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1. Information and support

Information needs

Clinical question: What are the specific information and support needs reported by
patients with cancer of the upper aerodigestive tract and their carers?

Background

The diagnosis and treatment of cancer of the upper aerodigestive tract (CUADT) is complex, often
requiring multi-modality treatment resulting in significant side-effects and life-altering outcomes,
both short and long term. Currently no gold standard exists for the information that should be
provided to patients with CUADT to guide discussions regarding treatment. Patients and carers
report receiving varying amounts of information at diagnosis and throughout treatment. Such
variations can potentially lead to delays in decision-making, lack of understanding of treatment
options and patient anxiety.

Whilst information needs to be individualised it is important that guidance exists on the level and
timing of information and who should provide it. This will improve understanding by the patient at
each stage of their pathway.

Evidence statements

Information, communication, and support needs

One systematic review summarised evidence about the quality of life and support needs of patients
with oral cancer, excluding qualitative studies (Moore 2014a). This review concluded that patient
support needs are varied, with specific needs relating to oral health and functional impairment,
swallowing issues, pain, speech, nutrition and weight loss, depression, anxiety, appearance/body
image, sexuality/relationships, and financial support.

The systematic review by Lang (2013) reported on the psychological experience of living with head
and neck cancer (HNC), and included only qualitative studies. A key finding was that supportive
relationships with HNC peers and healthcare professionals are important to patients. Support after
treatment is sometimes limited, which can contribute to feelings of isolation and anxiety.

A third review collated evidence about the psychological health of HNC carers (Longacre 2012). This
review reported that caregivers describe considerable perceived burden and care-related strain and
can experience poor psychological health (distress and anxiety). Some evidence suggests that
increased support may attenuate caregiver burden.

A further 12 individual studies reported on the information and support needs of patients with HNC
(Moore 2014b, Fang 2012, Newell 2004, Oskam 2013, Llewellyn 2006, Furness 2005, Edwards 1998,
Llewellyn 2005, Glavassevich 1995, Rogers 2015, Nund 2014, Brockbank 2015).. Common themes
from these studies indicate that patients require support for acute needs resulting from treatment
such as pain, nutrition, changes in speaking and swallowing, and coping with the disfigurement of
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facial surgery. Patients often report satisfaction with the information they received prior to
treatment, although some are not fully informed about the side effects of treatment and feel
underprepared for the extent of the impact on their lives. Many studies highlight the lack of long-
term support after treatment, relating to patients ability to work, financial advice, information about
support groups, and a fear of cancer recurrence.

Information and support needs of people with HPV-related cancer

One qualitative interview study (Baxi 2013) and one cross-sectional questionnaire study (Milbury
2013) reported that some patients with HPV-related oropharyngeal cancer feel uninformed about
the risk of transmission of their disease and were uncertain about HPV as a cause of their cancer.
Further information was often sought from sources such as the internet.

Supportive care needs of oral cancer patients

Three studies conducted in Taiwan (Chen 2009, Chen 2010, Chen 2013) assessed the supportive care
needs of patients with oral cancer using the Cancer Needs Questionnaire (CNQ). The top care needs
for newly-diagnosed patients related to ‘coping with anxiety about having treatment or surgery’. In
surgically-treated patients the main care need was ‘to be fully informed about the benefits and side-
effects of treatment or surgery before having it’. The highest level of supportive care needs for
patients who received radiotherapy was at two months after treatment. Head and neck cancer
specific needs remained constant up to 6 months after treatment.

Patients concerns over follow-up

One study (Kanatas 2013) reported the results of a cross-sectional questionnaire designed to elicit
patients concerns over follow-up using the Patient Concerns Inventory (PCl). Fear of recurrence was
common to all clinical groups (n = 447). Speech issues were more common with laryngeal cancers,
and saliva issues with oropharyngeal tumours. Apart from early-stage laryngeal cancers, patients
consistently reported issues concerning dental health and chewing.

Support from fellow HNC patients

A qualitative interview study (Egestad 2013) of 11 HNC patients after radiotherapy described the
importance to participants of meeting other cancer patients who had undergone similar treatments.
Contact with fellow patients can lead to less loneliness, and reduce uncertainty and negative
feelings. However, a few participants reported feeling sadness and fear in meeting with fellow
patients. One longitudinal questionnaire study (Ma 1996) reported that the social support needs of
patients with nasopharyngeal cancer increased between the diagnostic and treatment phase and
remained stable from treatment to post-treatment. Patients consistently chose health professionals
as the first source of overall support, followed by family and friends.

The impact of a gastronomy tube

The results of focus groups with six patients who had a gastronomy tube placed for nutritional
support and three of their carers were reported by Mayre-Chilton (2011). Patients had developed
strategies to cope with the feeding tube and acknowledged the positive reasons for needing a tube.
The patients and carers expressed a positive impact on approaching the hospital MDT, especially
where they had access to the doctor, dietician, nurse and other professionals in one clinic. Some
patients expressed a lack of active care after their treatment and discharge into the community.
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Palliative care

Ledeboer (2008) reported a cross-sectional questionnaire study, where relatives or close friends (n =
45) of patients with incurable HNC were asked about their experience of palliative care services. The
majority of respondents reported that the patient had more need for psychosocial and physical
support than was provided. The overall care and support of the department was rated as good by
most patients. However, information about the terminal stage and bereavement support was often
lacking.

Study characteristics and quality

Evidence about the information and support needs of patients with cancer of the upper
aerodigestive tract (CUADT) was identified from three systematic reviews and 22 individual studies,
which were either qualitative interview/focus group-based (n=10) or questionnaire studies (n=12). A
summary of the included studies is provided in Table 1.1.

The three systematic reviews were well conducted, although they all included only qualitative or
questionnaire studies. The review by Longacre (2012) did not specifically focus on information and
support needs.

The individual studies included in the evidence review used small samples recruited from single
cancer centres/hospitals, which limits their generalisability to wider patient populations. Some
studies selected patients using convenience sampling; people who participate in these studies may
have information and support needs that are not representative of other CUADT patients. A majority
(n=17) are cross-sectional studies, meaning that data were collected at only one point in time.
Thirteen studies were conducted in countries other than the UK, so their relevance to current UK
practice may be limited. Recall bias may have been present in some studies where participants were
asked to retrospectively recall the information and support that was provided before or during their
treatment.
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Table 1.1. Characteristics of included studies

Reference,
Country,
Study type

Quality

Population

Method

Key findings

Moore 2014a

Systematic review of the
Qol and support needs of
patients with oral cancer

Well conducted and
relevant review. Date
of search not
reported.

Included studies of

HNC populations if

inclusive of patients
with oral cancer.

Systematic review of 31 studies.

The impact of support needs on
Qol and its prevalence was
reported. Excluded qualitative
studies.

Oral cancer support needs are subjective and varied.
Support needs relate to: oral health and functional
impairment, swallowing issues, pain, speech, nutrition
and weight loss, depression, anxiety, appearance
/body image, sexuality/relationships, and financial
support.

Lang 2013

Systematic review of
qualitative studies to
summarise the
psychological experience of
living with HNC

Well conducted and
rigorous review. Aims
and methods clearly
defined.

Included studies of
HNC populations
(using NCI's
definition)

Meta-ethnography used to
synthesise the findings of 29
qualitative studies.

Patient’s support from their social network, HNC peers
and HCPs were particularly important in order to cope
with living with and beyond HNC. Support following
treatment completion was sometimes limited and left
patients feeling isolated. Patients are sometimes
reluctant to report side-effects and other problematic
consequences of treatment.

Longacre 2012

Systematic review of
studies reporting on the
psychological health of HNC
carers

Relevant review
although not
specifically focused
on information &
support needs.

Studies of caregivers
of patients diagnosed
with HNC

11 relevant papers were
included and psychological
factors from each study were
reported

Caregivers experience poor psychological health
(emotional distress and anxiety) compared to
population norms and HNC patients. The 6-month
interval following diagnosis is a significant time of
stress. Caregivers report considerable perceived
burden and care-related strain.

Moore 2014b

Australia

Well reported study.
Patients recruited
from a support group

8 patients who had
treatment for HNC

Semi-structured interview data

analysed using content analysis.

Study guided by stress,

Support needs that affect QoL relate to acute needs
(e.g. pain, nutrition) while undergoing treatment and
support in coping in the long-term (fatigue, returning

which limits appraisal and coping model to work). Coping was influenced by the loss of access
Qualitative interview study | generalisability to to a supportive hospital environment after treatment.
of support needs in patients | wider HNC
with HNC population
Baxi 2013 Method of data 10 men with HPV- Semi-structured interviews. Participants were satisfied with doctors’ care but
analysis not related Transcripts analysed for general | some reported a lack of information about HPV and
USA reported. Limited oropharyngeal themes. uncertainty about transmission and latency. Some

Qualitative interview study

generalisability of
study sample.

cancer. No evidence
of disease at time of

patients worried about their partner’s risk. The
internet was a common source of information about
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Reference, Quality Population Method Key findings

Country,

Study type

of the experience of study. HPV, but it was not easily navigable.

patients with HPV-related
oropharyngeal cancer

Milbury 2013
USA

Cross-sectional
questionnaire about the
information and support
needs of patients with HPV-
related oropharyngeal
cancer

Small sample size.
Cross-sectional study.
Only included
patients who had a
partner.

62 patients with HPV-
positive
oropharyngeal
cancer. Mostly males
and married.

Questionnaire assessed HPV-
related knowledge, information
needs and psychological
concerns.

66% correctly identified their HPV status but only 35%
recognised HPV as a cause of their cancer. A majority
felt uninformed regarding transmission risks and
precautions. 39% wanted their oncologist to discuss
more about HPV-related issues and 58% sought this
information from other sources.

Fang 2012
USA

Cross-sectional
questionnaire about
information needs of HNC
patients

Small sample size.
Convenience
sampling used. Cross-
sectional study.
Respondents limited
to choosing the
information needs
presented in the
survey.

65 patients with HNC
presenting for
treatment at a cancer
centre. Mostly
Caucasian males.

Questionnaire assessed
information needs by choosing
from 10 topics relating to
medical, physical, practical,
social, and emotional needs.

Patients desired additional information regarding
treatment options, managing changes in speaking and
swallowing, and staying healthy after treatment.
Patients with early-stage disease reported more
informational needs than advanced-stage disease.
Younger patients were more interested in receiving
information about sexuality after treatment than older
subgroups.

Newell 2004
UK

Qualitative interview study
to explore information
needs of HNC patients
before surgery

Small sample size.
Patients asked to
retrospectively
evaluate the
information received
— possible recall bias.

19 patients and 13 of
their immediate
relatives who had
surgery for HNC.
Mostly laryngectomy
or neck dissection.

Semi-structured interviews to
explore the content and
satisfaction with information
received prior to surgery

Patients reported diverse information needs. Many
felt unprepared about the long-term lifestyle changes
from treatment. Support and information during the
postoperative period was judged to be inadequate.
Patients often reported difficulty absorbing
information and often looked for information from
other sources such as internet or support groups.

Oskam 2013

The Netherlands

Small sample size and
only long-term
survivors included

26 long-term
survivors (range 8-11
years) with oral or

Questionnaire completed at
baseline (pre-treatment) and
long-term follow-up.

At time of treatment, the need for supportive care
was highest for: dental hygienist (77%), physical
therapist (73%), speech therapist (42%), and dietician
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Reference, Quality Population Method Key findings
Country,
Study type

which limits oropharyngeal Questionnaire developed to (38%). At long-term follow-up, the need for
Longitudinal questionnaire generalisability. Only | cancer treated with evaluate need for and use of supportive care was: dental hygienist (46%) and
study to evaluate need for one participant lost free-flap supportive care. physical therapist (23%). Only small differences

and use of supportive care to follow-up

reconstruction and
post-operative
radiotherapy

between perceived need and actual use of supportive
care.

Llewellyn 2006 Around 40% of
participants did not
UK complete follow-up —

who may have had
lower levels of
satisfaction.
Information may

Longitudinal questionnaire
study to assess HNC
patients satisfaction with

82 newly diagnosed
HNC patients. 47%
advanced stage. 21%
laryngeal, 15% floor
of mouth, 15%
oropharynx.

Questionnaire completed
between diagnosis and
treatment (n=82), 1 month
after treatment (n=68), and
again 6-8 months later (n=50).
Measures included the
Satisfaction with Cancer

Patients were generally satisfied with information. Key
areas of improvement were identified: the provision
of information about support groups, where to go for
financial advice, and long-term effects of treatment on
ability to work, physical functioning and QoL.

Some patients were not fully informed before
treatment about the specific side effects of treatment

information have been received Information Profile (SCIP) and the severity of surgery.
by participants after
completing the first
guestionnaire.
Chen 2010 Study may be of 165 newly diagnosed | Patients completed The top unmet care need for both those with and
limited relevance to oral cancer patients questionnaires via face-to-face | without anxiety was ‘coping with anxiety about having
Taiwan UK population. awaiting surgery. interview. Supportive care treatment or surgery’. Other high ranking care needs

Participants were
limited to reporting
care needs provided
in the questionnaire.

Cross-sectional
questionnaire study to
explore supportive care
needs of newly diagnosed
oral cancer patients

Grouped according
to anxiety scores on
HADS

needs were assessed using the
Cancer Needs Questionnaire
Short Form (CNQ-SF) and The
Head and Neck Cancer Specific
Needs Questionnaire
(developed by the authors).

included ‘dealing with fears about the cancer
returning’ and ‘to be fully informed about all the
benefits and adverse effects of treatment and surgery
before you have it’

Chen 2009 Study may be of
limited relevance to
Taiwan UK population.

Cross-sectional
questionnaire study to
explore unmet information

222 oral cavity
cancer patients: 109
were newly
diagnosed and 113
who had received
surgical treatment

Participants completed the
Cancer Needs Questionnaire
Short Form — information
subscale

Newly diagnosed patients had significantly higher
overall care information needs.

The top care information needs for diagnosed patients
were “to be fully informed about cancer remission”
and ‘““to be fully informed about all of the benefits and
side effects of treatment or surgery before you agree
to have it”. The top care information needs for treated
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Reference,
Country,
Study type

Quality

Population

Method

Key findings

needs in newly diagnosed
and surgically treated oral
cancer patients

patients were “to be fully informed about all of the
benefits and side effects of treatment or surgery
before you agree to have it” and “To be fully informed
about the odds of treatment success”.

Chen 2013
Taiwan

Longitudinal questionnaire
study to explore the
supportive care needs in
newly diagnosed oral cavity
cancer patients receiving
radiotherapy

Small sample size.
Study may be of
limited relevance to
UK population.

82 oral cavity cancer
patients who had
received tumour
dissection surgery
before radiotherapy
or
chemoradiotherapy.

Participants completed the
Cancer Needs Questionnaire
Short Form — head and neck
subscale before radiotherapy,
thenat 1, 2, 3, and 6 months
after radiotherapy.

The highest level of supportive care needs at two
months after treatment. The highest interpersonal
communication and health information needs was
prior to radiotherapy. Head and neck cancer specific
needs were fairly consistent across time-points up to 6
months post-treatment.

Kanatas 2013
UK

Cross-sectional
questionnaire study to
explore HNC patient’s
concerns during
consultation

58% response rate so
may not be
representative of
wider HNC
population.

447 patients treated
for primary HNC
between 1998-2009.
193 oral cancer, 124
oropharyngeal
cancer. Included
early and late stage
disease.

Patients completed the patient
concerns inventory (PCl) and a
QoL measure.

Fear of recurrence was common to all clinical groups.
Speech issues were more common with laryngeal
cancers, and saliva issues with oropharyngeal
tumours. Apart from early-stage laryngeal cancers,
patients consistently reported issues with concerning
dental health/teeth and chewing.

Egestad 2013
Norway

Qualitative interview study
to explore how HNC
patients are affected by
fellow patients during
radiotherapy

Small sample size.
Method of analysis
well described and
conducted.

11 HNC patients
treated with
radiotherapy. 7 male,
4 female. All
received 6-7 weeks
of external beam
radiotherapy.

Interviews conducted about
one month after radiotherapy
to explore how contact with
fellow patients affected
participants everyday life in the
treatment period. A
phenomenological hermeneutic
approach was used to guide the
data analysis.

For all participants, it was important to meet other
cancer patients who underwent a similar or the same
treatment as themselves. Contact with fellow patients
can lead to less loneliness, and reduction of
uncertainty and negative feelings. Participants
mostly talked about gaining support and help from
fellow patients, however, a few reported feeling
sadness and fear in meeting with fellow patients.
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Reference,
Country,
Study type

Quality

Population

Method

Key findings

Furness 2005
UK

Qualitative interview study
to explore supportive care
needs of facial surgery
patients

Rigorous and well-
conducted study.
Not all patients had
facial surgery for
UADT cancer which
limits relevance to
review question

28 facial surgery
patients and 9 of
their significant
others. 21 had
surgery for cancer
including 12
mouth/tongue
cancer. Time since
surgery 3 mo to 22y.

Focus groups and interviews
conducted to allow patients to
discuss their experience of
adapting to facial surgery.

Many participants reported general satisfaction with
information received before their surgery.
Retrospective debriefing, education about physical
and emotional after-effects, and information about
support in the community were less consistent. Many
participants experienced unexpected emotions or
problems coming to terms with facial surgery. Some
reported that contact with other facial surgery
survivors had been very helpful to their emotional
adjustment

Mayre-Chilton 2011

UK

Qualitative focus group
study to explore HNC
patient and carer
perspectives of the impact
of a gastronomy tube.

Small sample size.
Methods and analysis
were well described.

6 HNC patients and 3
caregivers who had
gastronomy tube
placed for nutritional
support, minimum of
3 months after tube
placement.

Focus group facilitated to
encourage discussion about
living with a gastronomy tube
from patients and their carers.
Thematic analysis used to
identify key themes.

Patients were more able to cope because they were
the main focus of the treatment and time had been
dedicated to help them make an informed decision.
The patients and carers expressed a positive impact on
approaching the hospital MDT, especially where they
had access to the registrar, dietician, nurse and other
professionals in one clinic. Some patients expressed a
lack of active care after their treatment and discharge
into the community, which had a negative impact.

Edwards 1998
UK

Qualitative focus group
study to explore the views
of patients and carers about
HNC services.

Study conducted
over 15 years ago —
may not be relevant
to current service
provision. No details
about patients’
disease or treatment

22 patients and 11
relatives from 4
hospitals and 2
support groups.
Patients diagnosed
more than one year
previously

Focus groups were held with
patients and carers. Data was
analysed for key themes, issues
and consistency.

Many patients felt abandoned when they were
discharged and did not know where to turn. Several
patients suggested that it would have helped to have
one contact person who could liaise between various
providers. Many had conflicting information from
different professionals and some reported that they
were not given enough information on the side-effects
of treatment or what to expect during and after
treatment.

Ledeboer 2008

Netherlands

Cross-sectional

Small sample from
the Netherlands.
Retrospective
accounts of palliative
care — maybe subject

45 relatives or close
friends of patients
with incurable HNC.
The average
palliative period

Questionnaire consisted of
questions about palliative care,
including medical treatment,
psychosocial support,
information and education and

54% rated the “overall” care and support of the HNC
team as ““good” to “very good. 58% reported that
psychosocial support from the head and neck
department in respect to problems of their relatives
was insufficient. 78% of the relatives reported that the
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Reference, Quality Population Method Key findings

Country,

Study type

questionnaire study to to recall bias. lasted 4 months. In terminal stage. HNC department did not contact them after the death

explore HNC carers’
experiences of palliative
care

most cases more
than a year had
passed since death of
patient

of their spouse. AlImost none (5%) of the relatives
received support from the department during the
bereavement.

Llewellyn 2005
UK

Qualitative interview study
to explore the role of
information on the
development of
expectations in HNC
patients

Well described
methods and
analysis. Reliability
of data checked by
second reviewer.
Small sample size

15 HNC patients
post-diagnosis and
free of disease. Time
since diagnosis
ranged from 1.5-18
months. All except
one had surgery and
majority had
radiotherapy.

Semi-structured interviews to
explore information received
and its impact on patients
expectations. Data were
analysed and classified using a
Framework Analysis Approach.

Many participants described the experience as being
much worse than anticipated. Respondents
emphasised a fine line between receiving too much
and too little information. A few respondents
reflected that there had been a lack of information on
the long-term impact on life and information on
financial benefits. Expectations were clearly related
to the information given by the treating staff and the
risks associated with the particular treatment
recommended

Glavassevich 1995
Canada

Cross-sectional
questionnaire study to
identify information needs
of HNC surgery patients

Small sample size. No
details about
respondents’ current
health status or
outcome of surgery.
Retrospective study
maybe subject to
recall bias

32 patients who had
surgery for HNC
between 1990-1991.
Most had neck
dissection combined
with oral mandibular
reconstruction or
laryngectomy.

Questionnaire identified the
information that was most and
least helpful to patients.
Patients indicated which
symptoms they had
experienced before and after
surgery.

All respondents indicated that more information was
needed before surgery regarding the course of their
illness and events that would occur. Complications
from and reasons for the extent of surgery were also a
concern. In many cases, feelings of anxiety and fear
were not addressed prior to surgery. Respondents
identified what to expect after surgery and the long-
term prognosis as information that is most helpful and
necessary to know.

Ma 1996
Hong Kong

Longitudinal questionnaire
study to explore social
support needs in patients
with nasopharyngeal cancer

Sample may not be
generalisable to UK
population.

111 newly diagnosed
patients with
nasopharyngeal
cancer

Questionnaire contained social
support measure that was
designed specifically for the
study. Measured desired and
perceived social support from
health professionals, family and
friends. Questionnaire
completed at diagnosis, 3-4
weeks after treatment started

Scores on desired social support increased between
the diagnostic and treatment phase and remained
stable from treatment to post-treatment. Patients
consistently chose health professionals as the first
source of overall support, followed by family and
friends. Desired informational support was highest in
the treatment phase, followed by the post-treatment
phase. Similar results were reported for emotional
support and desired instrumental support.
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Reference, Quality Population Method Key findings
Country,
Study type
and 3 months after treatment
ended.
Brockbank 2014 Small sample size. 24 patients with Thematic analysis based on Patient’s expectations about the level of side effects

United Kingdom
Qualitative focus
groups/interview study

Retrospective
aspects of the study
maybe subject to
recall bias.

head and neck cancer
treated with primary
chemoradiotherapy
within the previous
two years.

transcripts of focus groups and
interviews.

they would experience differed, some felt well-
prepared, but some were unprepared for the level of
side effects they experienced. Most patients had
received verbal and written information, finding
written information helpful for being able to refer
back to this at a later date. The importance of
individualising the amounts and timings of information
giving to each patient was highlighted.

Nund 2014
Australia
Qualitative interview study

Small sample size.
Retrospective
aspects of the study
maybe subject to
recall bias.

Patients (n = 24) who
had received
radiotherapy (with or
without systemic
therapy) fora
primary head and
neck cancer.

Thematic analysis based on
individual, semi-structured, in-
depth interviews.

Participants stated that they had not anticipated the
severity and duration of the side effects after
treatment on eating and swallowing. Family members
were identified as a significant source of support for
people with dysphagia, particularly with regard to
meal preparation and encouragement to keep eating.
Some patients reported that they had benefited from
services designed to help with swallowing difficulties,
but others felt that information and advice given was
too general, and not personalized or practical to their
situation.

Rogers 2014
United Kingdom
Questionnaire-based study

Results are reported
on a per-patient
basis, but the
majority (63%) of
patients completing
the questionnaires
on more than one
occasion. Itis not
clear how any
discrepancies
between outcome

Head and neck
cancer patients
attending routine
follow-up clinics.
Data were available
for 369 clinic
attendances from
177 patients.

Qualitative analysis of results
from UW-QOL v4 and PCI
questionnaires.

31% (55/177) of patients reported problems with
intimacy. Intimacy problems were more common in
men, patients under 65 years, patients further on from
diagnosis, and patients with more advanced primary
tumours.
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Reference,
Country,
Study type

Quality

Population

Method

Key findings

reported by the same
patient at different
clinic visits were
accounted for in the
analysis.

HNC, Head and neck cancer; HCPs, healthcare professionals; HADS, Hospital Depression and Anxiety Scale; QoL, quality of life
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Evidence tables for all included studies
Reference Moore, KA, Ford, PJ, and Farah, CS. | have quality of life but: Exploring support needs important to quality of life in head
and neck cancer. European Journal of Oncology Nursing 2014b; 18(2): 192-200.
Study type Qualitative interview study
Country Australia
Research What support needs influence QoL of HNC patients? How do patients appraise and cope with unmet support needs
question(s) (stressors) during and post treatment?
Theoretical Study guided by the Lazarus and Folkman stress, appraisal, and coping model.
approach
Data collection Semi-structured interview conducted by first author —an oral health therapist
Method and Content analysis using both inductive and deductive methods. Key components of the stress, appraisal and coping model

process of analysis

used as coding framework to describe coping response of participants to the stress of cancer.

Population and
sample collection

Convenience and snowballing sampling used to recruit 8 participants from a HNC support group.

Participants eligible if they had undergone treatment for HNC and were able to provide informed consent.

7 male, 1 female. Time since treatment range 1-8y. Mean age 60y (range 51-60). Various cancers e.g. tongue,
oropharyngeal. Various treatments e.g. surgery, radiotherapy

Key themes

1. Stressors

Support needs during treatment: managing side effects of treatment

The intensity of radiotherapy side effects escalated towards end of treatment. Nutritional support was most important at
the end of treatment, as the taste and smell of nutritional supplements became unbearable as toxicity from cumulative
fractions of radiotherapy increased. Mouth ulcers and painful sore throat, and a lack of taste provided little motivation to
eat. Confusion about correct nutritional management at home during radiotherapy caused stress. Patients described
difficulties with sleep deprivation, fatigue and, in some cases, coping with a feeding tube at home. Allied health and
nursing staff were essential in managing supportive care needs:

“She...[a nurse] became by angel and | would bug her every time there was an ulcer, and she would say what time are you
on, ok when you'’ve finished radiation come and see me and we’ll do something to alleviate the pain and treat it”
Participants struggled with the lack of communication about processes involved in moulding the stabilization mask, which
was described as claustrophobic and traumatic. Being fixed in one place during radiotherapy caused anxiety and stress,
especially as side effect of dysphagia and xerostomia worsened and swallowing became painful and difficult.

Everyday demands while undergoing treatment

Participants relied on family support networks to attend appointments, as fatigue worsened during treatment. For some
without family support, the hospital became a surrogate support network during treatment. Participants reported
needing help in all aspects of running a household. Out of pocket medical expenses became an unforeseen burden that
added to the financial impact of being unable to work while undergoing treatment and immediately post-treatment.

Coordination of the MDT

Inadequate communication between MDT members caused stress and confusion about treatment. Although quality of
treatment was appreciated, participants described issues with finding consistent information in the early stages of
diagnosis and treatment. This confusion culminated after attending the MDT head and neck clinic for assessment and
treatment planning:

“there was no overall communication, there was no one saying “this is what’s going to happen”...and so | was just going
from specialist to specialist...so that was a bit unsettling and also a bit confusing”

Insensitive remarks and conflicting information from doctors about treatment contributed to pre-treatment anxiety.
“I’d go and see the ear nose and throat [doctor] and he’d be very surprised at what one of the other people had said or
done, you know, there just wasn’t any communication between specialists”

Support needs post treatment: Managing “hangovers” of treatment

In the first 6-12 months after treatment, participants struggled with a lack of organised supportive care. Participants felt
isolated after discharge and did not know what to expect in terms of treatment recovery. In the absence of a dedicated
contact person, participants struggled to find help in managing problems related to diet, appearance, and wound healing
post-treatment. Participants struggled to find professional support and information about support therapies to mitigate
the side effects of radiotherapy.

“If it’s not related to the surgery or the radiation it’s like getting blood from a stone to find out about other things that
could help you.”

Prolonged issues with muscle stiffness and atrophy, diminished function of swallowing and speech, xerostomia and
appearance affected QoL. Participants described a lack of explanation prior to treatment about the life-long changes to
oral health and importance of oral hygiene in preventing future complications.

“they didn’t tell me that the radiation was going to kill my mouth”

A lack of formal guidance about managing oral health and changed eating abilities post treatment forced many
participants to “learn through the school of hard knocks”

Returning to a normal life

Ongoing fatigue, difficulty eating and the ability to return to full-time employment affected participant’s goals to return to
full-time employment and a normal life post-treatment. A reduced income after treatment caused stress due to higher
healthcare bills necessary to manage side-effects of treatment. The ongoing cost of dental care was a large concern.

2. Cognitive appraisal
Support and approachability from medical professionals lead to an increasing coping potential for managing unexpected
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complications from treatment.

3. Emotional response

Peer support provided participants with hope for recovery after treatment. Other members of support group provided
hope.

4. Coping response

Participants described a number of coping responses: emotion-focused, social support, and self-control

5. Outcomes

Psychological outcomes of anxiety and depression in the first 6-12 months after treatment were described by four
participants. Feelings of isolation caused by loss of connection to the previously supportive hospital network influenced
depression and anxiety during this time. A lack of professional counselling within the hospital negatively affected QolL.

Additional Convenience sampling, small sample size — results not generalizable to the wider HNC population. Did not facilitate the
comments/ recruitment of additional cases to confirm that a point of data saturation was reached in the analysis.
Limitations Participants recruited from a support group — may not be representative of wider HNC population.
Reference Moore, KA, Ford, PJ, and Farah, CS. Support needs and quality of life in oral cancer: a systematic review. International Journal of
Dental Hygiene 2014a; 12(1): 36-47.
Study type Systematic review
Country n/a
Research What support needs are identified by patients with oral cancer during cancer diagnosis, treatment and post-treatment and how do
question(s) | they affect quality of life?
Theoretical | n/a
approach
Data Articles were included if they described patient-reported QoL outcomes that were translatable to support needs in patients with oral
collection cancer, were in English and were original studies. Studies reporting QoL findings from heterogeneous head and neck cancer samples
were also included if they were inclusive of patients with oral cancer.
Articles that described findings only in participants with cancers outside the oral cavity, were not translatable to support needs and
were published in languages other than English were excluded. Studies reporting findings from heterogeneous head and neck cancer
samples in which patients with oral cancer were unable to be identified were also excluded, as were qualitative and case report
studies.
The Effective Public Health Practice Project (EPHPP) Quality Assessment Tool for Quantitative Studies was used to assess the
methodological quality of the included studies
Method Fundamental differences in study design, study population, outcome measures and methodology presented a challenge in
and synthesizing the key findings of the included studies. Support needs were interpreted by the authors and were formed based on the
process of outcomes reported from symptom-specific QoL questionnaires used in the included studies. For data synthesis, ‘support needs’ were
analysis defined as a QoL issue that had the potential to be improved by the provision of an action or resource
Included A majority of the included studies were of cross-sectional design (n = 21), followed by smaller proportion of longitudinal or
studies prospective designs (n = 7). Two studies were of case—control design, and one study used a retrospective chart review methodology.
Qualitative studies were excluded from the analysis.
Findings Reference Study Study Data collection Time frame of | Support Relative Prevalence EPHPP
(country) type population method QoL need/needs impact on among global rating
identified QoL patients
Abendstein et P HNC EORTC QLQ- Diagnosis, 1 Sticky saliva High n/a Moderate
al n= C30; EORTC year and 5
(Norway) 167 QLQ-H&N35 years after Sexuality Moderate
treatment
Al Nawas c-C oc EORTC QLQ- After Xerostomia High Low Weak
(Germany) n=42 C30; EORTC treatment.
H&N35 and Mean time
objective from
measures of irradiation 46
salivary flow months
Bekiroglu et cS ocC UW-QolL 1-2 years Adjuvant RT group Strong
al. n= after Xerostomia High High
(UK) 641 treatment Swallowing High High
Chewing High High
Speech High High
Bjordal L HNC EORTC QLQ- 7-11 years Xerostomia High Low Weak
(Norway) n= C30 and EORTC after RT
213 H&N35; GHQ-
20; measures of
general
satisfaction
with life and
strength and
fitness
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Duke et al. cS HNC UW-QOL; PSS- 5 years post- Tooth loss Moderate Moderate Weak
(USA) n=86 HN; FACT; treatment Compromised High High
dental .
luation dentition
eva (Decayed,
Missing, Filled
index >14)
Denture use Moderate High
Epstein et al. cs HNC EORTC QLQ- 6-12 months Xerostomia High High Weak
(Canada) n=65 C30 plus after
addendum completion of | Dysphagia High High
sheet to assess treatment - -
Taste High High
oral symptoms
and function Tooth decay High Moderate
Epstein et al. P HNC EORTC QLQ