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Abstract

Background: The palliative care needs of people with advanced head and neck cancer pose unique complexities due to the impact
the illness has on eating, speaking, appearance and breathing. Examining these needs would help provide guidance about developing
relevant models of care and identify gaps in research knowledge.

Aim: To identify and map out the palliative care needs and experiences for people with advanced head and neck cancer.

Design: A scoping literature review following the methods described by the Joanna Briggs Institute.

Data sources: An electronic search of the literature was undertaken in MEDLINE (Ovid), EMBASE and CINAHL covering the years
January 1996 to January 2019.

Results: People with advanced head and neck cancer often had palliative care needs but there was variability in the timing and
access to relevant services. A high prevalence of interventions, for example hospital admissions were needed even during the
last month of life. This was not necessarily negated with early engagement of palliative care. Dissonance between patients and
family carers about information needs and decision-making was an additional complexity. Studies tended to be descriptive in
nature, and often involved a single centre.

Conclusion: This scoping review demonstrates the complexity of care for people with advanced head and neck cancer and the issues
related to the current healthcare systems. Focus on appropriate referral criteria, increased integration and coordination of care
and robust evaluation of specific care components seems key. Linkage between research and service design delivery across teams,
disciplines and care settings seems pertinent.

Keywords
Head and neck cancer, palliative care, palliative medicine, end-of-life, healthcare services, review

1Department of Oncology and Metabolism, University of Sheffield, Sheffield, UK

2Palliative Care Institute, University of Liverpool, Liverpool, UK

3Sheffield Teaching Hospitals NHS Foundation Trust, Sheffield, UK

“Nanyang Technology University, Singapore

5Department of Primary Care and Mental Health, Institute of Population Health, University of Liverpool, Liverpool, UK
6Faculty of Health, Social Care and Medicine, Edge Hill University, Ormskirk, UK

7Aintree University Hospitals NHS Foundation Trust, Liverpool, UK

8University of Liverpool Medical School, Liverpool, UK

SLiverpool University Hospitals NHS Foundation Trust, Liverpool, UK

10Luton and Dunstable University Hospital, Luton, UK

Corresponding author:

Catriona R Mayland, Department of Oncology and Metabolism, University of Sheffield, Broomcross Building, Western Park Hospital, Whitham Road,
Sheffield S10 2SJ, UK.

Email: C.R.Mayland@sheffield.ac.uk


https://uk.sagepub.com/en-gb/journals-permissions
http://journals.sagepub.com/home/pmj
mailto:C.R.Mayland@sheffield.ac.uk

28

Palliative Medicine 35(1)

What is already known about the topic?

Advanced head and neck cancer patients have specific challenges due to the impact of the illness on vital func-
tions such as eating, speaking and breathing.

Identifying the palliative care needs of this specific cancer subgroup would help provide guidance about how
services could best provide care.

What this paper adds?

Advanced head and neck cancer patients have a diverse range of palliative care needs, but there is variability in
terms of access and timing to palliative care services.

Dissonance between patients and family carers about information needs and decision-making represent addi-
tional complexities.

Head and neck cancer patients frequently require acute interventions even during the last weeks of their life.

Implications for practice, theory or policy

Tailored needs-based referral systems for advanced head and neck cancer patients may help address issues relat-
ing to access to palliative care services.

Models of care focused on increased integration and coordination across different care settings and multi-
disciplinary teams may help address issues relating to frequent use of acute interventions during the last
weeks of life.

Prospective multi-centre studies, potentially using mixed methods approaches, and focused on testing spe-
cific components of care may help further understand and tailor services more appropriately to meet needs.

Introduction

On a global scale, head and neck cancer is the sixth most
common cancer,! representing a wide-ranging group of
cancers arising from the epithelial lining of the upper
aerodigestive track, and affecting the oral cavity includ-
ing the lips; pharynx; larynx; paranasal sinuses and nasal
cavity; salivary glands and middle ear. Within certain
parts of the world, for example the United Kingdom
(UK), the incidence of head and neck cancer is expected
to rise by 50% over the next 20 years. This trend is attrib-
uted to more cases caused by Human Papilloma Virus
(HPV).2 Although there is variability depending on the
underlying histology, the overall 5-year survival rate has
remained at 40% to 65%,> due to factors such as
advanced stage disease presentation and co-morbidi-
ties. Additionally, one in every five people with head and
neck cancer will die within 12 months following diagno-
sis.* Worldwide, poverty and socio-economic depriva-
tion impact on survival, raising concerns about
inequalities or disparities in access to healthcare ser-
vices, including palliative care provision.>¢

Compared with other cancers, the palliative care needs
of people with advanced head and neck cancer pose
unique complexities due to the impact the illness has on
eating, speaking and breathing.”® Head and neck cancer
can be very visible, often causing facial disfigurement®
and distorted or unintelligible speech. Patients have dis-
tinct care challenges and can require feeding tubes and

tracheostomies to support their vital functions. Symptoms
can cause significant psychological distress and social iso-
lation and there is a higher risk of suicide compared with
the general cancer population.!! Earlier in the disease tra-
jectory, family carers to those with head and neck cancer
also report distress and unmet needs.1213

Given the overall prognosis and potential for rapid
demise for a significant proportion of head and neck can-
cer patients, it is important to consider support at the
time of diagnosis for those with advanced disease.
Understanding the palliative care needs and experiences
of this vulnerable population is important to help devise
relevant models of care and identify future research gaps.
Although there have been two systematic reviews on
unmet needs for advanced cancer patients,'41> none have
specifically focused on people with advanced head and
neck cancer. Head and neck cancer brings unique chal-
lenges due to the anatomical location of the illness, and
the fact patients are likely to experience significant symp-
tom (physical and psychological) and healthcare burden
regardless of what treatment course is chosen.® A scop-
ing review is beneficial to examine broad areas and is par-
ticularly useful to report on the types of evidence which
may inform practice or identify key gaps in the evidence.'”
The aim of this scoping review was to examine and map
the palliative care needs and experiences for people with
advanced head and neck cancer. As the research objective
was wide-ranging, and the identified study designs were
expected to be heterogeneous, a scoping review approach
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was deemed more appropriate compared with systematic
review methodology.

Methods

Literature review question

The specific question to be addressed was:

What types of palliative care needs and challenges have
been reported by people with advanced head and neck
cancer, their family carers, and the healthcare professionals
looking after them, in terms of their experiences and usage
of healthcare services?

Design

The Joanna Briggs Institute Scoping Review framework
was used to guide conduct of the review.!” This frame-
work represents well-established, detailed guidance,
has previously been used to assess the quality of scop-
ing reviews,® and helped, in part, frame the develop-
ment of the PRISMA extension on the reporting of
scoping reviews.1?

Search strategy

An electronic search of the literature was undertaken in
MEDLINE (Ovid), EMBASE and CINAHL covering the years
January 1996 to January 2019. It was undertaken using
keywords and subject heading terms for ‘Palliative care’
and ‘head and neck neoplasms’ (Textbox 1) using speci-
fied inclusion and exclusion criteria (Textbox 2). The
searches were initially run on 12th April 2017 and further
updated on 8th February 2019. The full MEDLINE search is
available in Supplemental Table 1 and the other searches
are available on request of the corresponding author.
Titles and abstracts were initially screened (CRM, QMH or
MC) to identify potentially eligible papers and any areas of
uncertainty were resolved by another reviewer (PD). The
full manuscripts of potentially eligible papers were fur-
ther independently screened against eligibility criteria by
two reviewers (either CRM and PP, CRM and PC, HCD and
PD), with a third reviewer (PD or CRM dependent on the
team) resolving any conflicts of opinion, to determine a
definitive list of included studies (Figure 1). No additional
hand searching was conducted but references of the
included papers were also screened for any other relevant
papers that might have been missed by the search.

Data extraction

Data was extracted using a specially designed proforma
by one member of the research team (CRM, PP, PC or PD)
and 75% were checked by a second reviewer (CRM or PD).
Data was mapped out in a descriptive manner according

Textbox 1. Search terms used for scoping literature review.

Head and neck cancer

. exp Oropharyngeal Neoplasms/

. ‘Head and Neck Neoplasms’/

. exp Otorhinolaryngologic Neoplasms/

. exp Neoplasms/

. (cancer* or carcinoma* or neoplas* or tumor* or tumour*

or malignan* or SCC).tw.

4or5

7. exp Oropharynx/

8. (oropharyn* or mesopharyn* or tonsil* or (head adj3 neck)
or ‘tongue base’).tw.

9.70r8

10.6and 9

11. (HNSCC or SCCHN or OP-SCC or OPSCC).tw.

12.1or2o0r3o0r10or11

Palliative care

13. exp Palliative Care/

14. exp Terminal Care/

15. exp Terminally Ill/

16. palliat*.mp. [mp=title, original title, abstract, name of

substance word, subject heading word, unique identifier]
17.1or2or3or4
18.12 and 17

u b wWwN -

o

Textbox 2. Inclusion and exclusion criteria.

Inclusion criteria

e Empirical research studies (any research design) of
palliative care needs and experiences

e Involving people with advanced head and neck cancer,
or family carers of adults with advanced head and neck
cancer, or healthcare professionals supporting adults with
advanced head and neck cancer

e Within any healthcare setting and any country

e Published in English

*Advanced head and neck cancer defined as involving those

with incurable disease and/or being treated with palliative

intent

Exclusion criteria

e Any studies where the primary focus involves children
(<18 years old); patients who have solely undergone
curative treatment; or survivorship issues

e (Case reports, case series, opinion pieces or letters

to the following: setting, country, population characteris-
tics, study design, intervention (where appropriate) and
findings. The World Health Organisation’s definition of
palliative care includes the ‘early identification and impec-
cable assessment and treatment of pain and other prob-
lems, physical, psychosocial and spiritual’.2® Therefore,
prior to the search, the team had agreed key themes
within the protocol based on the expert knowledge within
the team, and anticipating the likely complexities relating
to communication and need for interventions to support
vital functions of relevance to people with head and neck
cancer. These themes were: symptom control; psychologi-
cal well-being; communication and/or decision-making;
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place of care and death and medical interventions at the
end-of-life.

Data analysis

Following the data extraction, the studies were catego-
rised to one or more of these themes based on their
findings, and the themes revised accordingly, following
review and discussion by members of the team (CRM
and PD). Following this, the data was tabulated and syn-
thesised within each of the final themes. The final
themes agreed were:

e overall palliative care need and access to palliative
care services

physical symptoms

psychosocial and spiritual well-being

medical interventions in the last 12 months of life
communication and decision making

place of death.

Due to the wide range of different study methodolo-
gies, and in keeping with the accepted remit of scoping
review guidance, specific quality appraisal was not con-
ducted.’ Instead, key study limitations, where docu-
mented within the manuscripts, were extracted to inform
the synthesis of data within themes.

Results

Range of studies

From 1278 initial records, 185 papers were screened for
eligibility, of which 46 were included in the full review. An
overview of the characteristics of these 46 included stud-
ies is provided in Supplemental Table 1.

Studies were most commonly conducted in Europe
(n = 23)8,22,23,29,31—33,35,37,43—45,47—49,51,52,55,57,59,63—65 Wlth 12
being conducted in Asia,?*-2834404245536162 nine in North
America,3036:3839,41,50,54,57,58gne in Saudi Arabia?! and one in
Australia.®® Quantitative methods were used for the majority
of the studies (n=41) with four using qualitative meth-
0ds22:365265 and one study utilising mixed methods.>® All the
quantitative studies were descriptive or observational in
nature (cross-sectional survey, case-control, or cohort stud-
ies). Tenstudieswere nation-wide studies2>-27,30,37,40,47,50,61,62,65
and four were based within a specific region.324%64 The
remaining 32 studies were conducted within single institu-
tions. Thirty-six studies focused purely on patie
ntS,21_28'30—41'45_50'53_55'57'59_64 two on fam||y carers a|one'44,58
and two on healthcare professionals alone.*3% A further four
focused on both patients and family carers,8425152 and two
on patients and healthcare professionals.?%>6

For each key area, studies are presented in Tables 1 to
6; studies which have findings about more than one key
area are reported separately within the different tables.

Overall palliative care need and access to
palliative care services

There were 11 studies reporting on these areas (Table 1).
Studies suggest that 18% to 21% of all people with head and
neck cancer received palliative management following
diagnosis,*%3 with a higher rate seen for those residing in
more deprived areas.>” There was some evidence that access
may be lower than need, however, with one study estimat-
ing 28.3% of hospital in-patients had relevant needs.?

Head and neck cancer patients were more likely to
receive palliative care or prompt a referral to palliative
care services than other cancer patients38394162 due to
the high degree of symptom burden.®* Timing of referral
to palliative care teams varied, with two studies suggest-
ing that head and neck cancer patients were referred
early,3*41 and one study observing late referral, that is, in
the last 30 days of life.3? Higher rates of access to palliative
care services were observed among those with HNC who
were older, white and female.30.50

Patients’ physical symptoms

Nineteen studies included a focus on this area (Table 2).
Patients reported a diverse range of symptoms®83254 with
the most recent study reporting patients had an average
of 10 somatic symptoms.8 Pain was commonly reported
(prevalence ranging from 40% to 95%)824,31-33,42,45,54,57 gnd
one study described it being worse for those with more
advanced disease.3* Pain could be complex in nature,
require multiple medications including the frequent use
of opioids.2431.354248 Fatigue or lack of energy (preva-
lence ranging from 77% to 81%) and weight loss were
also frequently reported.84546:5457 Other symptoms were
wide-ranging including difficulty eating or swallowing,
dry mouth, incontinence, bleeding, dyspnoea, fungating
lesions, change in appetite, cough, communication
difficulties, constipation, retained mucus and
insomnia.822:31,32,33,4245,46,54,57.61 One study described the
intensity of nursing care needed to support patients, in
part due to symptom control.>? Patients’ concerns about
adequate symptom control were perceived as a barrier to
whether or not they would be able to die at home.52

From the family carers’ viewpoint, pain, inability to eat
and tumour fungation were reported to be the most dis-
tressing symptoms.*2 Bereaved relatives perceived there
was scope to improve on symptom management,>® a view
shared by General Practitioners. In one study, only 45%
General Practitioners perceived their patients had been
satisfied with the level of symptom control.*3

Patient’s psychosocial and spiritual well-
being

Sixteen studies included a focus on this area (Table 3).
The reported prevalence of psychological distress
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Full-text articles excluded and
reasoning (n=138)

No data on advanced HNC* n=17

Not focused on needs/experiences n=38
Had no empirical data n=32
Not focused on HNC* n=30

*HNC = head and neck cancer
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Figure 1. Flow diagram for the scoping review process.

varied.82133,445255 |n the two larger studies (with more
than 100 patients), more than 50% expressed psycho-
logical symptoms such as ‘worrying’, ‘fears’, ‘sadness’, or
‘depressed mood’.352 Being a burden on family carers
was one specific concern raised.®®> Within a further
study, over a third (35%) of people with head and neck
cancer were perceived to have some level of depression
by their oncologist.*! Psychological symptoms manifest-
ing as agitation or confusion were also reported during
the final weeks prior to death.2832,58

In terms of psychosocial support and care, one study
reported that 25/40 (61%) of General Practitioners per-
ceived their patients had received sufficient care.*?

Perceptions from family carers varied. In one study, the
‘emotional and spiritual’ support was rated more highly
(and hence needs better met) compared with manage-
ment of physical symptoms.>” In another, however,
almost 70% bereaved relatives perceived improved psy-
chosocial support was needed during the palliative phase
of illness,*3 which led to the development of an ‘Expert
Centre’ to help address these unmet needs.>°

No study specifically focused on spiritual well-being.
One qualitative study explored the ‘lived experience’ of
having disfigurement and described the subsequent
existential impact.3®> A further study reported only
10/45 (23%) bereaved relatives perceived spiritual
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support for head and neck cancer patients had been
provided.*3

Medical interventions in the last 12 months
of life

Fourteen studies had a focus on medical interventions
(Table 4). Generally, having head and neck cancer was
associated with a high prevalence of ‘intensive’ inter-
ventions, especially in the last month of life. These
interventions included emergency department attend-
ance, cardio-pulmonary resuscitation, hospital admis-
sions, intensive care admissions and ongoing
chemotherapy.?>:26:31,3537,5564  Factors associated with
hospital admission included the presence of hypercalcaemia,?
respiratory or airway management issues,3133 infection3>
and problems relating to bleeding, pain and swallowing
difficulties.3® Hospital admission could still occur fre-
quently even when palliative care teams were involved.5
Two retrospective studies, conducted after death, reported
that having head and neck cancer was associated with a
greater risk of dying in hospital,2>4° although one study
had very small numbers.*®

Differing views were reported about the appropriate-
ness of interventions. Patients could favour maximum
medical interventions®? and bereaved relatives perceived
the palliative anti-cancer treatments improved symptom
management.>® On the other hand, however, bereaved
relatives reported that treatments had been ‘too intru-
sive’ or not in keeping with the patients’ wishes.*451

Communication and decision-making

Fifteen papers including a focus on communication and deci-
sion-making for head and neck cancer patients (Table 5). Five
papers focused more on the prevalence of the practical
difficulties and issues relating to poor speech.1232:4546,59
Issues relating to communication were more common
compared with other cancers,* especially if the patient
had a tracheostomy.22:46,59

Ten of the papers focused on communicating informa-
tion and decision-making.2829:43,44,51,52,56,58,64.65 An inter-
view study of medical professionals in Malta, explored
ethical factors influencing decision-making about treat-
ment. The majority who were interviewed (7/10) per-
ceived the need to provide full treatment for people with
head and neck cancer, even if the prognosis was poor.
Most agreed, however, that the patient formed an impor-
tant part in the decision-making process.®> In a study
assessing the communication of prognosis between
healthcare professionals and patients, different ways
were recognised. These included the use of numerical
probability estimates, qualitative language or a combina-
tion of both.2® Although perceptions by patients and/or
family members about the quality of communication

could be good,*45157.58 there were reports of patients mis-
understanding or misinterpreting information.>® One
study described poorer levels of understanding about
their illness when patients were known to palliative care
teams.®* Within another qualitative study, dissonance
between patient and family members’ information prefer-
ences was described. Patients varied between wishing for
‘full disclosure’ and a more ‘passive approach’ whereas
family carers favoured being fully informed.52 Further
communication and decision-making challenges included
the information transfer between different healthcare
teams*? and the ethical complexities that can arise relat-
ing to hydration and nutrition.28

Place of death

Five studies focused on place of death, of which two were
population-based*®47 and three were smaller cohort stud-
ies (two having less than 100 patients) (Table 6).27:3360
From the population-based studies, a Taiwanese study
reported over 70% head and neck cancer patients died in
the acute hospital.*® By contrast, the other study, con-
ducted within the UK, suggested that head and neck can-
cer was associated with an increased likelihood of dying in
a hospice compared with other cancers.*’

Discussion
Summary of main findings

Compared with other cancers, this scoping review con-
firms head and neck cancer patients often have complex
palliative care needs, especially if there is a high degree of
symptom burden. Variability in the timing and access to
palliative care services, however, is recognised. Dissonance
seen between patients and family carers, specifically
about information needs and decision-making, are addi-
tional recognised complexities. A high prevalence of inter-
ventions such as emergency department attendance and
hospital admissions occur for patients with advanced
head and neck cancer even during the last weeks of life.
Sole engagement with palliative care services does not
necessarily negate this.

Research in this area has tended to be via single centre,
quantitative studies. Few qualitative studies have been
conducted with advanced head and neck cancer patients
and none have focused purely on the spiritual well-being
of head and neck cancer patients. There were no inter-
ventional studies identified.

What this study adds and implications for
practice and research
The key questions facing palliative care services surround

the identification of who is in greatest need of referral,
how these individuals should be identified, and what



40

Palliative Medicine 35(1)

model of care should be provided.®® These questions are
particularly pertinent for head and neck cancer patients
who undoubtedly have palliative care needs, but for
whom the method of identification and the optimum
model of care provision is less clear. Our review shows
variability in access to palliative care services with some
patients receiving referrals late and certain groups, such
as older, white, female patients, more likely to be referred.

In view of the ‘scarcity of palliative care resources,%
there are a number of potential ways to help identify
which head and neck cancer patients would most benefit
from palliative care input. Specific ‘triggers’ are recog-
nised to help prompt palliative care consults in the emer-
gency department, in-patient wards®” and from oncology
services.®® These are generic tools aimed to screen a large
population, however, rather than having been specifically
validated within the head and neck cancer remit. More
individualised ways to help illustrate patients concerns
include the use of Holistic Needs Assessment (HNA)
tools,®® and Patient Reported Outcome Measures, of
which a vast array have been used within head and neck
cancer.”? The Patient Concerns Inventory (PCl) is an item-
prompt list specifically used to guide head and neck can-
cerclinical consultationsincluding wider multi-professional
engagement. Although extensively used globally, its focus
of use has been with curative head and neck cancer
patients, but it has potential to be adapted.”* Further
research into which ‘screening’ tool or method would be
most appropriate for initiating palliative care referral for
head and neck cancer patients seems pertinent.
Furthermore, clarity about how best to incorporate spe-
cific staging indicators for those recognised to be
‘high risk’72 in additional to individual patient needs would
seem beneficial.

As well as establishing equitable referral methods,
defining an appropriate model of integrated care is
needed. This poses a further challenge for advanced head
and neck cancer patients. Our review indicated there was
a high level of interventions needed and a reliance on
hospital-based care even during the last weeks of life. This
finding may relate to issues arising from the use of feeding
tubes and tracheostomies to help sustain vital function-
ing, and the fact that hospital admissions were commonly
related to breathing or airway difficulties. Issues such as
these can be challenging to manage in a community set-
ting. More widely, ‘treatment related incidents’ such as
those relating to other interventions, for example, urinary
catheters or nasogastric tubes, are a recognised factor
prompting patient safety incidents during ‘out-of-hours’
care.”? Additionally, obtaining timely access to care can be
a challenge.”? Solely relying on engagement with palliative
care services is not sufficient to alleviate these issues.®
Instead, the focus may be needed within a number of
areas. Firstly, there is a need to increase integration and
co-ordination between different multi-disciplinary teams

to avoid ‘silo” working patterns.®* Additionally, enhanced
collaboration between teams’® would potentially help
ensure timely access to specialist knowledge is more
readily available. Finally, ways to help upskill healthcare
professionals supporting patients within the community,
and specific training about the management of tracheoto-
mies and feeding tubes may help alleviate the need for
hospital care.

Another important finding from this study was the dis-
sonance between patient and family carer views about
information needs and decision-making. Generally,
unmet informational needs are recognised within
advanced cancer as a whole,’® as well as earlier in the
head and neck cancer disease trajectory.”* Additional
complexities arise due to the many issues surrounding
communication, that is inability to directly verbalise and
uncertainty about the best way to communicate progno-
sis. Furthermore, the discussions about goals of care and
the optimal ways to consider patient preferences are
especially challenging in advanced disease as the treat-
ment can be intensive and the outcomes uncertain.1®
One national cohort study identified that 10% of people
with head and neck cancer initially treated with ‘curative’
intent died within the first 12 months following diagnosis.”
Initiatives such as the ‘Making good decisions in collabo-
ration’ (MAGIC) improvement programmes have been
tested in early cancers involving the head and neck.’® An
‘Option Grids’ approach, which involves using easy-to-
read decision aids with patients and healthcare profes-
sionals comparing treatment options, has also been
assessed in the head and neck cancer context.”” Future
research could focus on ways to engage advanced head
and neck cancer patients and family carers more fully in
shared decision-making needs, being mindful of the
appropriate timing, differing information needs and the
cultural sensitivity of these discussions.

In terms of research methodology, the majority of
studies were quantitative observational studies con-
ducted within single institutions. There were no inter-
ventional studies and there was only one mixed methods
study, despite the unique benefits this approach can
bring.”® Additionally, only one study explored the spirit-
ual or existential impact of the illness. There is a real
need to develop prospective multi-centre studies, using
both quantitative and qualitative approaches. As well as
gaining a greater understanding of needs and experi-
ences, testing specific components of models of care
would be beneficial. A broader approach to assessing
holistic care, including the spiritual component, would
also be important.

Strengths and limitations

This scoping review followed an established systematic
method and examined a breadth of different experiences
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and needs for a particularly complex subgroup of cancer
patients. Our search included studies from a diverse range
of countries and cultures and hence has wide-ranging
relevance.

There were, however, limitations to this review. We
did not conduct hand searching of key journals and grey
literature was not included. Our definition of ‘advanced
cancer’ was qualitatively defined rather than using spe-
cific disease staging criteria and we did not conduct
additional searches using ‘place of death’ as a key search
term. Additionally, we only included English language
publications. In view of all these factors, some sources of
data may have been overlooked. We did not focus on
family carer needs per se but accept that thisis animpor-
tant area and would represent a focus for future study.
Finally, we did not include a quality appraisal of all
included studies, as within the remit of scoping reviews,
risk of bias/quality appraisal is not generally
recommended.?’

Conclusion

This scoping review has demonstrated the complexity of
care for people with advanced head and neck cancer and
that there are issues related to the current healthcare sys-
tems. Specific focus is needed about the optimum way
those in greatest need should be identified and referred
to palliative care services. Additionally, further clarity and
assessment about the particular model of integrated care
is required, which can address the diverse symptom
needs, the communication needed to further inform deci-
sion-making, and the frequent use of interventions and
issues that can arise ‘out-of-hours’ relating to these.
Linkage between research and service design delivery
across teams, disciplines and care settings seems key for
future success.
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