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Abstract

Purpose This systematic review investigated qualitative and quantitative studies exploring patients and healthcare profes-
sionals’ (HCP) experience of nutrition care throughout the cancer journey.

Methods Five databases were systematically searched for studies reporting on patient and healthcare professionals’ experi-
ence of nutrition advice.

Results Fifteen studies including 374 patients and 471 healthcare professionals were included. Findings indicate that patients
desire more specific nutrition advice supported by members of the multidisciplinary team and delivered in appropriate and
understandable language. Healthcare professionals have highlighted a lack of time, funding, dietetic roles, and knowledge as
barriers to integrating nutrition as a standard part of cancer care. Five themes were identified (current provision of nutrition
advice, optimal provision of nutrition advice, tension between patient values and nutritional or HCP priorities, providing
evidence-based nutrition care, and practical barriers to nutrition advice provision).

Conclusions Further work is essential to better understand and address identified barriers and improve the provision of
nutrition advice to this population.

Implications for Cancer Survivors Findings from this review will guide the delivery of nutrition advice for cancer survivors.
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Introduction

In 2018, there were 17 million new cancer cases globally,
with numbers continuing to grow annually [1]. Nutrition is
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a central factor in the management of cancer [2]. Nutrition
surveillance by healthcare professionals and referral to reg-
istered dietitians for nutrition advice and support should ide-
ally start at diagnosis, continue throughout the cancer care
continuum, and last into survivorship to preserve muscle
mass and manage treatment-related side effects that interfere
with dietary intake [3]. However, only one-third of oncology
patients receive nutrition advice from the healthcare team at
any point throughout the cancer journey [4], even when they
have experienced weight loss [5]. One Irish study indicated
that 45% of dietitian recommendations should have been
made sooner than they were [6]. Weight loss and malnu-
trition are quite common [5, 7], as is loss of muscle mass
[8], leading to poorer response to treatment [9], increased
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complications and length of hospital stay [10], and nega-
tively impacting survival [11].

Inadequate dietetic staffing and lack of integration of
nutrition services within cancer care systems have been
identified as major barriers to accessing and implementing
nutritional care in the oncology setting [12]. Malnourished
cancer patients experience more extended hospital stays,
frequent hospital readmissions, and a poorer quality of life
[13]. The expense of including nutrition within standard care
(e.g. the cost of dietetic positions) could be compensated by
savings in the cost of treatment [14].

The European Society for Parenteral and Enteral Nutri-
tion has recommendations for the inclusion of nutrition (to
identify, prevent, and treat malnutrition) at all stages of the
cancer journey [15]; however, there is no requirement for
oncology healthcare professionals to be aware of or to utilise
these recommendations. In addition, the inclusion of nutri-
tion education within non-dietetic healthcare curriculums is
sporadic and many healthcare professionals lack the confi-
dence and knowledge to integrate evidence-based nutrition
advice into their practice [16, 17]. From a patient perspec-
tive, in a study of 1073 Irish cancer survivors, 89% indicated
that nutrition was very/extremely important in cancer care
and 45% reported some diet-related issue highlighting the
desire and need for nutrition advice [5]. Those with cancer
view nutrition as important during all stages of disease and
during all types of treatment [18].

To support patient-centred care and to better understand
the current situation from the perspectives of both patients
with cancer and healthcare professionals, a critical synthe-
sis of what is currently known is required. There has been
no systematic review previously conducted in this area.
This systematic review, therefore, aims to answer the fol-
lowing research question: ‘what are the experiences of can-
cer patients and survivors in receiving dietary information
from healthcare professionals and of healthcare profession-
als in providing this information?’ This systematic review
will critically synthesise knowledge from the past 10 years

Table 1 Inclusion and exclusion criteria

regarding (1) the experiences of patients with cancer on
receiving dietary information from healthcare profession-
als and (2) the experiences of healthcare professionals with
respect to the provision of dietary information to those with
cancer.

Methods

The review protocol was registered in the PROSPERO data-
base for systematic reviews (protocol ID: CRD42022348884)
and is reported according to the Preferred Reporting Items
for Systematic Reviews and Meta-analyses (PRISMA)
guidelines [19].

Eligibility criteria

The PECOS (population, exposure, comparator, outcome,
study design) framework was used to define the research
question. Eligibility criteria for study screening are outlined
in Table 1. Studies reported in peer-reviewed literature were
eligible if data had been collected from oncology health-
care professionals or those with cancer. Studies in children
or adolescents or adult survivors of childhood cancer were
excluded as there may be different functional impacts and
care pathways to adulthood cancers. Studies reporting on
patients undergoing end of life treatment were also excluded
as nutrition needs at this stage vary greatly to those on a
curative treatment pathway. Included papers had to iden-
tify and have as a study aim patients’ experiences of receiv-
ing dietary information from a healthcare professional or
healthcare professionals’ experiences of providing dietary
information to those with cancer. In order to capture dif-
ferent aspects of provision and experiences, quantitative,
qualitative, and mixed-methods studies were included. The
search was limited to papers published in the last 10 years
to ensure that current context was being explored. There
were no limitations on cancer type or geographical location.

Excluded

Included
Population Cancer diagnosis or healthcare professional. Adults > 18 years.
Exposure Receiving dietary/nutrition or weight-related information from

healthcare professional OR Providing dietary/nutrition or

weight-related information to those with cancer
Comparator NA
Outcome
ences or perceptions in providing this advice

Study design
language only. Published in last 10 years

Experiences or perceptions of receiving this advice OR experi-

Cross-sectional, observational, retrospective, qualitative English

Childhood or adolescent cancer.
No cancer diagnosis or not a healthcare profes-
sional < 18 years.

No mention of receiving or providing dietary/nutrition or
weight-related information. Only views of family members
or carers reported

No measure of experiences or perceptions in providing or
receiving this advice

Interventional trial, review paper or conference abstract Non-
English language.

Published > 10 years ago
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Dietary information was considered to be any written or
spoken information provided around food, nutrients, dietary
intake, nutrition status, and dietary strategies for managing
the side effects of cancer or treatment, dietary strategies for
managing body weight and body composition, and supple-
ments (both nutrient supplements and oral nutrition sup-
plement drinks), as well as any nutrition-related therapies.
Experiences were defined as engagement with or barriers
and facilitators to providing or receiving dietary information.
Dietary information provision and experiences from fam-
ily members and carers were excluded as this review aimed
to capture the perspectives of individuals with cancer and
oncology healthcare professionals to align with oncology
models of care.

Identification of studies

A systematic search of five databases (CINAHL, Embase,
Ovid Medline, PsycINFO, and Web of Science) was per-
formed on 19" July 2022 and updated in September 2022.
Keywords used included nutrition or diet in combination
with cancer or oncology and their relevant synonyms. The
complete search strategy for Medline is included below.
Searches were limited to papers published in English from
1 January 2012 to 19th September 2022. Citation searches
of key authors and papers were also undertaken.

1. ((diet* or nutrition* or food* or weight or nutrient* or
"body composition") adj4 (requirement® or advice or
advise* or inform* or know* or support* or educat* or
counsel* or guidance or control* or strateg* or manag*
or intake* or coach* or recommend* or supplement or
supplements)).ti,ab. 302326

2. exp Diet Therapy/ or exp Diet/ or exp Dietary Supple-
ments/ or Nutritional Requirements/ 413229

3. body weight/ or body weight changes/ or Overweight/
or Obesity/ or ideal body weight/ or exp Weight Reduc-
tion Programs/ 392340

4. lor2or3 892734

5. (carcinoma* or cancer* or tumor* or tumour* or
metast* or neoplasm* or malignan* or oncolog*).ti,ab.
3296066

6. exp "Cancer Survivors"/ 7451

7. exp Neoplasms/ 3707283

8. Sor6or7 4377377

9. exp Cross-Sectional Studies/ 432074

10. exp Observational Study/ 129432
11. exp Retrospective Studies/ 1041164

12.  exp Qualitative Research/ or (experience* or percep-
tion* or perceive* or "self report" or "self describe*"
or "self description" or opinion* or attitude* or "point
of view" or "view point" or journey* or narrative* or
perspective® or interview* or qualitative*® or story or

stories or observational or "cross sectional").ti,ab.
2747248

13. 9orl10orllorl12 3702613

14. 4and 8and 13 13960

15. limit 14 to yr="2012—2022" 8193

16. limit 15 to (english language and humans) 7731

17. limit 16 to "all adult (19 plus years)" 5217

18. "Polycystic Ovary Syndrome"/ or ("Polycystic Ovary
Syndrome" or PCOS).ti,ab 18873

19. (predict* or prognos* or prevent* or bariatric or index
or "Food and Drug Administration" or surveillance or
screen®).ti. 1063254

20. exp Tumor Necrosis Factors/ or ("tumor necrosis fac-
tor*" or "TNF*").ti,ab 286098

21. limit 17 to "review articles" 176

22. limit 16 to ("all infant (birth to 23 months)" or
"newborn infant (birth to 1 month)" or "infant (1 to
23 months)" or "preschool child (2 to 5 years)" or
"child (6 to 12 years)") 615

23. 18or19o0r20or21or22 1358694

24. 17 not23 3448

Study selection

All records identified from the database searches were
first screened to remove duplicates (ALV), then titles and
abstracts were independently screened by two researchers
(LK and NOC) using the eligibility criteria as outlined in
Table 1. The same two authors reviewed the full-text arti-
cles. Reference lists were assessed to ensure that no suitable
studies had been overlooked. The questions used to guide
this process included the following: Does the article relate to
the provision of nutrition advice within healthcare settings?
Does the article explore/describe either the cancer patient
or professional experiences of the provision of nutrition
advice? Does the article suggest any variations or barriers to
the nutrition advice provided tofeceived by cancer patients?

A data extraction form was generated by the research
team. Study information (title, authors, year) popula-
tion, (cancer type (where relevant), age, gender, patient or
healthcare professional), context (setting, location, treatment
received, current treatment status, time since diagnosis, clas-
sification, e.g. pre-treatment, undergoing treatment, post-
treatment), intervention and outcomes (provision of dietary
information, engagement with dietary information, barriers
and facilitators to providing dietary information, percep-
tions), and study methodology (design, recruitment, sample
size, response rate, outcome measures, data analysis, and
limitations) information were all collected. Data extraction
was performed independently by one author (LK) and data
were reviewed by two other authors (NOC and LR) for con-
sistency and accuracy. In cases of disagreement, discussions
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with all authors took place, with final decisions being made
by consensus.

Synthesis of data

References were managed in Endnote version 20 (Clarivate
Analytics, Philadelphia, PA, USA), with extracted data being
collated in Microsoft Excel software. Data was extracted
by LK using a table developed by the research team and
allocated to one of two categories: (i) the patient experience
and (ii) the professional experience. Relevant findings were
those that related to the inclusion criteria, including experi-
ences in providing or receiving nutrition guidance. To ensure
accuracy, NOC cross-checked all extracted data.

The quality of each study was assessed using the Mixed-
Methods Appraisal Tool (MMAT) [20]. This single tool
allows for a quality appraisal of studies of different designs
[21, 22]. There are five questions focussed on core meth-
odological criteria for each study design type, and each
can be answered with “yes”, “no”, or “can’t tell”. A user
guide ensures consistent quality across different reviewers
[22]. Results can be found in supplementary table 1. While
scoring is not recommended, a discussion of the quality of
included studies is included in the results.

A narrative summary is provided for the quantitative
studies [23, 24]. Thematic synthesis was undertaken for
data extracted from the qualitative studies [25]. In this case,
the quotes presented within the original papers were coded
(LK). Descriptive themes were generated from these (LK
and NOC) and finally, analytical themes were determined
through discussion (LK and NOC) and refined through crit-
ical discussion and feedback with all authors. Quotations
and authors interpretations were included in the qualitative
synthesis. All studies, regardless of quality, were weighted
equally in the synthesis.

Results

Fifteen studies met the eligibility criteria and were included
in the systematic review. Figure 1 outlines the search and
screening process using a PRISMA flow chart. The reasons
for excluding full-text articles can be seen in supplementary
table 2.

Design, sample size, and location

The majority of the studies originated from Australia (n=7),
one of these recruited from Australia and New Zealand with
another from the USA and Australia [26-32]. The remain-
ing studies recruited participants from the USA (n=3) [28,
33, 34], UK (n=2) [35, 36], Netherlands (n=2) [37, 38],
Ireland (n=1) [39], and Canada (n=1) [40]. The papers
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were published between 2015 and 2022, with the major-
ity being published in 2021 (n="7) [26-28, 32, 35, 38, 39].
Three of the studies were quantitative (all used surveys) [27,
29, 39]. Two utilised a mixed-methods approach (survey and
interviews) [35, 37]. The remaining ten studies adopted a
qualitative interview methodology [26, 28, 30-34, 36, 38,
40]. Two of these were longitudinal [26, 32]. There were 845
participants in total (374 patients and 471 healthcare profes-
sionals). The quantitative studies varied in sample size from
51 [39] to 254 [35]. Qualitative interviews ranged in sample
size from 10 [32] to 45 [37].

Six studies reported on the experiences of patients [26,
31, 32, 35, 38, 40] (Table 2), seven on the experiences of
HCPs [27-30, 33, 34, 39] (Table 3), and two reported on
both [36, 37]. These two studies have been included in
both Tables 2 and 3; therefore, eight studies were included
in the synthesis of patient experiences and nine studies
were included in the synthesis of healthcare professionals’
experiences.

Five studies included head and neck cancer (HNC)
patients with one of these also including lung cancer and
lymphoma [26, 31, 32, 38, 40]. The remaining studies
included patients with pelvic [35], prostate [36], and acute
myeloid lymphoma (AML) [37].

Most studies included a range of HCPs [27, 28, 33, 34,
36, 39] with some focusing on one role, for example nurses
[29, 37] and GPs [30]. HCPs specialised in a range of areas
including prostate cancer, breast and non-Hodgkin’s lym-
phoma [33, 34], upper GI [27], HNC [28], prostate [36],
AML [37], and general oncology [29, 39].

Quality

Eight of the fifteen studies (53.5%) met all five criteria of the
MMAT [26, 28, 31-34, 38, 40]. Three (20%) met four of the
five criteria [30, 35, 36]. Two (13.3%) met three of the five
criteria [27, 39] while the remaining two studies (13.3%) met
two of the five criteria [29, 37]. Further information can be
found in supplementary table 1.

Quantitative findings

Patient perspectives While one study had a mixed-methods
approach [35], the questions focused on dietary changes
rather than experiences of nutrition support; therefore, no
quantitative data has been presented relating to patient
experiences.

Healthcare professional perspectives Three studies were
quantitative in design [27, 29, 39] with one mixed meth-
ods [37]. Three included questionnaires designed by the
research team conducting the study [27, 29, 37], while one
utilised a questionnaire previously developed by the National
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Identification of studies

Records removed before
screening:
Duplicate records removed
(n=5,383)

Records excluded

(n =8,939)

Animals n=98

Children and adolescents n=322
Meta analysis and reviews n=427
Not English n=35

Case studies n=27

In vivo studies n=34

Guidelines n=27

Not those with cancer n=4,375
Did not refer to nutrition advice
n=3,346

Randomised control trials n=199
Carers perspectives n=13
Protocols n=35

End of life care n=1

Papers not retrieved
(n=1)

Papers excluded (n=23)
Reasons highlighted in
supplementary table 2

)
(=
2
®
2 . -
£ Records identified
o n=14,361
z
—
) A
Records screened
(n=8,978)
o
4=
{=
o
<
(%]
(77}
Papers sought for retrieval
(n=39)
\4
Papers assessed for eligibility
(n=38)
—
)
° A
Q
o
=
2 Total studies included in review
= (n=15)

Fig.1 Prisma flow chart

Institute for Health Research Cancer and Nutrition Collabo-
ration [39]. Nutrition, malnutrition screening, and access
to nutrition support were viewed as extremely important
(>95%) [27, 39], with nurses believing healthy eating would
improve quality of life, mental health, weight status, activi-
ties of daily living, and prevention of other chronic diseases

[29]. Haematology nurses felt that patients appreciated when
nutritional issues were recognised by HCPs and support pro-
vided [37]. While most recognised the dietitian as the pri-
mary HCP responsible for delivering nutrition advice [27,
39], one-third of nurses felt they were the primary person to
address nutrition concerns [29]. Lack of time, resources, and
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= U ; funding were common barriers cited to providing nutrition
ET w=gsBE.55% dvice [27, 29, 39]

LER, BT ERERSTE S advice .

2o e & sO 28888 azss >

ZOBEE=TETF g,

S0 l2s8_EZc28323

555285585 g%28¢ . ..

ESESnESEBE £3 o0 5 One study found that the majority of HCPs nutritionall

o &2 &H>38T ES5 520 Y Y Y

EBRPPEET B g % E=IR =R screened inpatients but not outpatients [39]. Another study

5 9Zau22e=g EQ . o . .

3 a“:; R R _g & = E g reported more barriers to providing nutrition advice in out-

= D = .2 D932 3 . . . . .

S = £ E S gﬂ £, 528 g § g 2 patient than inpatient settings (such as lack of funding and
[S) S = = S =P8 EE= .o . . . . .
6|2 EECE S SB8SE8882ET access to dietitians), with all barriers scoring higher in the

2582 E8 255252 F S : . ; °
S|lE2osLleHoo S8 E 0 8.8 outpatient setting [27], while enablers were similar or lower
2|lEEgSS223355288°%F p g
~— i) o= . . . . . ..

= £ § £ £E0 ; 258558 S g than in the inpatient setting. Dietitians reported more bar-
= = p=1 o '8 £ 9 5] . .
S|Z<E5ET =3 S8582883 riers than surgeons and fewer enablers in general [27]. A
= |z E g

" - lack of standard procedures or support structures was also a

z s D o oo . . . . I

5 8 é) Z EE common barrier [27, 29, 39] with the integration of nutrition

0= < = = . . . . . eq .

S25058% t tice highlighted as vital [39]. Within the haematol-

E2-382°% into practice highlig % .

= o e 5 . . . .
,F; g2 A 3 ié = ogy sector, it was recognised as challenging but important to
2 2 % 8232 support rather than pressure patients to eat and that repeated
o =5 o= . .

2 = g =z 8 £ S emphasis may hinder rather than support efforts [37]. There

o = 8" = = . .

82 5S mo & was a lack of awareness of guidelines also demonstrated

LE | 55¥85 =

S 255355 Tt =z [37, 39]; in addition, nurses in one sector reported a lack

=02 25 = . g eqe
2 gzZES53 g 52 of agreement with or doubt over the feasibility of current

S =B =E 2 Sy
2135 5§23 2 2E 5 guidelines [37].
52358882 ¢EE
= |1=5 =

. Thematic synthesis

g ®

-

=5 =

8 S g .

& & There were two themes shared across the patient and health-

= L . . . . .

=2 E care professional perspective: current provision of nutri-

> <= . . . .. .. .

ESZ tion advice and optimal provision of nutrition advice. An

Q2 g .- . . .

58 ¢ additional theme was derived from the patient data: tension

=5 é between patient values and nutrition recommendations or

= > %) . ..

F8& g HCP priorities, and two themes from the healthcare pro-
slee 22 . . . ..
SlEggm fessional data: providing evidence-based nutrition care and
= | =< Vel . . .. . . .

‘-; S W 9 ractical barriers to nutrition advice provision.
2228 8 p P
S | bl
AN
_ Current provision of nutrition advice The importance of

! < .. . . . . .

s B nutrition was highlighted, with HCPs viewed as a reliable

& en .=

% EE and credible source of information [36]. Despite this, sev-

o 53 o .. . .

z go S eral individuals reported receiving no nutrition advice at

% § E any point [26, 35, 36], with others indicating that it was only

vy

= % g y provided once treatment started [32].

= 005 -z

=375 z

< 0 g 3

oh S = . T . .

Z2E & “I’m a little bit disillusioned by it all, because no one

= < o g ) . .

E2Z 8 < at any stage, the day I was diagnosed, to this day now
. |5 8E & = y y y
E|®s 253 = has mentioned diets ... not a sausage. Not anyone,

E o 0O = @« - g y

& § not doctors, not nurses, not anyone” -prostate cancer

& Ei patient [36]

~ (o}

I 8 Where dietitians were present early on, it was not always

S S P y y

S ~ 8 clear to patients why they were relevant [31, 40] until treat-
Q = Q o . .

= g =) ment had started, and nutrition impact symptoms and weight
g3 E E loss were experienced. Where advice was provided, it was
Q o P} .

=~ |2 § g typically welcomed and valued [26, 31, 32, 38, 40]. How-
~ [ 1 . . .
PR j %‘ ever, some felt the service could be improved and that infor-
K-} =1 . . .

e 2 ? mation could be more specific, rather than generic [40].
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“Yeah, [the dietitian] was quite good, but again it’s just
sort of... a check in, not an advisory sort of thing”—
head and neck cancer patient [40]

HCPs themselves reported providing generic nutrition
advice with a focus on healthy eating [30, 33, 34, 36].

“I give them leaflets like Living with Prostate Cancer
and prostate cancer charities. So by and large I leave
them to read the information. Give them a generic sort
of attention to health and exercise”—urological sur-
geon [36]

“it’s usually just saying, ““You should lose weight. You
should exercise.” That’s you know a very common
thing we repeat”—surgical oncologist [34]

There was a recognition that this overlapped with advice
for treating other chronic diseases also, allowing for a more
holistic approach to be taken [34]. Some healthcare profes-
sionals indicated that they did not treat those with cancer any
differently than those without when it came to the nutrition
advice provided [33, 34].

“If they have a history of cancer I typically don’t talk
to them any differently”—primary care provider [33]

Patients welcomed information, particularly that which
was individualised or addressed their current experiences
[26, 31, 32, 40], although some patients regretted it on deliv-
ery, due to feelings of being overwhelmed or overloaded
with information [31]. Others thought it was not possible
to feel prepared no matter what level of information was
provided [26].

Many patients reported a desire to have an awareness of
what to expect in terms of the impact of cancer on diet and
body weight [26, 31, 32, 40]. Many felt unprepared for the
realities that occurred [26, 31, 40], in particular regarding
the amount of weight lost [26, 40].

“completely and utterly flummoxed and out of my
depth”—head and neck cancer patient [31]

For some, there was a feeling of being overwhelmed and
having difficulty taking on board the nutrition information
provided due to the enormity of the diagnosis [26, 32]. Oth-
ers felt that using simplified layman language could assist
[36].

“Because I’'m not medically minded, those [leaflets]
went above my head”—prostate cancer patient [36]

In addition, it was felt that HCPs could communicate in
a more patient-friendly manner [31, 40], explaining what is
meant by certain phrases, avoiding medical jargon and not
being so explicit about outcomes such as death.

“[The doctor said]... “send me an email when you’re
eating normally.” I said, “What sort of normal?”” He
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said, “Just normally, like before you saw me, just
anything and everything”—head and neck cancer
patient [31]

“He [doctor] said, in no uncertain terms, he told me
straight out, “it’s going to be the nasogastric tube,
hospitalisation......... or Id die. I’d die from malnu-
trition”—head and neck cancer patient [31]

From a healthcare professional perspective, there was a
feeling that nutrition was part of their role (including GPs,
nurses, oncologists, surgeons, primary care physicians) [28,
30, 34, 36], with the dietitian being highlighted by HCPs as
an important facilitator in collaborative nutrition care [28].
While GPs saw a larger role for themselves in providing
nutrition support [30], other HCPs (including oncologists,
surgeons, primary care physicians and nurses) were willing to
engage in providing nutrition advice during routine practice
[34] or felt that signposting to and going through existing
nutrition resources was part of their remit while problematic
cases or ongoing issues should be referred to a dietitian [36].

There was an awareness that a lot of interactions have a
medical focus, such as cancer review clinics with oncologists
[34]. For patients in this case, HCPs felt that their priority was
more on receiving “good news” than on nutrition guidance.
This was also highlighted by GPs who indicated that patients
do not necessarily attend them for lifestyle advice, they come
with their own agenda, and so it is up to the HCP to ensure that
nutrition is included [30]. This was noted as being particularly
difficult when the patient arrived with an acute need [30].

“what they really want to hear from me is there’s no
sign of cancer”—medical oncologist [34]

“the top of their priority list is not always to hear
about nutrition, exercise and lifestyle ... but you still
try to weave it in ...”—GP [30]

For others, they only felt the need to advocate for
change if the patient was overweight.

“I’d usually say to them, there isn’t any restriction and
they don’t need to change what they are doing because
you know it probably won’t impact unless somebody
is overweight”—clinical nurse specialist [36]

Optimal delivery of nutrition advice Positive experiences
arose from multidisciplinary team interactions [26, 32] as it
led to a sense of security around overall care and it was felt
that there was always someone to address questions. Indi-
viduals reported a willingness to follow nutrition advice if
it was provided [36].

“[the oncology nurse, dietitian and speech pathologist]
give me the answers, if they do not know they go away
and find out”—head and neck cancer patient [32]
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HCPs felt that ongoing nutrition conversations were
important throughout the cancer journey [30, 33, 34], to pre-
sent plenty of opportunities for patients to ask questions and
discuss nutrition [34], and because the nature of the advice
often changes throughout the cancer journey [30]. It was also
important to integrate throughout, as patients themselves
might not be aware that they are ready for nutrition advice
and implementing dietary changes [33]. For GPs, who might
not see patients again for 12 months once they start treat-
ment, it was important to start nutritional advice early [30].

“It’s an ongoing process, not sort of a set and forget”—
GP [30]

“talk about that almost every visit with almost every
patient too. It’s pretty rare that it doesn’t come up...I
would say the reason I counsel every visit is because I
think that they might not even be aware they’re finally
at a point where they’re a little bit more ready for
change”—primary care provider [33]

“They go off to the wilderness, for the 12 months while
they are having treatment and then they come back to
us ... so that’s why I try and get them early”—GP [30]

Tension between patient values and nutrition recommenda-
tions or HCP priorities There was an incongruence between
patients’ beliefs and nutritional priorities/recommenda-
tions [26, 31, 32, 37, 40]. This was particularly the case
for weight loss, where patients welcomed this while HCPs
tried to address and reverse it [26, 31, 32, 37]. In one case,
it was indicated that a weight loss of up to 10% was “okay”,
a conflict with current guidelines [31].

“I’m a little bit lighter, which is better.... Not the best
way to lose weight, but... [laughs].”—head and neck
cancer patient [32]

Patients did not always believe in or were satisfied with
the advice being provided by their HCPs and, in these cases,
were less likely to follow the advice provided [26, 32, 37,
38, 40].

“at some point in the oncology programme, you will
of course have to deal with the dietician and then you
will get a piece of paper that says what you must eat,
I was thinking — you know what I do with that this
piece of paper? I throw it in the bin. I was thinking,
go ahead and eat it yourself if you are sick, there is so
much food on that list, even a normal [healthy] person
cannot digest it in one day!”- lymphoma patient [38]

Advice sometimes appeared unrealistic for patient’s
current situation and sparked a belief that the HCP did not
understand the reality of what they could manage [32, 40].
In other cases, it came across as “pushy’” and not considering
the patients’ need for a slower transition to change [32]. In

addition, where HCPs did not appear to have healthy life-
styles or where they were overweight or obese, patients were
less likely to view them as credible [36].

“All they want is to make sure that I do eat!... They
do not know my taste; I know my taste. I’'m the only
one who knows, nobody else”—head and neck cancer
patient [32]

“I was very disappointed about a [HCP] who was
obese telling [me] what to eat ... if [they were] within
a reasonable weight [themselves]. But if somebody
presented information to me, what like they did, I just
wouldn’t take any notice of it at all ... I think you’ve
got to practise what you preach”—prostate cancer
patient [36]

In other cases, the patients were concerned about the
guidance, such as being told it was okay not to eat for a few
days, which conflicted with current recommendations [37].

“they said ‘no, no it doesn’t matter, so what if you
don't eat for a few days’, and then I got, er, got a bit
panicky”—acute myeloid leukaemia patient [37]

Confusion arose where HCPs provided conflicting opin-
ions about what is best practice and appropriate [40].

“The oncologist thinks I was silly not having the feed-
ing tube; the surgeon thinks I’m crazy to have one”—
head and neck cancer patient [40]

Providing evidence-based nutrition care (HCP) Several studies
[28, 33, 34, 36] indicated that the perceived strength of the evi-
dence base around nutrition and cancer dictated the inclusion of
dietary advice particularly by cancer specialists. One individual
indicated that it gave them the confidence to feel “equipped to
actually go through a lot of the data on diet and exercise” [36].
It was indicated that the scientific base should be used when
“advocating for a specialist dietitian” [28]. There was a call to
increase the evidence base to showcase the financial benefit of
having access to a dietitian on healthcare costs [28].

“That’s all about trying to show the decrease in health-
care costs that you actually see when patients are
working directly with dietitians”—dietitian [32]

There was an awareness of the evidence base linking obe-
sity and breast cancer recurrence, which facilitated discus-
sions when patients asked what they could do to prevent
recurrence [34]. In addition, there was a belief from some
HCPs that there was a strong enough evidence base around
lifestyle behaviours and cancer recurrence to “need to do
an even better, stronger educational job for our patients
by reinforcing to them that this isn’t just you know pretty
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sounding pink ribbon language. This is real science that has
been shown that these things work™ [34].

However, not all HCPs shared this certainty around sci-
entific evidence for dietary change and prevention or recur-
rence [33, 34, 36].

“I don’t see the data out there that suggests that once
you have the diagnosis of cancer that it’s [dietary
change] going to decrease your risk.”—nurse practi-
tioner [33]

“Because a lot of the dietary stuff and things like that, the
studies aren’t there. I always say things like, “Some peo-
ple find it beneficial, some people don’t.” Rather than ...
because we don’t have the evidence. So suck it and see, is
always my usual standard”—clinical nurse specialist [36]

It also became clear that patients may not apply the same
scrutiny, at least from the healthcare professionals’ perspec-
tive with many following non-evidence-based advice found
online [30].

Practical barriers to provision of nutrition advice It was
clear that the provision of nutrition advice was characterised
by what was lacking in many studies [28, 30, 34]. Lack of
access to a dietitian for support and multidisciplinary col-
laboration were presented as barriers by HCPs (radiation-
oncologists, nurses, and speech-pathologists).

“We do need access to the dietitian.... I think the main
barrier becomes access”—radiation oncologist [28]

It was highlighted that nutrition visits were not usually
covered by insurance, with one individual referring patients
to a national cancer charity phone line to receive advice
instead [34]. GPs had a similar issue where additional time
spent discussing nutrition would not always be covered by
the patient’s insurance [30]. In addition, it was clear that
there needed to be funding available to have a dietitian on
the team [28] and that to refer to a dietitian externally would
cost patients money which they might not have [30].

“Yeabh, the fact you don’t get funded for spending a lot
of time with patients”

“I’ve never initiated a referral to a dietitian. Ever,
which is probably pretty poor ... But I'm also mind-
ful of the cost; I live in a lower-middle class area, so
I suppose I potentially leave that to certain cancer
teams, and most of my patients don’t have private
insurance”—GP (Waterland et al., 2020).

Lack of time prevented collaboration between HCPs [28],
by preventing additional or extended multidisciplinary meet-
ings. Time also limited the ability for HCPs to deliver advice
when patient consultations are short [34].

@ Springer

“we’ve got multiple other patients we have to see and
so to spend the extra 30 min that you probably need
with that patient when there’s two others who still need
your help then you have to cut short that discussion”—
radiation oncologist [32]

“Ten-minute consultations are simply spinning the
wheels in the mud. You can’t do anything, because
you don’t have time to do anything”—GP [30]

Lack of HCPs confidence and knowledge contributed
to decisions to provide nutrition advice [30, 34]. Physical
resources were lacking with the development and provision
of the same being useful [30].

“I have more of a game plan when it comes to smoking
cessation than when it comes to anything else”—pri-
mary care practitioner [34]

“I think having resources that are simple and easy to
use that are fairly generic so that [they] can be used
for most cancers and a handout for patients would be
incredibly useful”—GP [30]

“If we had more resources to turn them to”’—radiation
oncologist [34]

Discussion

This systematic review synthesised available research on
the experiences of patients in receiving and HCPs in deliv-
ering nutrition advice in oncology settings, to gain insight
into how nutrition advice can be further enhanced in cur-
rent practice and to better support patient-centred care. The
issues raised from a HCP perspective have direct implica-
tions on the delivery of nutrition advice to cancer patients. A
strong evidence base was a facilitator to providing nutrition
advice while lack of time, funding, dietetic roles, and knowl-
edge were common barriers. Understanding these barriers
and facilitators will help inform how best to support HCPs in
delivering nutrition advice. There is currently considerable
variation in practice, which was very clear when exploring
the patient perspectives.

Key themes raised by patients were related to inconsist-
ency in the provision of advice. This related to whether they
received advice or not over the course of their cancer trajec-
tory, but more often advice was only provided during the
treatment phase when eating issues and nutrition-related
changes had occurred much earlier. There was a desire to
be informed about what was to come; however, this needed
to be delivered in appropriate language, that was easy to
understand and did not generate fear. Patients with low
health literacy are more likely to report a poorer experience
of care and have a lower quality of life [41]. HCPs need to
have the skills to deliver nutrition information in an easily
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understandable way, using appropriate and understandable
language that does not add stress to the individual. The Irish
Cancer Society, in recognition of the importance of this
topic, have a 20-min self-guided course in conjunction with
the National Adult Literacy Agency for HCPs on improving
communication [42].

Multidisciplinary team involvement in the delivery of
nutritional advice for cancer patients was viewed very posi-
tively. A multidisciplinary team approach (including oncolo-
gists, surgeons, radiologists, nurses, and allied healthcare
professionals) is viewed as “gold standard” in oncology
care and ensures that patients’ needs (social, psychological,
physical, and nutrition) are met [43, 44]. A recent position
paper examining guidelines and new evidence in oncology
nutrition indicated that nutrition needs to be positioned at
the centre of multidisciplinary care, as one of its five recom-
mendations to optimise oncology care [45]. It is positive to
see from this systematic review that in practice, patients are
in favour of and report better experiences when a multidis-
ciplinary team acknowledges nutrition. A recent randomised
controlled trial comparing a multidisciplinary team five-step
nutrition intervention to standard care found improvements
in quality of life, anthropometric measures, symptoms, and
function in gastroenteric cancer patients undergoing chemo-
therapy [46].

There was a conflict at times between patient beliefs or
needs and healthcare professional recommendations [26, 31,
32, 37, 40]. This was particularly the case with regard to
weight loss. This matches results from a recent survey of a
representative sample of 1000 Irish adults, where just under
one-third indicated that they believed weight loss during
cancer treatment was positive if the patient was overweight,
with a further one-third unsure [47]. Healthcare profession-
als need to have an understanding of, and appreciation for,
patients’ beliefs, needs, and realities, while also finding a
way to communicate when that belief is detrimental which
is an important component of patient-centred care [48, 49].
Research has shown greater patient satisfaction, perceived
outcomes of care, and commitment to treatment when there
is a shared understanding on the issue [50, 51].

These themes primarily focus on a desire from patients to
have access to nutrition information that is specific, detailed,
and individualised that matches their beliefs and needs, and
is delivered or supported by a multidisciplinary team using
appropriate and understandable language. There is also an
interest in understanding early on why a dietitian is rel-
evant for their care. This fits well with growing evidence
and changes in practice regarding rehabilitation, with nutri-
tion being a key component of multimodal prehabilitation
[52-55]. Prehabilitation can provide a sense of control for
patients while also optimising response to treatment and
survival [56].

Key themes raised by HCPs include a recognition that
current practice is largely medically focused which can act
as a barrier. Importantly, practice is starting to become more
patient-centred, hence moving away from the traditional pro-
vider driven, disease focused model [57], which may help
to address this barrier. Additional barriers include differ-
ences in individual patient motivation; advice will typically
not be provided by specialised HCPs unless there is a solid
evidence base and when delivered, it typically focuses on
generic advice. Patients have indicated that they want indi-
vidualised rather than generic nutrition advice from HCPs
[58]. Therefore, addressing this discrepancy may help to
improve effectiveness of the nutrition advice provided.
Finally, a lack of resources, funding, time, and knowledge
all impact on the ability to include nutrition in consultations;
a finding that has been echoed in other studies also [16,
17, 59]. These findings will help support the development
of interventions that are fit for purpose within a complex
healthcare system. Understanding barriers to practice can
assist in implementation planning. It can also provide base-
line data for intervention development frameworks such as
the behaviour change wheel [60] and the Medical Research
Council framework for complex interventions [61].

Studies included in this systematic review have sug-
gested several issues that help us to better understand the
barriers for HCPs in delivering nutrition advice. While it is
important to ensure that HCPs feel confident and competent
in providing this guidance, it is also important to under-
stand that increasing knowledge alone will not be enough to
change current behaviours [62]. HCPs work to deliver the
best patient outcomes with limited resources [63, 64]. In this
instance, until lack of time, funding and adequate dietitian
posts are addressed, nutrition advice will likely not be rou-
tinely provided. The European Union Health Policy Platform
chose “Integrated Nutrition Cancer Care” as a thematic net-
work to focus on for 2021/2022 [65]. As a result of Europe’s
beating cancer plan [66], the EU commission launched inter-
speciality training funding in 2021, to ensure that HCPs can
receive training in quality of life, mental, psychosocial and
nutrition support. When nutrition is integrated into clinical
cancer care pathways as standard practice, it could help to
ensure that the current medical focus is broadened, leading
to more MDT awareness of its role, a view supported by
patients in this systematic review.

Interestingly, HCPs put a strong emphasis on the evidence
base and, in some cases, choose not to deliver nutrition
advice if they feel there is not sufficient evidence. However,
quantitative findings indicated that HCPs typically are not
familiar with current best practice guidelines [17, 37, 39],
which could potentially make delivering advice to patients
with cancer less likely. In addition, the information vacuum
generated when HCPs choose not to provide nutrition advice
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is being filled by low-quality information obtained from
unregulated sources [67].

There was less advice provided and more barriers to
delivering advice in the outpatient setting. Those access-
ing services through this route are more likely to be post-
primary or active treatment and further in the survivorship
journey. This is concerning given the continued importance
of nutrition, the persistence of nutrition impact symptoms
[68], weight management issues [69], and prevention of
other non-communicable diseases [70]. In addition, it has
been shown that those who do not receive advice from their
healthcare team look elsewhere, typically online [4]. Recent
work has indicated a lack of nutrition recommendations
for cancer survivors on national health and support group
websites in Ireland and Spain [71, 72], on websites found
through common searches [73] as well as in phone applica-
tions [74]. Therefore, there is a need to ensure evidence-
based advice is available for this cohort.

Limitations

The majority of papers were from Australia and so may
not reflect the experiences of HCPs from Europe and the
USA. Within the patient research, most focussed on those
with head and neck cancer, which has a very detrimen-
tal impact on the ability to eat and nutrition status [75]
and so is unlikely to reflect the patient experiences of
individuals with other cancer types each with their own
unique impacts. There is a need to explore the patient
experiences of those with other cancer types and in other
countries and regions to fully understand the current situ-
ation. There does appear to be a growing body of research
in this area, with most of the papers included being pub-
lished in 2021.

Conclusion

This systematic review presents a synthesis of currently
available research exploring the experiences of cancer
patients receiving and healthcare professionals providing
nutrition advice. Findings indicate that patients desire more
specific nutrition advice supported by the MDT and deliv-
ered in appropriate and understandable language. There is
also a need to ensure that the relevance of nutrition is clear
from diagnosis and advice extends beyond the acute treat-
ment phase. Healthcare professionals have highlighted a lack
of time, funding, dietetic roles, and knowledge as barriers to
integrating nutrition advice as a standard part of cancer care.
Given the growing numbers of individuals diagnosed with
and living with and beyond cancer, further work is essential
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to better understand and address identified barriers and
improve the provision of nutrition advice to this population.
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