted the bed downstai bput a block on it | said no no um
| knew | couldn’t go out anywhere cos | wouldn'vaahe energy so the only exercise |
have is walking in here, out of here and into thehlen or going upstairs to bed. So the

stairs was a challenge to me, yeah, | had to cigwbn all fours. (Sandra, pg.8)

The example from Sandra is used to emotionally ril@sahe rapid transition from
being fit and healthy, to having no energy to cauydaily activities. Other participants

also expressed this and the change in their quafityfe was found not only to be
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distressing but also challenging.

Participants were worried and concerned about dryim get on with their daily

activities in life. They were concerned that byingyto do activities they were using up
energy and were therefore not able to gain any heigven though they felt their
appetite was improving. They wanted more infornmatm explain how to improve their

current nutritional status to cope with recovenytisat it could stop concerning them:

And maybe doing, carrying on what | was doing anywawalking and you know

gardening and doing other things, I'd probably drad my body of whatever nutrients,
| was getting I'd probably used them up throughnigeactive and doing things. That's
concerned me as it does a little bit now, because éat well now and | have done for
quite a while but | don’t put any weight on andink at the time when I'm eating and
I’'m thinking well um there’s a lot of goodness imst you know. Maybe it's the

chemotherapy medication that I'm on, does that bwppyour metabolism, | don't

know there’s nobody that can say, whether that srif that's the case when I'm off
the chemotherapy and it's out of my system, howkreg that takes then my my
metabolism may slow down a little bit to enabletoput weight. (Daisy, pg.16)

The example used above of an excerpt from Daiglights the many questions and
concerns that participants had regarding theiritrurtal status and ways to try and
improve it. Participants were trying to make seofstheir continued lack of energy and
ability to regain some of their pre illness weigkfter surgery, even though their

nutritional intake had improved.

The return to preoperative or pre-illness weighd anreturn to a normal pattern of
eating were seen as being on the road to recovelparticipants felt happy to be alive
and felt they could cope if they continued to im@@nd slowly got better and feel they

were on the road to recovery:
| delighted to be alive, I'm delighted to be hor. delighted to be getting better um,

and I'm just hoping I'll get back to where | waseetwally, you know. Two or three

months, so no I'm just happy to be as | am. (Anghpg.9)
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Participants reported having a positive attitudd #eit this helped them to fight and
recover from something ‘nasty’ that had happenedhtan. Although, Anthony has
been used as an example, all the participants esgulea feeling of joy that they had

been given the chance to have surgery and hopeudgtually recover from it.

4.11 Summary

The purpose of this chapter was to introduce eddheo participants in the study. A
story of each participant has provided a backgroagdinst which the journey of
pancreatic cancer before and after surgical treattrhas been experienced for each
participant. The second part of this chapter usedtagjions from the participants’
transcripts, to interpret the meanings experierimegatients with operable pancreatic
cancer before and after surgical intervention hasgoal of hermeneutic inquiry was to
identify the participants’ meanings by combining tlesearcher’s understanding of the
phenomenon, with participant generated informatibne participants’ transcriptions
provided an important description of a consciougeeience and a reflective
interpretation of the transcripts, by immersiontive data, enabled the researcher to

achieve a fuller and more meaningful understandirtyis phenomenon.

In the following chapter the findings from this dyuwill be discussed in relation to the

current literature.
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Chapter 5: Discussion and Conclusion
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Chapter 5: Discussion and Conclusion

5.1 Introduction

The previous chapter has discussed the findings fitee nutritional experiences of
pancreatic cancer patients undergoing surgicaktiesein this study. In this chapter,
the following discussion will now position this digiand its findings in relation to the

review of the literature.

The original aim of this study was to gain insightio the views and experiences of
patients with operable pancreatic cancer before aftel surgical intervention and
acquire a deeper understanding of how they mantg@dnutritional status during this
period. The qualitative design and use of a hermemphenomenological approach led
to rich descriptions of the participants’ experies@nd enabled the identification of

issues that were relevant and important to them.

5.2 Key findings

The key findings from this study indicate that tbgues surrounding food and nutrition
play an important role in the recovery of patienith operable pancreatic cancer before
and after surgical intervention, not only in terofgts nutritional value, but also as an
important quality of life issue. The experiencestlo¢ participants found that after

surgery for their pancreatic cancer they continteesgtruggle with the physical and

psychological effects of cachexia and weight I@ddghough participants understood the
importance of nutrition in the recovery processreniaelp and information was needed
to enable them to recover from cachexia. Particgpparperienced a range of physical
difficulties in adapting to their altered physiologfter surgery and trying to maintain

their nutritional status. These were often intated and prolonged problems, which
will be discussed in the findings. Participants teanbetter information to help them

with their rehabilitation from the effects of thaergery as well as to alleviate some of

their concerns regarding their nutritional statnd anprove their quality of life.

5.2.1 The physical and psychological effects of dexia and weight loss

The findings in this study demonstrated that adl plarticipants were affected by weight
loss, therefore it was a particularly importantuessgo discuss with the participants
because they were being actively treated for weaiicer. Participants in this study were

open and able to discuss the meaning of weightdoslswhat it meant to them. This
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highlights the difference between the palliativedsts included in the critical literature
review, where discussing weight loss with patiemés seen as “taboo” (Hopkinson et
al., 2006a). It was not found to be an importastiésto discuss with patients with
advanced cancer, at the end of life who were nibtedg being treated for their cancer
(Poole and Froggatt, 2002). Participants in thiglgtalso noted their concerns over
weight loss in relation to the effect this had, aoty on their physical strength, but the
psychological implications of weight loss were evanre striking, this also mirrors
findings of a study by Stamataki et al (2011). Wieilpss was a source of concern for
participants, especially when the weight loss wia#he, this mirrors the results found
in a previous study (Hopkinson et al., 2006a). Ated by Muir et al (2011) and Reid et
al (2009) a continual monitoring of weight and seeing an improvement, was seen as
detrimental and a possible recurrence of disead®s been associated with drawing
closer to death. Participants in this study, whoregsed fear and acknowledgement that
food was needed for life, accepted that it wagwggte to eat enough to maintain their

current nutritional status and not further thredtesir life expectancy.

Holden (1991) reported that anorexia was of lesscem to patients than family
members. However both studies by Orrevall (Orrestdll., 2005, Orrevall et al., 2004)
found that when patients are in the final phasedisdase, both patients and family
members feared that an inadequate intake of foadldMead to death by starvation.
Participants in the current study also expressettaros about their diminished oral
intake, although they were not in the final stagkdisease, but being actively treated
for their cancer, they found this very distressiDge to problems of nausea, changes in
taste perceptions and being afraid of eating treng/iconsistency of food, some of the
participants reported managing minimal amounts karel their nutritional intake was

not good enough to improve their weight.

For other participants, in this study who could oontrol their weight loss uncertainty
for the future grew, which also added to their p®}ogical distress. Therefore, they
reported seeking information about healthy eatimg) taied to change their eating habits
and exercise behaviour as a way to regain corfftulagge et al (2007) has suggested
that this kind of behaviour is the basic ‘sociayg®logical process’ used by patients
with cancer, who are trying to manage the emoti@ma social consequences of a

declining intake. As found by Stamataki et al (20phrticipants reported feeling
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anxious about not being able to control their weigsues and consciously changed
their eating habits hoping to see an improvemerthéir weight, but also continued to

constantly monitor their weight.

The physical and psychosocial difficulties expeceshby participants as they struggled
to increase or maintain their weight post surgbas also previously been experienced
by oesophagectomy patients (Wainwright et al., 200he changed physiology
following surgery meant that patients needed tgpatachanges in their eating habits,
Wainwright et al (2007) referred to this process“i@snapping the body” (p.766).
Participants needed to learn when they were fuiroter to avoid nausea or vomiting.
Participants had to go through a long process a$iergery of physical and
psychological adaption, in order to achieve anmakiquality of life. The surgical
procedure may remove the tumour, however as foundWhinwright et al (2007)
participants needed to cope with the psychosodpéets of recovery as well as the

physical symptoms while trying to rehabilitate fréine surgery.

Participants requested family members to bringodffrom home to improve their oral
intake, some participants reported a sense ofréaithen relatives had gone to a great
deal of trouble to bring food into the hospital, igfhthey could not eat, as found in
previous studies (McClement et al.,, 2003, McGra®02). These feelings of failure
were exacerbated when participants had asked faméiynbers to bring in favourite
foods, which they had previously enjoyed, but werew unable to eat. The
encouragement they received, from their anxiouatix@s also caused them more
distress and a greater sense of failure, which alss found in a study by Hawkins
(2000). This also mirrors the work of Holden (199Which found that patients
appreciated their caregivers’ efforts at prepatimgr favourite foods, but found they
were trying too hard and this became a source mificoand tension.

Many participants struggled with the psychosociadl @nvironmental difficulties of
being in hospital and found this contributed toirth@oor oral intake. Participants
experienced problems of meal preparation, mealelglisystems and hospital routines
which were reported as contributing to the paréiois’ malnourishment, as previously
found by (Orrevall et al., 2004). Due to the tydefand delivery system at the study
site, three course meals are served on the sapeaisiag a bulk trolley bedside service,

163



which is considered to meet patients’ needs ifygem is used correctly (Allison et

al., 2001). Participants reported requesting smaltetions, however they found the

sight of so much food overwhelming and over facidgrtion sizes, presentation, smell
and social setting all have an impact on a pasesppetite. This needs to be taken into
account in the hospital setting and the provisidrsracks and flexible portion sizes

would aid in improving the patients nutritionaltsis (Souter, 2005).

Loss of appetite not only affects quality of lifieut is a potential source of anxiety
(Hawkins, 2000, Holden, 1991), as experienced bypdrticipants in this study. They
had little understanding why their appetite hadrel@sed or vanished completely. An
understanding of what loss of appetite means topHrécipants is essential for those
trying to help the patient (Poole and Froggatt,206lolden’s (1991) study found that
this lack of understanding led to conflict betwegmtients and carers. It was therefore
important in this study to explore the meaning o&lontake and food for each
individual, to understand their experiences. Sorhdhe participants in this study
wanted to express their perceptions of their loweds concerns about their decreased

appetite, only one participant found this to be@arse of conflict.

5.2.2 Adapting to change and coping strategies aftsurgery

The findings in this study, demonstrated that cenelated weight loss had a profound
impact on the participants’ psychological well-lzgiand their physical functions. This
was also found in previous studies (Marin Carol.e807a, Muir and Linklater, 2011)

and some reported a poorer quality of life, duéhtar weight loss, this was also found
by Hokinson et al (2006) and O’Gorman et al (1998).

In this study, weight loss was not an isolated dpmp but part of a group of
symptoms, such as nausea, vomiting, taste altesgatind early satiety, this was also
found by Stamataki et al (2011). Participants irs ttudy experienced many of the
same difficulties to eating that have been idegdifin previous studies discussed in the
systematic review, such as nausea (Orrevall e2@04), early satiety (Hopkinson and
Corner, 2006) and diarrhoea (Wainwright et al., JOHowever, they sometimes
managed a moderate amount of oral intake by forthegnselves to eat or eating
without an appetite, which was also experiencedhgy participants in the study by

Shragge (2007). Participants did retain the abtlityeat, even with loss of appetite,
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particularly if symptoms of nausea were kept uratertrol (Shragge et al., 2007). It has
been suggested by Hughes & Neal (2000), that sgd&od for humans is a biological
imperative, with the purpose of providing nutrieassential for life. For patients, eating

without an appetite is not only challenging, but b& impossible (Shragge et al., 2006).

One of the key issues for participants was theibility to taste food and they therefore
found it difficult to build up an appetite, whickd to further worries about weight loss.
The changes in tastes perceptions varied from ste & all, to some foods causing an
unpleasant taste in the mouth, “like metal”. Fansarticipants this led to an aversion
to certain foods or drinks that they had previoustyoyed, quoting examples of tea,
coffee and spicy foods, such as curries. The lddiagie or knowing that food would
not taste as it should, led to feelings of disappmoent and the will or desire to eat were
diminished or vanished completely, which was aksworted by Stamataki et al (2011)
and McGrath (2002). Participants were also drearalvaut certain foods and having a
desire to eat things, which unfortunately, theyldawot physically consume. As found
by Holden (1991) some participants reported thamify members had spent a lot of
time and energy selecting and preparing food fergarticipant, only to find they were
unable to eat it or had no desire for that pardicédod. Loss of appetite is complex and
multifaceted, involving changes in taste percei@and early satiety. Therefore,
individual and appropriate dietary advice needbeaajiven after a detailed assessment

of the patients oral intake (Souter, 2005).

Participants in this study had an accepting atittevards their eating difficulties this
was something they needed to experience, in oroleretover from the surgery.
Accepting or resigning themselves to their limiias of a reduced intake, seemed to
allow them to avoid a lot of the psychological treuassociated with loss of appetite
(Holden, 1991, Hopkinson and Corner, 2006, So2@05). However, Shragge (2006)
argues that the targets patients set for themsebmeslso be viewed as another form of
control. An example of this was the participant,ondiscussed trying to eat an extra
slice of toast or half a slice of toast with thepaghetti. By setting targets, they are
controlling this unavoidable change (Muir and Letdr, 2011) even if they have
followed a daily pattern of oral intake for a goodmber of years, they are not being

overcome by these changes but rather adaptingio (Bhragge et al., 2006).
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Some participants also felt nauseated by the safdlhe food and therefore tried to
adopt strategies to try and eat even if was ontyirimal amount. The observational
work by Warnock et al (2005) has highlighted thhygcal constraints on nutrition
such as lack of appetite, fatigue, taste changéguity swallowing, sore mouth and
gastrointestinal disturbances (sic) are many factohich contributed to patients’ poor
appetite as a result of treatment for cancer (Wekred al., 2005). These were clear

barriers and had a negative impact on patientsitiaunal status.

Malnutrition and eating difficulties experienced ttne participants, such as the complex
symptoms of nausea, taste changes and diarrhogerfuompromised their nutrition
and functional ability. The treatment-related fastand the previous mentioned
symptoms could have a detrimental effect on a patigquality of life (Marin Caro et
al., 2007b, Ravasco et al., 2004). Quality of \ifes very subjective to each individual
participant, but has been reported to include aepi&s psychosocial wellbeing,
functional status, health perception and treatmeldted symptoms (Ravasco et al.,
2004). Each participant had different health andgpeance expectations, due to their
differing time points after surgery and therefortelify of life is highly individualised
(Marin Caro et al., 2007b), especially for patientth cancer as their expectations will
change over time (Ravasco et al., 2007). Qualityifefneeds to be evaluated when
assessing a patient’s nutritional status, in otddailor the nutritional intervention to
the individual patient's requirements (Marin Caroak, 2007a, Marin Caro et al.,
2007D).

5.2.3 Experiences of nutritional support interventons

Traditionally, in surgical patients the rationakehind the use of nutritional support is to
try and alleviate malnutrition associated adversieces such as post operative
complications (Bozzetti et al., 2007). The findings this study revealed that
participants had varying experiences of nutritiosapport interventions. Although
nutritional intervention is not a specific canc@atment, it is necessary at certain stages
of the disease and the therapeutic strategy (M@ano et al., 2007a). Nutritional
support interventions, such as dietary counselliagtificial feeding and oral
supplementation, need to be proactive rather thantive and should form an integral
part of treatment therapy for patients with cantmeimprove clinical outcomes and
quality of life (Van Bokhorst-de et al., 2005).
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The role of the dietitian was seen as being ablgdtentially relieve some of the
distress participants experienced with eating @misl Some participants reported that
they had been given some good suggestions of elifféypes of food to eat and ways to
prepare food. However, some found the dietitiarh@utiarian, because they did not
give helpful suggestions, which was seen as copratéuctive and participants found
this distressing. The results of a study by Rava§2005) found that giving
individualised dietary counselling was more benaficompared to non-prescriptive

approaches that did not take into account pergme#érences.

Participants in this study also reported a lac#liefetic input or could not remember the
dietitian coming to see them. As all surgery pdtieare seen by a dietitian, this could
suggest that the amount of time dietitians are ablespend with patients was so
minimal that patients had forgotten who they wdrethis study, some participants

reported seeing the dietitian at the beginninghefrthospital admission and once at the
end, whilst others felt they had been given a gdea of attention and had seen the
dietitian on many occasions. These findings wero akported by post-operative
oesophagectomy patients (Wainwright et al., 20018 ,patients in this study requested
more input from a dietitian than just a small antoofinformation whilst they were in

hospital, as is presently the case with most sargiatients. Participants in this study
reported sorting out their own problems withouttelie input, but others were more

assertive and requested to see a dietitian, aslfiouprevious work (McGrath, 2002).

The use of oral nutritional supplements is the tleagasive method of increasing
patients nutrient intake (Van Bokhorst-de et aDP0%). Early initiation of nutrition
support has been found to be essential for impgppiatient outcomes (Ottery, 1996)
and oral nutritional supplements are effective wpatients are unable to meet their
nutritional requirements solely with food (Ravastal., 2003). Prescribed, oral energy
and protein supplements were taken by participamith, varying degrees of success,
however, even the participants who were negativeiaiine supplements because of the
‘sickly taste’ felt they were beneficial. As fouly Dewey & Dean (2008) nutritional
supplements offered to participants by healthcaodepsionals, was limited by brand
choice and flavours. Oral nutritional supplemerntsts the NHS £150 million annually
(Elia et al., 2006) and participants in this studported throwing away supplement

drinks, because of the lack of choice of flavourdecause of the consistency of the
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drinks. Some participants preferred the ‘milky’ vilars to the ‘juice based’ drinks.
Providing a better choice of flavours and consiseEsimay avoid unnecessary wastage

and improve patient compliance.

Nutritional support interventions need to be mamitb for their effectiveness and
adapted to meet the changing nutritional requirémehthe patients (Marin Caro et al.,
2007b). The nutritional requirements of patientthvaancer depends on their degree of
malnutrition and therefore needs to be individual that particular patient (Van
Bokhorst-de et al., 2005). Currently nutritionalsessment carried out by clinical
dietitians assesses patients’ nutritional needsemedgy requirements at that particular
time point. It has been recommended that nutriti@saessment is most informative
when performed repeatedly over time, regular mainigo should be performed to
ensure that the prescribed nutritional interventioreffective and the patient is not
experiencing further nutritional decline or comptions (Davies, 2005). However,
participants in this study reported that they wprescribed nutritional supplement
drinks, but were not monitored once they had baschdrged home, or whether they
were still taking the supplement drinks and howglafter surgery they continued
taking them.

Participants were all fed by means of artificiatritional support after surgery, as this
Is the current protocol at the study site, becadlisanitiation of early enteral feeding is
beneficial in preventing post-operative complicatioThese included wound infections,
anastomotic leaks, sepsis and morbidity and thisreduce length of stay in hospital,
by 3 days, thus considerably reducing costs td\iH& (Barlow et al., 2008, Barlow et
al., 2011). These clinical improvements and theifiperole of nutritional interventions
to enhance recovery after surgery need to be &xpfained to patients. The participants
in this study complained of nausea and vomitinglstithe nasogastric tube was in situ
and also felt it exacerbated their eating diffimdt while in hospital. Most of the
participants in this study felt that it had not bexplained to them why they had a tube
in their nose, which for some participants had bs&tched into their nose causing
further discomfort. Early nutritional interventiocan also improve quality of life
(Ravasco et al., 2003), however participants irs thiudy seemed to have little
understanding of the benefits of artificial feedifige findings in this area imply a need

to be aware of the differences between the waytthgabfessionals assume a patients
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understanding of the benefits of nutritional suppeterventions and what participants
in this study expressed as lived experience.

Participants indicated that hospital staff were mety understanding when they
reported problems with eating and bland tastingphalsfood, although participants did
report this was possibly due to a lack of tasteprasiously noted by McGrath (2002).
Observational work by Warnock (2005) found thaimgpvndividualised care to patients
had a positive influence on their nutrition, as didff being present at mealtimes to
offer encouragement with nutrition. However, tfasbt always practical on many busy
surgical wards where nursing staff should be alkklaat mealtimes to take
responsibility for nutrition. The study site doesvh a protected meals policy, whereby
all nursing activities except attending to patiemigtritional needs should cease and
other health care members should also leave thd daring this time. Participants
reported a lack of help with their eating diffiagalf, but always tried to eat something,
because otherwise they felt they would not be disptd home. Offering
encouragement, with oral intake can be used toigeoa positive and proactive

approach to nutrition in hospital (Warnock et 2005).

5.2.4 Information sources and effective communicaih to provide optimal health
outcomes for rehabilitation after surgery

The findings from this study found that informatisaurces were often from a variety
of health professionals, as was found in a previstusly (Dewey and Dean, 2008).
Although the information given was seen as beraflzy participants, it was not always
consistent, which left participants with confliginnformation and led to confusion.
Participants felt that a lack of detailed informatiwas provided after surgery and they
described using their own common sense regardirad teheat after surgery, which lead
to feelings of trial and error. These findings atswror those experienced by head and
neck cancer patients who had received multipleaghies (Wilson et al., 1991), such as
surgery, chemotherapy or radiotherapy. Participamtthis study found some foods
were too rich for them to digest at such an eatdges and felt that more information
about what types of food and consistencies wowe lheen more useful.

The way healthcare professionals communicate wdiiepts affects how the patient

perceives care. Good communication can supportipéopeturn to as normal a life as
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possible following cancer treatment. There was eomand confusion about the advice
given from different sources, but participants felassured if they received the same
information from more than one healthcare profesaioThis finding has also been

demonstrated in other research (Hancock et al2)201

Providing effective communication, is key to optinmealth outcomes (Rutten et al.,
2005) and by understanding when, what and whom thegive information from is
vital to ensuring the delivery of quality cancereeamproved communication between
family members, patients and healthcare profesEooeuld decrease the stress felt
regarding a patient’s nutritional status. In thisdy participants experienced, healthcare
professionals using jargon. This was not seen affantive way to communicate and
terms such as "little and often”, which dietitiamse to suggest to patients to eat small
regular meals, was not properly explained to padits and therefore poorly
understood.

Participants often felt the information they wereeg was something that they actually
knew, for example, the need to eat small frequesdls By explaining to participants
why this was important would have made it more ustd@dable for them, to enable
them to follow the instructions and carry out thhagtical advice. However, it was the
practical implementation of this advice that pap@énts found lacking and the ongoing
support to supplement the information (Hancockl et2812) that led to trial and error
and concerns over the nutrient content of theit. darticipants found the advice about
boosting calories very helpful, but they wanted enmformation than this, for long-

term recovery and rehabilitation.

The findings of this study suggest, that partictgamere not given enough information
to alleviate their feelings of anxiety regardingithability to recover from cachexia.
Providing patients and their carers with advice pesuce the unnecessary burden of
anxiety felt by patients with cachexia and may aisfluence their management
(Hawkins, 2000). Providing correct information atichely explanations may help
patients be proactive in their own management (o and Corner, 2006). Reid
(2010) also suggests that ongoing focused commiimncdetween patient, family
member and healthcare professionals could provideasis for this much needed

information exchange.

170



Information needs to be tailored to individuals rg&jge et al., 2007) and also tumour
specific (Dewey and Dean, 2008) rather than bermgegc. Participants in this study
found the information given to them to be non-speend did not relate either to their
specific cancer or their surgical treatment andewet individual to them. This mirrors
findings from a qualitative study by Hancock e{2012) that patients want dietitians to
treat them as individuals, by identifying the outes that individuals want from their
treatment and base the support and information ha; A systematic review of
information needs and sources among patients \aicer (Rutten et al., 2005), found
that health professionals (40.6%) were the mosjuieatly cited information source
post-treatment. This emphasizes the important rthes health care professionals,

nurses and doctors can perform in meeting thenmdtion needs of patients.

Some participants wanted to engage in self-help readth promotional activities to

help them with their eating problems. The findingfs this study mirror those of

Hopkinson et al (2006) where the evidence suggdbststhe infrastructure to provide
this support is not in place for this group of pats. Participants reported difficulty in
gaining access to dietitians once they were diggtarfrom hospital and felt the

information they were given about how to improveithutritional status was often

lacking, or given on an ad hoc basis. Hopkinson @odher (2006) have previously
reported similar findings. Participants in this dstualso reported not being able to
implement the advice given to them by dietitian® da nausea and other physical
problems, such as lack of appetite and early yatidtich was also reported by Orrevall
et al (2004).

5.2.5 Patient centred recovery

The findings in this explorative study further sopthose of previous qualitative work
(Reedy et al., 2005) suggesting, that following ttencer diagnosis and surgical
treatment, patients with pancreatic cancer repottte¢ had changed their views on
their dietary habits. Participants felt consciofisvbat they ate and wanted to improve
the quality of their diet. Informed lifestyle chek are important for patients with
cancer, particularly when they are seeking selp-hstrategies to improve their
outcomes (Rock et al., 2012). Regaining health fatidwing a healthy diet aimed at

preventing recurrence, with the overall goal ofverdging nutritional deficiencies, was
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seen for many participants as a way to recovereita with cancer may be at risk of
developing micronutrient deficiencies, due to theenluced intake (Van Bokhorst-de et
al., 2005). The overall goal of nutritional assesst should be to prevent nutrient
deficiencies, to enable patients to maintain thetrght and maximise their quality of
life (Rock et al., 2012).

Some of the participants reported taking multitwitas to supplement their diet, but
this was something they had decided to do for tlebras as a form of self help to
alleviate some of their concerns about the nutremttent of their diet. It was also
found in a study by Reedy et al (2005) that pasienith colorectal cancer took dietary
supplements with the aim of improving their healibt found that there was a lack of
clear guidance provided by healthcare professiooalstaking extra vitamins and

minerals to supplement their dietary intake. Takitgmins and minerals that exceed
the amount normally found in food and recommendedtddy Reference Intakes
remains controversial in patients with cancer. €f@e dietitians and healthcare
professionals need to provide patients with infdfoma about taking dietary

supplements (Rock et al., 2012).

Participants wanted more involvement in decisiobsua their care and there is

evidence to suggest that giving patients more obotrer decisions about their care can
both improve health outcomes and reduce costs (eeat of Health, 2010). In order

for this to work effectively, the patient needsntake an informed choice, making use
of relevant information, and the patient and theltheare system needs to work
together to make the best possible decision. #nigcipated that this improvement in

information will improve patient experience, sadion and clinical outcomes

(Department of Health, 2011).

The White Paper “Equity and Excellence: Liberatthg NHS’ (2010) recommends a
shift from a single model of clinical follow up tailored support based on individual
needs. The findings of this study found that pgréints wanted more clinical follow up
and tailored advice. People living with and bey@adcer often have specific support
needs, which if left unmet, can damage their l@rgatprognosis and ability to lead an

active and healthy life (Department of Health, 2007
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This study has found that patients with pancreediecer have wide-ranging nutritional
needs following surgical resection. Evidence sutggést a dedicated multidisciplinary
approach to malignant disease can improve surandldecrease morbidity. The close
collaboration of dietitians working as part of a ltidisciplinary team could lead to
positive patient outcomes (Baracos, 2006). Howenfethe 31 specialist pancreatic
centres listed with the Pancreatic Society of Gidthin and Ireland, only 5 (23%)
have a specialist dietitian, working solely withstlyroups of patients (Phillips et al.,
2009). The study site has a specialist surgicadltidie, but they also work with other
groups of surgical patients. Multidisciplinary worg and integrated working of
dietitians as part of the healthcare team couldkwowards optimising patients’
nutritional status throughout their cancer jour(@yrevall et al., 2004, Stamataki et al.,
2011). It might also improve the long-term nutmigd experiences and difficulties

before and after surgical intervention that theipigants in this study have reported.

5.3 Limitations to the study

The findings in this study need to be interpretetight of the study’s limitations:

The study has addressed the issue of nutritionr®éefiod after surgical intervention for
patients with operable pancreatic cancer, in dquéar hospital setting and the findings
are therefore focused on patients’ experiencesad find nutrition in that one hospital.
However, the aim of healthcare research is to mfor influence practice and therefore
the findings need to be relevant to more than ¢aup of participants (Swift and

Tischler, 2010).

It cannot be claimed that similar findings woulderge with a different sample, as the
themes and interpretations are the researcher’s intenpretations. This limits any
generalisations that can be made to other hospitétee UK, from this small sample of
patients. However, the interpretations have simigar with other empirical work in
patients with advanced cancer and other care gsftiherefore the findings do offer
some elements of transferability. The aim of thiglg was to discover the essence and
meaning of a phenomenon (Van Manen, 1994), noeteeglise from a small number
of cases (Holloway, 1997).

Patients were initially recruited to the studyheir surgery was 4 months prior to the

recruitment date. However, as recruitment progeesisbecame evident that the time
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frame needed to be extended, in order for the studhe completed. Participants were
interviewed up to 12 months post surgery and theamh relying on how well the
participants could remember their experiences. hewdived experience is always a
reflection and recollection of an experience thas hlready been lived through (Van
Manen, 1994). A multi-centre study may have allladasome of the difficulties of
recruitment, but due to a lack of resources ance ticonstraints this was not a

possibility.

Participants in this study were only interviewed®mue to time constraints, however
the use of more than one interview can give immbriasights into patients changing
experiences and can be used to identify whichvetdrons are the most acceptable and
which outcomes are most important to patients giqodar time points (Murray et al.,
2009). The experiences of the first interview cobtd developed and the reflections

used to enhance the participant-researcher resdtipn

Data was collected using semi-structured interviand an interview guide, therefore it
could be argued that this is not naturalistic, lees participants were guided by a pre
determined schedule designed by the researcherewwthe choice of open-ended
conversational style interviews allowed the papagits to tell their stories in their own
words (Van Manen, 1994).

Although the researcher was aware of introduciag bito the study at all stages of the
research, the researcher’s background and profedsinowledge, needed to be

disclosed to the participants, thus the ‘distarasetescribed by Mays and Pope (2000)
between the researcher and the participants wadivedly small. However, using

hermeneutic phenomenology assumes that pre-undérsgaof the phenomena under
investigation and co-creation by the researcher peaticipants are what make the
interpretations meaningful (Koch, 1995). Thus, teégearchers knowledge is central to

the interpretive process (Laverty, 2003)
This study has used patients’ self-reports aboeir tiveight loss and no clinical or

laboratory measurements for the assessment otipariis’ body composition were

made. Weight can be very subjective to the indiaidiviorgan et al., 1980). Although
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most of the participants were able to recall oreghome estimate of their weight loss
the accuracy is unknown and the reported weighdseebe treated with some caution.

5.4 Implications for practice

This study has highlighted key findings which, dnsidered in the day to day care of
patients with pancreatic cancer before and aftegesy, may well lead to consistent,
comprehensive and individualised dietary advicejctvtcould lead to a significant

improvement in their quality of life and recoverfyes surgery.

Healthcare providers could play a key role in pdawy patients with supportive
information and have open discussions with patieatisut their weight loss and
nutritional issues. Regular monitoring and assessmé patients could ensure that
individual nutritional support and advice can bevyaded when it is most needed. Thus
ensuring the best care for the patient.

Healthcare providers should not only understandthssiological symptoms of disease
and the treatment, but also consider the psychodbgiffects on the patients and their
family. Understanding all of these issues willdgaitare to best support the patient and

their carers in the recovery period.

Healthcare providers need to understand that iddals who have been diagnosed with
cancer and undergone treatment for their canceofie® motivated to modify their
diets and seek nutritional guidance. Providing imfative information about the effects
of the disease and limitations due to their changlegsiology, would help patients

engage in self help to recover as fully as possible

Improvements to hospital food choices or meal @glivsystems, including portion sizes
might help to improve patients’ oral intake. Offegia selection of nutritious snacks

could also take in to account the need, to eatlse@llar meals.
Healthcare professionals need to explain cleagyrthe of oral nutritional support and

artificial nutritional support to patients, to hdlgem understand its importance to their

recovery in the perioperative period.
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Dietitians, in particular, working as part of a ualisciplinary team would be in a key
position to have a positive therapeutic influenndlee nutritional status of patients with
operable pancreatic cancer, before and after @alrgitervention. This would enable
clear guidelines for the nutritional managementtios group of patients to be
developed. A specialist dietitian dedicated to tieup of patients would facilitate
more dietetic involvement and regular contact vpittients, enabling the promotion of
individualised dietary counselling. This would hetpimprove nutritional intake and

quality of life in this group of patients.

5.5 Recommendations for further research

The implications of the study have suggested tladiepts with operable pancreatic
cancer undergoing surgical resection have somermajawerns regarding nutrition and

recovery from surgery. This study provided a desiomn of patient’'s experiences of

food and weight loss before and after surgical rigetion, but not necessarily a

complete one. The themes identified in this studyide a context for further research
and the patients perspectives could be used tonintfloe development of services. Both
weight loss and decreased oral intake have beenifidd as a coping strategy for

rehabilitation after surgery. It is therefore img@amt to consider further research to
understand how dietary perceptions and weight atmegolve throughout the stages of
rehabilitation after surgery for patients with peeatic cancer. This study also indicates
further research is required to define the optimsd of oral nutritional supplement

drinks after surgery for patients with pancreatmaer. Further investigation into the

role of artificial nutrition is required, which ihaes patient-centred outcomes relating
to their experiences and well-being, rather thaly abjective disease related end

points, such as mortality, treatment effects amdjtle of stay. Further research is also
required to provide supportive information to patge The research should focus on the
nature and effect of weight loss in surgical patemith pancreatic cancer and the role
of food in the management of their weight loss. Slewaluating the effectiveness of

reducing the anxiety over nutritional difficulti@®d weight loss concerns experienced

by this group of patients.

176



5.6 Summary

This exploratory study of an underexplored areaeskarch, has discussed some key
issues regarding the physical and psychosocidtdifies experienced by patients with
operable pancreatic cancer as they try to recawen fsurgery. The purpose of this
study was to gain insight into the experiences aifepts with pancreatic cancer after
surgery and to gain a richer understanding of tlvead experiences. Nutrition played
an important role in the recovery of the particigamfter surgical intervention.
Nutritional support interventions need to be tagdeto aid in the rehabilitation of this
group of patients, with the goal of providing indival dietary counselling and
information to prevent recurrence and reduce tle of the development of co morbid
disease. Thereby enabling patients to take aneaaie in improving their recovery and
nutritional status, by reducing their symptoms angroving their quality of life. The
most important finding from this study is that patis with operable pancreatic cancer
before and after surgical intervention, requir@tanhore nutritional input than the brief
advice given to them by healthcare professionasluding dietitians, which is the

current rehabilitation strategy for this group atipnts.
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Appendix 1: Search strategy and MESH terms

Number| Searches Results

1 nutrition.mp. [mp=ti, ot, ab, tx, kw, ct, sh, hw, dm, ps, rs, 170584
nm, an, ui, tc, id ]

2 gualitative.mp. [mp=ti, ot, ab, tx, kw, ct, sh, hw, dm, ps, rs,| 172759
nm, an, ui, tc, id ]

3 Cancer.mp. [mp=ti, ot, ab, tx, kw, ct, sh, hw,dm, ps, rs, nm| 1536414
an, ui, tc, id |

4 Pancreatic cancer.mp. [mp=ti, ot, ab, tx, kw, lof,lsv, tn, dm, 17832
ps, rs, nm, an, ui, tc, id ]

5 Weight loss.mp. [mp=ti, ot, ab, tx, kw, ct, sh, hw,dm, ps, 54590
rs, nm, an, ui, tc, id ]

6 (eating and drinking).mp. [mp=ti, ot, ab, tx, kw, €h, hw, tn, 4531
dm, ps, rs, nm, an, ui, tc, id ]

7 land2and 4 and 5 0

8 lor2ordor5 409670

9 2and 3and 5 47
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Paper no.

Appendix 2: Data Extraction form and quality assessent for qualitative studies

First Journal Date | Study aims Research design | Role of the Sampling Sample population Inclusion Exclusion
Author Researcher Was the recruitment Experience of... criteria criteria
Yes No What's their strategy appropriate to
angle? the aims of the ....people with cancer

Are the aims and | Unclear Who's doing | research? | ... carers

purpose of the the work? ....professionals
Connection with existing study clearly _ _ ....PWC and carers
body of knowledge made stated? Which philosophy ....PWQ and
clear? | e professionals

Yes No ....PWC, carers and

Unclear professionals

What is the sample size?

Description of the health What is the What is the rationa| Over what What data methods Is the process of fieldwork adequately | Use questions

characteristics of the geographical and period did the | were used? described? 5-10 of CASP
population (e.g. palliative, | setting for the appropriateness for data collection for Quality
surgical etc) study? this choice? take place? Interview Focus Assessment
Group Yes No Unclear
Urban
Rural Observation Mixed
Semi-Urban Methods
Semi-Rural Mixed
Yes No  Unclear
Comment on the study as a whole and its strengtthsve@aknesses. Is further work Should this study be included in the final review? Date

required?

Yes No Unclear
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Main findings of the study

What does this add to practice?

Additional papers from
references
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Appendix 3: Ethical approval

NHS!

National Research Ethics Service

North West 7 Research Ethics Committee — Greater Manchester Central

3rd Floor
Barlow House

4 Minshull Street
Manchester

M1 3DZ

Telephone: 0161 625 7825
30 November 2010

Mrs Christine Cooper

School of Nursing, Midwifery and Social Work
Room 6.32

Jean McFarlane Building

Oxford Road

Manchester

M13 9PL

Dear Mrs Cooper

Study Title: Exploration of pancreatic cancer patients' views and
experience on food and weight loss in the perioperative
period

REC reference number: 10/H1008/120

Thank you for your letter of 19 November 2010, responding to the Committee's request for
further information on the above research and submitting revised documentation.

The further information has been considered on behalf of the Committee by the Chair.
Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for the
above research on the basis described in the application form, protocol and supporting
documentation as revised, subject to the conditions specified below.

Ethical review of research sites

The favourable opinion applies to all NHS sites taking part in the study, subject to
management permission being obtained from the NHS/HSC R&D office prior to the start of
the study (see “Conditions of the favourable opinion” below).

The favourable opinion is subject to the following conditions being met prior to the
start of the study.

Management permission or approval must be obtained from each host organisation

prior to the start of the study at the site concerned.

Management permission (“R&D approval’) should be sought from all NHS organisation(s)
involved in the study in accordance with NHS research governance arrangements.
Guidance on applying for NHS permission for research is available in the Integrated
Research Application System (IRAS) or at http://www.rdforum.nhs.uk.

Where a NHS organisation’s role in the study is limited to identifying and referring
potential participants to research sites (“participant identification centre”), guidance should
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be sought from the R&D office on the information it requires to give permission for this
activity.

For non-NHS sites, site management permission should be obtained in accordance with
the procedures of the relevant host organisation.

Sponsors are not required to notify the Committee of approvals from host organisations.

It is responsibility of the sponsor to ensure that all the conditions are complied with
before the start of the study or its initiation at a particular site (as applicable).

Approved documents

The final list of documents reviewed and approved by the Committee is as follows:

Document Version Date

Protocol B 4 01 July 2010

Response to Request for Further Information 19 November 2010 |

REC application o 3.0 13 October 2010

Participant Consent Form 2 19 November 2010

CV Academic Supervisor Professor A |12 October 2010

B Molassiotis

Letter from Sponsor including Statement of Indemnity 11 October 2010

Participant Information Sheet 1 23 September 2010

Participant Information Sheet o 2

Interview Schedules/Topic Guides 1 |08 December 2009 |

Referees or other scientific critique report ) Letter from |20 September 2010
Professor

N |Molassiotis

Investigator CV Dr S Burden |13 October 2010

Participant Consent Form 1 23 September 2010

Covering Letter R o 13 October 2010

CV Student Mrs C 11 October 2010
Cooper

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for
Research Ethics Committees (July 2001) and complies fully with the Standard Operating
Procedures for Research Ethics Committees in the UK.

After ethical review

Now that you have completed the application process please visit the National Research
Ethics Service website > After Review

You are invited to give your view of the service that you have received from the National
Research Ethics Service and the application procedure. If you wish to make your views

[known please use the feedback form available on the website
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The attached document “After ethical review - guidance for researchers” gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

« Notifying substantial amendments
¢ Adding new sites and investigators
¢ Progress and safety reports

¢ Notifying the end of the study

The NRES website also provides guidance on these topics, which is updated in the light of
changes in reporting requirements or procedures.

We would also like to inform you that we consult regularly with stakeholders to improve our
service. If you would like to join our Reference Group please email
referencegroup@nres.npsa.nhs.uk.

(10/H1008/120 ) Please quote this number on all correspondence |

Yours sincerely

'2:'\7 Professor

Chair

J Mitchell

Email: kath.osborne@northwest.nhs. uk
Enclosures: “After ethical review — guidance for researchers”

Copy to: Mr Mohammed Zubair, University of Manchester
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Appendix 4: Research and Development approval at thstudy site

NHS

Research & Development
1" Floor Post Graduate Centre

Ref: RO1263-Ltr 2-Burden

Dear Dr. Burden

PIN: R01263 (Please quote this number in all future correspondence)

Research Study: Exploration of pancreatic cancer patients’ views and experience on food and weight
loss in the perioperative period

Thank you for submitting the above study for approval.

We acknowledge that the University of Manchester has accepted the role of Research Governance
Sponsor for this study.

We understand that this study is not adopted by the NIHR Portfolio.

| am pleased to confirm that the Research Office has now received all necessary documentation, and
the Trust Director of Research & Innovation has given approval for the project to be undertaken.
This approval is in relation to the documentation supplied to us below.

Although Christine Cooper’s Good Clinical Practice training is currently in date, it expires on 27
February 2011. We would expect her to attend training covering aspects of Good Clinical Practice
and Research Governance. To book a place on the == day training (available monthly),
Pplease contact: Jessica Davies at Jessica.Davies@cmft.nhs.uk / R&D.Secretary@cmft.nhs.uk or on
0161 276 3565. More information can be found at http://www.cmft.nhs.uk/trust/training.aspx.

Please could she attend before 27 February 2011 (or provide a Certificate of Attendance if you
attended a course facilitated by another organisation). We will check our GCP attendance records
in the next 2 months to confirm that you have met this requirement, otherwise we will contact you
for evidence from an external Provider if not already provided,

As an alternative to the above option, an on-line GCP Training course is also available. To register,
o to http.//courses.epigeum.co.uk/gcp/home (E&or University of Manchester e-mail addresses
only).

We also note that your own training expired in November 2010.
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RO1263-Ltr 2-Burden

Approval is given subject to the attached conditions — please ensure you and all members of the
research team are familiar with these before commencing your research.

Please note: You must tell your Divisional Research Manager -
» the date that you intend to start recruiting to this study AND
* the date on which the first participant is recruited/consented

The Trust aims for its research projects to recruit their first participant within 30 days of the
recruitment start date. If you do not tell us your actual recruitment start date, we will use this

_approval date. This information is important for monitoring Trust recruitment performance for
internal and external assessment,

I would like to take this opportunity to wish you well with your research.
Yours sincerely

e

Lorraine Broadfoot
Research Operations Manager

Date:. \\\ jﬂN 20]“‘

Encs  Signed PMNF

sl
Documents Acknowledged/Approved
Document Version Number / Reference | Date
NRES Approval 10/H1008/120 | 30 November 2010
Protocol 4 | 1July 2010
Patient Information Sheet 2 | Undated
Consent Form 2 19 November 2010
REC Application 3 13 October 2010
v Professor Molassiotis 12 October 2010
Letter from Sponsor including 11 October 2010
Statement of Indemnity
Interview Schedule/Topic Guides 1 8 December 2009
Referees or other Scientific Critique 20 September 2010
Report :
cv Dr. §. Burden 13 October 2010
v Christine Cooper 11 October 2010

Ce Mrs. Christine Cooper — Mphil student
Professor Alex Molassiotis — supervisor
Mohammed Zubair - VoM.

Version 1.1 - 17/08/09
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R01263-Ltr 2-Burden
Conditions of Approval:-

The Project unique identification number {PIN) must be quoted in all correspondence with the
Research Office.

All research undertaken under this approval must be conducted in compliance with the Sponsor
Agreement (if applicable) and in-line with the guidance given within the Research Governance
Framework. Further guidance is available on the R&D web pages.

All researchers involved in the study need to have received appropriate training covering aspects
of Research Governance and good research practice. GCP Training is provided monthly by the
Research Office. From January 2009 evidence of appropriate training has become mandatory.

The Research Office must be informed of;: (please f rd copies of am d ts mail
The actual start date of the project

Any changes to the protocol throughout the course of the project

Any amendments sent to the MHRA or Research Fthics Committee

Any changes to the management of the project

© Any extensions to the project, and associated additional funding, if applicable

0000

The Research Office must be notified immediately of all Serious Adverse Events (SAEs) and
Suspected Unexpected Serious Adverse Reactions (SUSARs) via the Trust Incident Reporting
system and/or by copy of official notification to the regulatory authorities (NRES, MHRA as
applicable) Research Office fax: 276 5766

All research taking place on CHst premises is subject to the Trust monitoring programme,
either as part of the annual 10% audit requirement or “triggered” monitoring’. The Chief
and/or Principal Investigator is required to make him/her self available for any monitoring visit,
on a mutually agreed date.

All Chief and/or Principal Investigators are required to complete and submit an annual self-
assessment at the request of the Research Office.

All Chief and/or Principal Investigators are required to provide recruitment (accrual) data to the
Research Office on request.

All Chief and/or Principal Investigators are required to comply with all other UKCRN/NIHR
requirements for projects that are listed on the Portfolio.

All Chief Investigators of Clinical Trials are required to sign the Trust's Delegation of Duties letter
issued by the Research Office.

The Research Office must be given a minimum three months’ notice, in writing, if the Chief or
Principal Investigator leaves the employment of QT rust.

The Research Office must receive immediate notification if the Chief or Principal Investigator is
unable to continue to fulfil his/her duties as CI/P1 for other reason e.g. long-term sickness

Any evidence of fraud &/or misconduct must be immediately brought to the attention of the
Research Office either via the Incident Reporting system, or by direct communication.

All research undertaken under this approval must comply with all applicable legislation and
guidance relating to but not limited to Clinical Trials, Research Ethics, Human Tissue, Gene
Therapy, Data Protection and Health & Safety.

Failure to comply with any of the above may result in withdrawal of approval for the project and
the immediate cessation of the research. Persistent failure to comply may result in disciplinary
action.

! Triggered monitoring may be as the result of a request to monitor from an external sponsor, a problem
highlighted at a standard monitoring visit requiring more in-depth monitoring, or notification to the Research
Office of suspected breach of Governance issues, or other concern.
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Appendix 5: Patient Information Sheet
Patient information Sheet

Exploration of patients’ views and experience of fod and weight loss following
surgical treatment.
Introduction

Weight loss has been shown to affect the outconseigfery in different patient groups.
This study looks at examining the patients’ expereein relation to food and nutrition
during surgical treatment. The aim of the studpibok at patient’s views on food and
nutrition whilst undergoing surgical treatment fmancreatic cancer. We would like to
invite you to help with the study, which involveking part in an interview.

Part 1 of this form tells you the purpose of thisdy and what will happen if you take
part.

Part 2 gives you more detailed information aboundcting the study. Please ask if
anything is not clear or if you would like moredmrhation.

Part 1
What is the purpose of this study?

The purpose of this study is to collect informatam patients’ views and experience of
food and nutrition. It also aims to find out at wistage in the individual's treatment
dietary supplements or dietary advice would befaélp

Why have | been invited to take part?

You have been asked to take part because you hel/surgery to remove a tumour
from your pancreas.

Do | have to take part?

No, taking part is voluntary. If you would prefeotrto take part you do not have to give
a reason. Your doctor would not be upset and y@aatrnent would not be affected. If
you take part but later change your mind you cahdvaw at any time from the study
without hindrance or detriment to your future treant.

What will I have to do if | take part?

If you agree to take part in the study you willibeited to meet with the researcher and
take part in an in-depth interview on a one-to-basis with the researcher.

For the interview, a convenient time will be arradgvhen you are attending another
appointment at the hospital, or you can be sedome if this is more convenient. The
interview will last between 30-60 minutes and thecdssion will be guided in and
around your experience of food and nutrition dursngd after you have had your
surgery. The researcher will ask you some predétednquestions to stimulate
discussion about your experience and views relatmgfood and nutrition. The
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interview will be digitally recorded to allow thesearcher to collate the information
gained. There will be between 15-20 patients inésved for this study.

If you feel uncomfortable during the interview yda not have to answer the question
but simply state that you prefer to move on. Alstively the interview can be halted

for a short rest or stopped altogether if you prefdow you respond is entirely up to
you and | will not be offended and neither wilkitect the care you receive.

Expenses and payments

No expenses or payment will be made for taking ipattiis research.

What will | have to do?

The research Dietitian organising the study wilhta@t you in a few days. She can
answer any questions and you can let her know uf g interested in taking part.
Thank you very much for considering taking partour research. Please discuss this
information with your family, friends or GP if yowish. For this research you will be
asked to participate in an interview.

What are the possible disadvantages and risks ofkang part?

It is possible that some sensitive areas may beused in the interviews. However
during the in-depth interview you do not have tewaer any questions that you are not
comfortable with. You can tell the interviewer tlyau do not wish to answer a specific
question if this is going to cause you undue agxi€he issues discussed will centre on
food, appetite, length of time to recovery, bodyghéand image.

What are the possible benefits of taking part?

The benefit of taking part in this research ishiare your views and experiences, which
can help inform dietitians and pancreatic surgewngheir future management of
nutritional issues.

What happens when the research study stops?

A report will be written once the data has beenyaeal and a pseudonym will be used
for any participants to keep any information abgaut anonymous.

Will my taking part in the study be kept confidential?

Yes. We will follow ethical and legal practices aaill information about you will be
handled in confidence. All digitally recorded infioation will be destroyed at the end of
the study.

Part 2

What will happen if | don't want to carry on with t he study?

If you do not wish your data to be included in #tedy it can be withdrawn and it will
be destroyed.
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What if there is a problem?
Complaints

If you have a concern about any aspect of thisystydu should ask to speak to the
researchers who will do their best to answer yaugstjons. If they are unable to resolve
your concern or you wish to make a complaint reiggrdhe study, please contact a
University Research Practice and Governance Caatali on 0161 2757583 or 0161
2758093 or by email teesearch-governance@manchester.ac.uk

I understand that it could be upsetting for yotat& about feelings of depression or low
mood. If you become upset during the interview yamm either ask me to stop the
recorder and we can wait for you to feel more cotafe and then resume the
discussion. Alternatively we can stop the intewedtogether. Finally if you wish you
can withdraw all your data from the study. If yi@el that you need to talk about your
feelings further then we can arrange approprigb@an.

Will my taking part in this study be kept confidential?

All information, which is collected about you dugithe course of the research will be
kept strictly confidential, and any information tHaaves the hospital will have your
name and address removed so that you cannot bgnised.

What will happen to the results of the study?

The study will be written up in a scientific jouin@ share the results with other
researchers. You will be asked if you would likeuanmary of the research at the end of
the study.

Who is organising and funding the research?

The research is being organised by a dietitian, iwl@gMasters of Philosophy student at
the University of Manchester and this study is gatompleted as part of my Masters
degree. My supervisor at the university is Professlex Molassiotis. The study is
currently not funded.

Who has reviewed this study?

This study has been reviewed by my supervisorsthraigh internal school review
mechanisms at the University of Manchester. Thelystuas also been reviewed by
North West 7 REC — Greater Manchester Central EtGammittee.

Further information and contact details

General information about taking part in researéiease ask to see a copy of the full
protocol. Specific information about the study ed@de contact the researcher on 0161
276 5781. For further advice about whether you Eh@articipate - Please contact
Patient Advice and Liaison Service (PALS) on 0186 8686.

Version 2/ November 2010
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Appendix 6: Patient Consent Form

Study Number.. .

Participants Identlflcatlon Number .............

Consent Form

Exploration of patients’ views and experience of fod and weight following
surgical treatment for Pancreatic Cancer.

SUDJECt'S SUMAME: .. ...t e Other

Name of Researcher: Christine Cooper

This is an exploratory study where you will be akke take part in an in-depth
interview. This study is looking to explore yourewis and experiences of food and
weight loss following surgical treatment. You wik asked to give your views on your
experience in a one-to-one interview with the resgear. The in-depth interview will be
digitally recorded.

1. | confirm that | have read and understood the mfairon
sheet dated (version .......... ) for the above studiyavie had the
opportunity to consider the information, and asksjions and have had
these answered satisfactorily.

2. lunderstand that my participation is voluntary dimak
| am free to withdraw at any time without givingesson, and without
my medical care or legal rights being effected.

3. | agree to be digitally recorded during the intewi
and for this to be transcribed word for word andrgmous quotes
from the transcriptionto be used in the study.

4. | understand that relevant sections of my medical

notes and data collected during the study, mapbleed at by

individuals from the University of Manchester, fraggulatory
authorities or from the NHS Trust, where it is vt to my taking part
in this research. | give my permission for thesividuals to have access
to my records.

. | agree to take part in the above study.

Name of patient ®at Signature

Name of person taking
Consent Date Signatur

Version 2/November 2010
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