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Abstract

Background: Ten percent of patients diagnosed with pancreatic cancer undergo
pancreaticoduodenectomy. It is known that these patients have unmet psychological
support needs, and GPs are key in enabling effective coordination of care for people living
with life-shortening conditions.

Aim: To explore patients’ perspectives on the role of primary care.in.their management,
and their sources of support.

Design and setting: Inductive qualitative study of patients who had undergone

pancreaticoduodenectomy between six months and six years previously for pancreatic or
distal biliary duct cancers. Participants were recruited by Clinical Nurse Specialists from a
single National Health Service Trust in Northwest England.

Method: Semi-structured interviews, either face-to-face.or via video link, were conducted
with 20 participants. Interviews were audio-recorded, transcribed and anonymised.
Thematic analysis utilized principles of constant comparison.

Results: Participants described immense treatment burden and uncertainty around the role
of the GP in their ongoing care. They recognized that GPs may have little experience of
patients who have undergone pancreaticoduodenectomy, but felt that GPs can play a vital
role in offering support. Participants wished for emotional support post-operatively, and
valued support networks including family and friends. However, they found expressing
their deepest fears difficult. Participants felt they would value greater recognition by
primary care of both physical and psychological sequelae of major pancreatic surgery, and
the impact on their families.

Conclusion: Patients may feel a ‘burden’ to both healthcare professionals and their own
support networks following pancreaticoduodenectomy. Primary care is in a key position to

proactively offer psychological support.
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How this fits in
Pancreatic cancer is distinct from other cancers due to its high mortality and limited
treatment options. Patients undergoing pancreaticoduodenectomy have high levels of

unmet-need. There has been limited qualitative research exploring the experience of



support-seeking by these patients and how they perceive the role of primary care. This
study makes explicit that patients identify their GP as a key potential source of
psychological support but they frequently lack the confidence to seek out their GP for such

support.
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Background

Pancreatic cancer is the tenth most common cancer in the UK', with most diagnosed after
metastasis2. However, approximately 10% of patients diagnosed with pancreatic and
biliary duct cancers have surgery, with or without chemotherapy or radiotherapy3. The
most common type of surgery performed for pancreatic adenocarcinoma, distal
cholangiocarcinoma and periampullary tumours is a pancreaticoduodenectomy (or

Whipple’s procedure).

There is limited research focusing on the experiences of patients living with pancreatic
cancer; most qualitative studies have focused on decision-making around treatment*?5,
secondary care surveillance®’, and symptom appraisal prior to diagnosis®®°. However, it is
known that patients who undergo pancreaticoduodenectomy due to adenocarcinoma
report lower quality of life'0. Half the participants in a 2019 cross-sectional study reported
had at least one moderate/high unmet need, such.as anxiety, uncertainty, or fear''. People
aged over 70 may experience high levels of distress persisting for five years after cancer
diagnosis'?; since the incidence of pancreatic cancer is strongly related to age’,

recognizing and managing psychological distress is vital.

Patients with pancreatic cancer usually develop pancreatic exocrine insufficiency, which
leads to malabsorption and symptoms such as steatorrhoea, bloating, cramping and
weight loss'3. This often persists following surgery due to the volume of pancreas
removed; patients report that these gastrointestinal symptoms and dietary changes
significantly impact upon their physical, social and emotional wellbeing'#+-16. Pancreatic
enzyme replacement therapy (PERT) has been shown to significantly improve fat digestion
and reduce symptoms of malabsorption, with few side effects reported'”-'8. Prescription of
PERT (such as Creon) is now standard practice in patients with pancreatic cancer and is

done so by primary care'%20.

General practitioners (GPs) are crucial in enabling the effective coordination of care for
patients living with life-limiting conditions, and identifying unmet support needs which
negatively impact on patients’ lives. However, it is often unclear whether the responsibility
for care of those living with and beyond cancer lies with primary, secondary or tertiary

care?'. A'large cross-sectional survey found that 59% of patients with a previous cancer



expressed a need for increased GP involvement in cancer care, with the majority also
stating that GPs are well-placed to listen to patients’ concerns and discuss their priorities
in order to support shared decision-making?2. Patients who perceive the GP to be informed
about their cancer were more satisfied with treatment decisions?3, and those who speak
with their GPs between diagnosis and commencement of treatment have improved
satisfaction?*. Satisfaction with GP involvement has been shown to be higher if the GP is
the initiator of contact?225, but GPs may be reluctant or unable to do this due to lack of
time and perceived lack of knowledge, of, and expertise in, the specific cancer?6:27, A
systematic review of the views of patients on the role of the GP highlighted that patients

desire a biopsychosocial approach and for GPs to be better engaged in cancer care??.

There has been little exploration of patients’ perceptions of the role of the GP in the
provision of ongoing care of patients following a Whipple’s procedure for cancer. Similarly,
neither the burden of ongoing recovery nor other-sources of support sought by such

patients have been examined.

Methods

We used qualitative methodology to explore the perspectives of patients about their care
following pancreaticoduodenectomy.- for cancer. Semi-structured interviews allowed
participants to talk about areas they felt were important, while ensuring all topics were
covered?®:30, This article conforms to appropriate qualitative reporting guidelines®'. Ethical
approval for this study was granted by the National Health Service (NHS) Health Research
Authority (REC Wales 7; reference 19/WA/0321).

Clinical nurse specialists (CNSs) identified potential participants currently under the care of
a tertiary hepatopancreaticobiliary (HPB) centre in Northwest England. Inclusion criteria
were if they had had pancreaticoduodenectomy six months to six years previously for
either head of pancreas cancer, distal cholangiocarcinoma or periampullary cancer, and
had completed chemotherapy. Patients were excluded if they were under the age of 18, if
they had a current diagnosis of a severe mental illness (determined through review of GP
coded diagnoses), lacked capacity to consent, did not speak sufficient English, or were in

their last days of life. Fifty-two patients met these criteria. All participants had completed



active treatment following diagnosis (surgery +/- chemotherapy), although some ‘had had

recurrence since.

A random number generator selected five patients at a time. They were telephoned by a
CNS and told about the study; if they consented to further contact they were emailed or
posted the participant information sheet and invited to contact the researcher conducting
the interviews (AKT).

Between December 2019 and February 2020, 16 interviews were conducted at the
hospital or in participant’'s homes, depending on their preference. Recruitment was halted
due to COVID-19 restrictions and then recommenced in July 2020 with four interviews

being conducted via a virtual video platform.

Prior to interview, participants gave written consent to participate and for audio recording.
The topic guide was developed using the existing literature and with input from a patient
advisory group, and was used flexibly with open questioning to generate data. Interviews
explored participants’ experience of surgery and chemotherapy, the impact of cancer on
their life, sources of support and access to primary and secondary care. No time limit was
imposed on the interview and all came to a natural end. Participants were offered a £20

gift card to thank them for their time.

Following recording, interviews were transcribed verbatim and anonymised. The research
team included one junior doctor (AKT), two HPB surgeons (DC and AK), one member of
the patient advisory group (AP), and one GP (CCG). Line-by-line coding and inductive
thematic analysis of all transcripts32 was undertaken by one researcher (AKT), and the
other researchers (AK, DC, AP, CCG) each analysed a subset of transcripts. Researchers
(AK and DC) did not analyse or see the transcripts of any patients whose care they were
directly responsible for in order to avoid bias. Codes were discussed collaboratively to
identify and agree key themes, and the analysis was continually refined using the
principles of constant comparison33-3%, Good agreement and triangulation of themes and
codes was achieved. Data saturation, the point at which no new themes were derived3S,
was reached at 18 interviews; two further interviews were undertaken to confirm this

before recruitment was stopped.



Patient and public involvement and engagement

A patient advisory group (PAG) was convened to discuss the aims and methods of the
study with patients who had undergone pancreaticoduodenectomy at least six years
previously and were thus ineligible for inclusion in the study. PAG members commented
on the topic guide, invitation letter and participant information sheet; which were all refined
to reflect their suggestions. The PAG was reconvened following completion of the
interviews to discuss preliminary analysis, invite reflection, and-suggest dissemination
strategies. One member of the PAG joined the authorship team-to engage in further
analysis and writing. Finally, a lay summary was circulated to participants following

completion of analysis.

Results

Twenty participants were interviewed (demographics reported in Table 1). Interviews
lasted between 51 and 187 minutes (mean 105 minutes). Four patients approached
declined to be interviewed, stating that they felt that reflecting on their cancer diagnosis
would distress them; eleven who were eligible for inclusion at the start of the recruitment
period died before they could be invited to participate. One eligible patient developed a
new primary malignancy during the recruitment period and was therefore not invited to

participate.

The following themes will be presented in this paper, with illustrative quotes identified by a
pseudonym for each participant: feeling a burden and being burdened, sources of support,

and what | would like my practice to do.

Feeling a burden and being burdened
The majority of participants reflected that following treatment they often felt unsure about

who to approach if they had questions, and did not seek help from their GP.

‘After my Whipple | remember thinking “I don’t really know where | stand now,

whether | see my GP or the oncologist or [surgeon]”.” Helen



Participants recognized that GPs may have little experience managing patients who had
had a pancreaticoduodenectomy for cancer, and these opinions were sometimes
compounded by negative comments from secondary care about their GP’s knowledge,

which made help-seeking difficult.

‘She doesn’t seem to know anything about my condition, that’s the trouble. They
probably haven’t got another patient that’s had a Whipple’s procedure.’ Margaret

‘The specialist nurses said to me “your GP surgery won'’t even know anybody that’s
had a Whipple, it's a very big operation, you’ll be lucky if they’ve had a patient that’s
had it”. Which | found a bit upsetting, | thought well how are they supposed to look

after me?’ Janet

Some participants felt that sometimes the burden had been placed on them to educate

their GP about aspects of their care.

‘She’s OK but she’s not one of the best GPs, and essentially whatever | ask she
does, she’s never suggested anything. The thing is, | know more about it than they

do. There’s no getting away from it.’ Alice

‘It’s been written down that you take two [PERT] three times a day, and, but that is
no good because say | went out and had fish and chips | would need at least five.
So they give me 300 a month, but sometimes 300’s not enough. So I'll put on my
repeat prescription, please ask the doctor if | can have 400 this month. No, | get
300. And | said “do-you not read what I've written?” “But your thing says two three

times a day” and they still put that on my tablets and that’s rubbish.’ Theresa

In addition to feeling a burden when help-seeking, many participants felt that they were a
burden on their family, feeling guilty for being unable to support them while were

undergoing treatment or dealing with recurrence.

‘[My wife] was a brick for me. She was... I've tried to make it up since... | used to

apologise to her and say ‘I really hate this’” but she said “well you’d do it for me if |



was the same”... We've been through it together. And | couldn’t imagine it without

her.” Joseph

‘My wife is quite capable of coping when I’'m gone but | apologized to her, | said “I'm
so sorry” and she said “what are you sorry for?” and | said “because I'm gonna be

leaving you”.” Thomas

Participants also felt the burden of managing their new medication, particularly PERT and

insulin.

‘I'm injecting the basal insulin, I'm injecting that twice a day, and the other insulin,
I've to inject that every time | have food but before | can eat I've got to work out how
many carbs there are in the food and then assess how much insulin | need... life is

just hard, it really really is hard.” Margaret

‘They ran out of the 25,000 so they put. me on 10,000 but that meant that instead of
taking 6 with a meal | had to take 15... So I'd be going through a pack of 100 in two
days... it’s a lot of tablets to take... but now we’ve got the normal tablets again it's

easier.” Raymond

‘Although he said that | would be on tablets for the rest of my life | somehow thought
that they would be like my husband’s metformin, you know one in the morning and

one at night.” Mary
Others felt that their medications were a visible and troubling reminder of their illness.

‘I'm reminded of it every meal when | take creon. Every morning | have
lansoprazole. | was hoping | could come off drugs altogether and further put it

behind me, but that isn’t going to happen.’ Tim

Sources of support
Participants reported seeking support from a variety of sources including family, friends,

and faith. communities.



‘It's been tough for her as it has for me, but we’ve hacked through it together... I've
got somebody to talk to and my wife will keep me in check, have you.done this,
have you done that. She’s fantastic. So that is the major part of it."| would feel for
somebody who didn’t have that kind of backup. Even when people are telling you
things, it’s nice to have somebody else listening cos at the critical stages so much is
flying over your head you cannot possibly take it all in, but if you've got a second

person there it helps.’ Frank

‘I had a lot of support from people at church... we’re like a community you know...

that makes me feel a lot better because I've got friends there.” Margaret

Although participants identified these sources as supportive, there were often tensions in
their accounts. They reflected that they did not share their deepest fears and anxieties due
to not wanting to upset others, and frequently worried about the impact of their illness on

their family. Some highlighted the lack of support for family members of people with

cancer.

I feel guilty for this. Because it's me that’s caused this... Because it doesn’t just
affect you, it affects all your family... | don’t want to talk about it to them... Cos
we’re really close, you know. They rely on me emotionally... My daughter and

granddaughters knew | had cancer but... if | broke down in front of them then they

would get upset.” Theresa

‘IMy husband] doesn’t want to talk about it... | have tried. And | think he thinks... it'll
come back if we discuss it... My fear in that way is that if | had a recurrence | don’t
know how he would cope, this time around. Having been through it once... And
nobody asks how he is. Carers are going through it just as much if not more,

because they’ve got to try and be strong for everybody.’ Helen

Many participants were aware of support groups, either online or in person, but most had

not engaged with them consistently or found them beneficial.



‘I did actually sign up for a couple [of online groups] but | found it a bit depressing...
All people saying such-a-body died on this date 12 months ago and stuff like that. |

thought “I don’t need this” so | came out of them.’ James

What | would like my practice to do
Participants felt that their general practice should be proactive in offering both physical and

psychological support, and share the burden of being a patient with them.

‘We thought the doctor would come round to see me after | was discharged. And in
the end my husband sent for the doctor, said “why has nobody come to see her or
anything” and he did come... but he just said “you know where we are if you need

us” and that were it, sort of thing... You should have more support from medical

people.” Margaret

Some participants highlighted that a lack of continuity of care made it more challenging for

them to seek help from someone they felt knew them.

‘I've been with that surgery, though they’re all different doctors now, from being a
baby. And some of the good doctors what were there in the last 10 years have all
left...You can’t get a blooming.appointment and that. And every time you go there

was somebody different.’ Patricia

Most participants felt that their GP should play a key role in supporting their ongoing
physical and psychological care. A minority reported that they had regular follow-up
instigated by the same GP-and had been asked about their psychological recovery. These
participants said they felt more confident about being able to approach their GP if they did
have concerns or needed support, and considered their GP a vital person in their support

network.

‘One of the senior GPs rings me once every couple of weeks and says “are you OK
to talk for ten minutes?” and he asks me if | need anything or if there’s anything |
want... they’ve said anything | need whether it’s support, somebody to chat to, a

doctor to talk to, don’t hesitate to ring them.” Thomas



‘I was in there a long time, more than the five or ten minutes you’re allowed, you
know. And he was very supportive and he said “my door is always open”... | was
very depressed at one time... And | would see him quite a lot, it was like once a

month. He’s a doctor that you can talk to.’ Elizabeth

Discussion

Summary of findings

The accounts of our participants illustrate the burden of being a patient in terms of both the
treatment itself but also the burden of having a less-common cancer with unusual and
complex surgical treatment. Many participants also felt guilt from perceiving themselves as
a burden on their family. Participants sought support from family, friends and faith
communities but reflected that they often felt unable to share their deepest worries, and
were often concerned about the impact of their illness on their family. Few participants had

found support groups helpful.

Participants felt that their GP practice should proactively offer physical and psychological
support in their cancer journey. Lack of continuity of care was cited as a barrier to support-
seeking. A minority had had regular follow-up prompted by the GP but these participants

felt more confident in approaching their GP if they had concerns or needed support.

Strengths and limitations

This study is, to our knowledge, the first to explore the sources of support and the role of
primary care for patients following pancreaticoduodenectomy for cancer. Semi-structured
interviews enabled participants to speak in depth about experiences that they felt were
important, while ensuring all aspects of the topic guide were covered. The researcher
conducting the interviews (AKT) was not involved in any of the participants’ direct patient
care, which mitigated bias. The sample included participants of a range of ages and at a
range of points in their journey, including those who had only recently completed adjuvant
chemotherapy and those with recurrence. Bias was also mitigated through independent
coding, and there was good agreement between researchers when refining themes. It is a
particular strength that the authors have differing backgrounds, including surgery, primary
care, psychiatry, and lived experience of pancreatic cancer. This, along with the

perspectives of members of the PAG, enabled richer exploration of the datad®’.



A particular limitation is that the findings from this single-centre qualitative study may not

extrapolate to other geographical areas, particularly given a lack of racial diversity.

Comparison with previous literature

There is limited research focusing specifically on the role of primary-care in supporting
patients with pancreatic cancer. Our participants often felt unsure who to approach if they
had questions or concerns, and for some this uncertainty was exacerbated by dismissive
comments made by hospital staff about how GPs could help. Participants described the
hard work of being a patient, which may have been exacerbated due to having had a
comparatively unusual surgery. Previous studies report that patients with rare diseases are
often forced to become more knowledgeable and self-directed in their healthcare utilization
and help-seeking38, despite the fact that those with severe iliness (including pancreatic
cancer) frequently prefer the physician to initiate and dominate decision-making
conversations®39, Participants in our study reflected that when the GP had been proactive,
they felt more confident initiating further consultations, demonstrating that help-seeking is

often recursively dependent on previous experiences of health services.

On average, GP practices are increasing in size and there is evidence to suggest that
larger practices provide higher-quality care; for example, larger practices have, on
average, higher Quality Outcomes Framework (QOF) scores and fewer avoidable
emergency admissions*'. However, smaller practices achieve higher QOF scores for
patient experience, perhaps because of a greater degree of continuity of care with a
familiar GP#1. For the participants in our study who did receive support from their practice,
they described that it was usually provided by the same GP. This offers a parallel to the
patient seeing the same clinical team at hospital appointments and allows a stronger
therapeutic relationship to be forged between doctor and patient. However, with general
practices increasing in size over time, people with unusual conditions may find it
increasingly difficult to seek help from a GP who is familiar with them and their medical

history.

Participants also highlighted the need for their family to receive emotional support. Family
may take on the role of ‘enlisted carer’ without sufficient support or knowledge of what to

expect, and, as patients themselves do, they may also hide their anxieties and present a



positive appearance to the person with cancer2. While family members can accompany
the patient to hospital appointments, surgeons and oncologists do not have clinical
responsibility towards them. On the other hand, family members may be registered with
the same general practice, offering a unique opportunity for primary care to provide

support to both the patient and their relatives.

It has been shown previously that although GPs feel that they are best placed to initiate
and coordinate care for patients living with and beyond cancer, they feel that they lack the
time, resources and knowledge?’. As a result, GPs may revert to a reactive rather than a
proactive attitude towards patients with cancer, relying on the patient to contact the
practice to engage in transactional care*344. ‘Cancer care review’ models may be
beneficial but could lack the holistic approach of a more open discussion between the GP

and the patient and/or their family about the impact of cancer?'.

Instead of a transactional approach to patients with long-term conditions, relationship-
based care may be more appropriate and has been highlighted as a priority by the Royal
College of General Practitioners. This describes care in which process and outcomes are
enhanced by a high-quality therapeutic relationship often developed over time. However,
previous interactions between doctor and patient are not mandatory and a trusting,
compassionate relationship can be built without this. Successful relationship-based care,
which incorporates continuity of care as the relationship develops, may lead to better
patient outcomes including greater patient satisfaction, lower mortality and reduced

healthcare costs*®-48. It may also increase GP job satisfaction*®.

In addition to the burden of uncertainty when help-seeking, patients with chronic illness
also experience burden-from the treatment itself. This may change over time and include
physical side effects, attending appointments, managing inconvenient and restrictive
treatment regimes, and dealing with interference to day-to-day life%0. Self-managing a long-
term condition with complex medication regimes can be overwhelming for patients and
caregivers and-may require high levels of knowledge and skill®'. This could offer an
opportunity for other primary care staff such as community pharmacists or practice nurses
to give ongoing support and education in this area, and could relieve some pressure from
GPs52,



Implications for research and clinical practice

It is critical for GPs to recognize that some patients may not feel confident seeking support
from primary care. Being proactive, and asking about the psychological impact of living
with and after cancer, may mitigate this. It is important to recognize that patients may not
be interested in support groups but may simply value someone to talk to-without feeling ‘a
burden’: this is the value of the relationship between clinician and.patient in primary care.
Other members of the primary care team, such as the pharmacist or nurse, may also be
key in supporting patients in managing their medications. Flexibility should be enabled with
prescriptions of PERT so that patients can easily access the necessary doses. Family
members may be registered at the same GP practice, so the GP could identify their own
unmet support needs. Future research should consider direct exploration of family
members’ needs, and the perspective of primary care about how the practice can support
patients. Brief guidance for GPs about key issues faced by patients following
pancreaticoduodenectomy could be created and:its utility tested; this could be kept in the
patient’s notes for ease of access. Support interventions that could be delivered in primary

care should be developed and their acceptability.and efficacy assessed.
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Table 1: Participant Demographics

% female

10 (50.0%)

% White British

20 (100.0%)

% tertiary referral

12 (60.0%)

Mean age at diagnosis
(range)

65.2years (45-79y)

Median 66; IQR 14.8

Mean age at interview
(range)

67.9years (47-82y)

Median 68.5, IQR 16.5

Mean months since surgery
(range)

24.5 months (10-72 months)

Median 20.5, IQR 13.0

Mean length of hospital stay
(range)

22.1 days (7-96 days)

Median 15.5, IQR 16.5

% chemotherapy prior to 1 (5.0%)
surgery

% chemotherapy after 16 (80.0%)
surgery

% recurrence

4 (20.0%)

Initial presentation as
emergency

10 (50.0%)




