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Abstract
Purpose To understand and compare the nutrition care experiences of carers supporting patients throughout surgery and 
radiation treatment for head and neck cancer (HNC) to inform changes to service delivery in the inpatient and outpatient 
setting to ensure carers needs in their supportive role throughout the treatment and survivorship period are met.
Methods As part of a larger study, narrative interviews were completed with fourteen carers of patients diagnosed with 
HNC at 2 weeks, 3 months and 12 months post-treatment completion. Reflexive thematic analysis was used to interpret and 
understand differences in carer experiences of nutrition care between surgery and radiation treatment.
Results Two main themes across each treatment modality were identified: (1) access to information and support from health-
care professionals and (2) adjustment to the physical and psychological impact of treatment.
Conclusion This study highlights the increasing need to ensure carers are included in the provision of nutrition information 
and support to patients throughout and beyond their treatment trajectory. Having structured support available to patients and 
carers throughout radiation treatment meant that carer needs were reduced. However, without the opportunity for structured 
support in the inpatient setting, many carers expressed high care needs in supporting patients in the post-surgical phase.
Implications for cancer survivors Providing carers with access to structured support for nutrition care in the inpatient and 
outpatient setting can reduce their supportive care needs throughout the treatment and survivorship period.

Keywords Head and neck neoplasms · Qualitative research · Caregivers · Nutritional support · Radiation oncology · 
Surgery

Introduction

Worldwide, head and neck cancer (HNC) is the sixth most com-
mon cancer, with incidence rates estimated to increase by 30% 
in the next 10 years [1, 2]. Surgery, radiation, and chemotherapy 
are the main treatment modalities for HNC, with many patients 
needing multimodality treatments [3]. Side effects of treatment 
include dysphagia, xerostomia, dysgeusia, odynophagia and 
anatomical changes impacting mastication, all of which may 
impact eating and drinking [4]. Consequently, nutrition care 

plays a critical role in the provision of best practice care for 
patients diagnosed with HNC [5, 6]. This includes ensuring 
patients have access to dietetic support prior to, throughout and 
beyond the treatment period. However, outside of the hospital 
environment, a large proportion of care is provided by informal 
carers, usually family members or friends [7].

Carers play a crucial role in patient wellbeing, providing 
emotional and practical support including, food preparation 
and tube feeding assistance [8, 9]. Patients with HNC are at 
higher risk of suicide and depression in comparison to the 
general population [10]; however, studies have shown that 
carers of patients with HNC experience higher levels of psy-
chological stress than patients, reporting a lack of training 
and feeling unprepared in managing the complexity of the 
supportive care role contributing to this stress [11, 12]. With 
increasing recognition of the importance of the role that 
the carer plays in supporting the patient throughout cancer 
treatment and survivorship, studies have sought to further 
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understand the experience of carers in providing support 
for patients with HNC to further understand their support-
ive care needs [12]. However, the majority of literature has 
focused on the carers of patients having radiation treatment, 
where access to information and support from healthcare 
professionals is mostly provided in an outpatient setting [13, 
14]. It is recognised that further research is needed in under-
standing the experiences and needs of informal caregivers 
in cancer surgery, where access to information and support 
throughout the treatment is provided in an inpatient setting, 
with follow-up provided in outpatient clinics [7]. Therefore, 
the aim of this study was to explore and understand differ-
ences in the carer experience of nutrition care throughout 
surgery and radiation/chemoradiation treatment to identify 
changes to service delivery in the inpatient and outpatient 
setting to ensure carer needs in their supportive care role 
are met throughout the treatment and survivorship period.

Methods

Study design

A qualitative inductive approach was adopted to explore 
carer experience of nutrition care following HNC treatment. 
This study is part of a larger qualitative study using narra-
tive interviews to explore patient and carer experience of 
nutrition care at four time points from diagnosis through 
to 1-year post-treatment completion [15]. Interviews were 
conducted by the principal investigator (JH), a female clini-
cal dietitian with 4 years of experience working in HNC. 
Training in qualitative research including interview skills, 
data analysis and interpretation was undertaken by the prin-
cipal investigator as part of their doctoral education. The 
interviewer was not directly involved in the clinical care of 
the patient, and not known to study participants. Reflexive 
thematic analysis [16] based on Gadamerian hermeneutic 
inquiry [17] was used for this study to identify and examine 
themes from interview transcripts to describe and compare 
carer experiences of nutrition care between different modal-
ities at 2 weeks, 3 months and 12 months post-treatment 
completion.

Setting

In the setting for this study, patients diagnosed with HNC 
attend a multidisciplinary clinic at a tertiary hospital, which 
their carer may also attend. At this clinic, their treatment 
plan is developed, which typically includes surgery (fol-
lowed by post-operative radiation therapy (PORT) in some 
cases) or radiation therapy (with concurrent chemotherapy in 
some cases). Aligning with local hospital protocol, patients 
screened as being at risk of malnutrition are referred for 

dietetic intervention prior to treatment. Those identified at 
future risk of nutritional decline during chemoradiotherapy 
are recommended prophylactic gastrostomy tube place-
ment for nutrition support if required. All patients undergo-
ing radiation treatment are booked in to attend a 2-h group 
education session run by healthcare professionals includ-
ing a dentist, speech pathologist, dietitian, social worker, 
physiotherapist and psychologist to provide an overview of 
their support needs throughout treatment. Patients under-
going radiation treatment are seen weekly by the dietitian 
throughout treatment and are followed up fortnightly for a 
minimum of 6 weeks after treatment completion and then 
clinically as required. Patients undergoing surgery requiring 
enteral feeding and those identified as needing support with 
their oral intake are seen on the ward by the dietitian with 
follow-up care scheduled weekly to fortnightly as needed. 
Carers are welcome and encouraged to attend all appoint-
ments organised in the joint speech pathology and dietetic 
clinics for the patient.

Participants

Participants were recruited from a multidisciplinary HNC 
clinic at a large tertiary/quaternary hospital in Queensland, 
Australia. Carer participants were eligible to participate if 
they were caring for someone with their first diagnosis of 
HNC and suitable for curative intent treatment. Carers were 
purposively selected to capture their caregiving role across 
a range of treatment modalities. Based on previous qualita-
tive studies, the target sample size of carer participants was 
15 [13, 18]. All participants were fluent in English, above 
the age of 18 and able to provide informed consent. All par-
ticipants were approached face to face and provided with 
verbal and written information about the study. Consent was 
obtained one week later by telephone.

Procedures

Interview transcripts collected as part of the larger study 
were used to explore carer experiences of nutrition care 
across and between different treatment modalities for HNC 
prospectively between June 2018 and April 2020, with inter-
views at four timepoints (prior to treatment commencing, 
and then 2 weeks, 3 months and 12 months post-treatment 
completion). Interviews lasted between 10 and 60 min. 
Participants were given the option of participating in tel-
ephone or face-to-face interviews to allow ease of partici-
pation for patients and carers living in regional and rural 
locations as all interviews were conducted outside of the 
treatment period. All interviews were conducted by the prin-
cipal investigator, and the same procedure was used at each 
interview time point. Prior to each interview commencing, 
participants were given a broad definition of nutrition care:
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“Nutrition care refers to any aspect of care relatable to 
nutrition. This includes interactions with healthcare 
professionals, friends and family or any other sources 
that have provided you with information/care relating 
to nutrition”

After being provided this definition, participants were 
asked to describe their experiences. Prompts were used to 
seek further elaboration around, health and nutrition beliefs, 
impact on lifestyle, and the emotional and physical impact 
on participants. As narrative interviews were conducted, a 
set interview guide was not used. Carer participants were 
aware that the goals of the research study were to identify 
improvements to nutrition care services.

Interviews were audio recorded and transcribed verbatim 
by the principal investigator.

Data analysis

As the aim of this study was to explore differences in the 
carer experience of nutrition care between the phases of 
surgery management and radiation/chemoradiation treat-
ment, interviews conducted prior to treatment commenc-
ing were excluded from this study. The transcribed text of 
interviews conducted at 2 weeks, 3 months and 12 months 
post-treatment completion was analysed using the six steps 
of thematic analysis as outlined by Braun and Clarke which 
included (1) familiarisation with data, (2) generating initial 
codes, (3) searching for themes, (4) reviewing themes, (5) 
defining and naming themes and (6) reporting on themes 

[19]. Consensus was established through regular meetings 
with a second researcher where codes and emerging themes 
were reviewed against the dataset to ensure interpretation 
accuracy. For carers of patients having surgery and PORT, 
carer experiences of each treatment modality were analysed 
separately. The Consolidated Criteria for Reporting Qualita-
tive Research (COREQ) checklist was used to ensure com-
prehensive reporting.

Results

Participant demographics

Fourteen carers were included in this study. Diagram 1 out-
lines participant recruitment and retention to the study. Carer 
demographics are outlined in Table 1. Five carers had expe-
rience supporting patients needing gastrostomy tube place-
ment to support their nutrition intake (4 carers of patients 
receiving chemoradiation and 1 carer of a patient having 
surgery and PORT) Fig. 1.

Themes

Two main themes were identified across each treatment 
modality. These included (1) access to information and sup-
port from healthcare professionals and (2) adjustment to the 
physical and psychological impact of treatment. Within each 
theme, subthemes were identified; these are presented in the 

Table 1  Participant demographics

PORT = Post-operative radiotherapy
SCC = Squamous cell carcinoma
NGT = Nasogastric tube

Participant ID Sex Relationship to 
patient

Patient diagnosis Usual place of 
residence

Nutrition support Treatment modality

C1 Female Daughter Oral cavity SCC Regional NGT and Oral Surgery
C2 Female Wife Laryngeal SCC Urban Oral Surgery
C3 Female Wife Oral cavity SCC Urban Oral Surgery
C4 Female Sister Oral cavity SCC Rural NGT and Oral Surgery + PORT
C5 Female Wife Nasopharyngeal SCC Urban NGT and Oral Surgery + PORT
C6 Female Sister Oropharyngeal SCC Regional NGT and Oral Surgery + PORT
C7 Female Daughter Oral cavity SCC Regional NGT and Oral Surgery + PORT
C8 Female Wife Oral cavity SCC Urban Oral Surgery + PORT
C9 Female Mother Oral cavity SCC Regional Gastrostomy Surgery + PORT
C10 Female Wife Oropharyngeal SCC Regional Gastrostomy (Chemo)radiation
C11 Female Wife Oral cavity SCC Urban Gastrostomy (Chemo)radiation
C12 Male Husband Oropharyngeal SCC Urban Oral (Chemo)radiation
C13 Female Wife Nasopharyngeal SCC Urban Gastrostomy (Chemo)radiation
C14 Female Wife Oropharyngeal SCC Urban Gastrostomy (Chemo)radiation
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text in italics and outlined in Table 2 along with representa-
tive quotes.

Access to information and support from healthcare 
professionals

Radiation

Easy access to information and support from healthcare 
professionals was described by carers of patients through-
out radiation treatment (“yes, everyone here has explained 
a lot and shown me a lot from the dietitians right through to 
the speech people” C10, 2 weeks post-treatment). Having 
weekly scheduled appointments with the dietitian and speech 
pathologist provided the carer with the opportunity to plan 
for and attend appointments to find out more information 
on the patient’s nutrition care needs. Overall, carers empha-
sised the importance of attending the HNC talk, where they 
were provided with information from a range of healthcare 
professionals within the multidisciplinary team including 
how they could access support in those areas if needed (“…

it was very helpful for me” C5, 2 weeks post-treatment). 
Knowing support was easily accessible meant that carers 
who were unable to attend scheduled appointments felt they 
could contact healthcare professionals at another time to 
address any concerns they had (“If we felt we needed to see 
somebody we put it in motion through the doctors we were 
seeing or whoever and the clinicians they would put in the 
recommendation and that’s been awesome” C8, 3 months 
post-treatment).

Throughout the treatment period, some carers spoke 
about avoiding looking for information on the Internet, both 
due to feeling satisfied with the information and support 
they were provided and to keep things “really simple for 
ourselves” (C11, 2 weeks post-treatment). Three months 
after treatment completion, when less frequent support was 
available, some carers spoke about looking to the internet for 
new ideas on how to support the patient with their nutrition 
intake (“I’ve learnt that through the internet” C11, 3 months 
post-treatment). Carers expressed that this period was chal-
lenging for them as it was also tied to the same time many 
patients were getting their gastrostomy tube removed as 
they returned to managing oral intake (“I just felt it was a 
bit tougher for me” C11, 3 months post-treatment). Despite 
these challenges, at 3 and 12 months post-treatment comple-
tion, carers remained confident that information and support 
from healthcare professionals was accessible if needed.

Surgery

Carers of patients having surgery strongly expressed how 
challenging it was to access support from healthcare profes-
sionals on the hospital ward to provide them with informa-
tion on the patient’s nutritional needs post-surgery. Conse-
quently, carers spoke about trying to work out what foods 
and fluids the patient should be having through trial and 
error. This included searching for information online about 
what foods they should be preparing for the patient after 
their surgery (“I did look at some nutrition things online” 
C2, 2 weeks post-treatment).

Several carers spoke about being reliant on the patient to 
provide information about their supportive care needs post-
surgery. One carer felt confident with the types of foods she 
could prepare after her mother brought home written infor-
mation about the texture modified diet she was prescribed 
post-surgery (“she was just given sheets from the hospital, 
and she seems to be eating as much blended stuff as she 
can” C1, 2 weeks post-treatment). In contrast, one carer 
described her frustration in not having any information to 
refer to and feeling her partner was not providing her with 
the right information.

Where appointments with the dietitian and speech 
pathologist were scheduled for the patient after sur-
gery, some carers found it difficult to attend due to other 

Fig. 1  Participant recruitment and retention
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Table 2  Quotes related to each main theme

Theme Treatment Subtheme Representative quotes

Access to informa-
tion and support 
from healthcare 
professionals

Radiation Easy access to information and support “Well, I’ve got a lot of information from dieti-
tians at the hospital and recipe books and that 
list was sent home with all the different pro-
teins and fats was very helpful” (C6, 2 weeks 
post-treatment)

“I certainly was aware of a lot of things after 
the multidisciplinary meeting that was put 
on. [patient name] had an appointment at the 
time, but I went along” (C5, 2 weeks post-
treatment)

“If we felt we needed to see somebody we put it 
in motion through the doctors we were seeing 
or whoever and the clinicians they would put 
in the recommendation and that’s been awe-
some and I think it’s one of those things you 
really need to push with people that all the 
things that are available just to realise what a 
big impact they make on the lives of people 
when they go through radiation and the 
effects” (C8, 3 months post-treatment)

“I’ve got the hospital number here or if I can’t 
hold of somebody here, I’m sure somebody 
down in Brisbane would help me out if I had 
to…” (C10, 3 months post-treatment)

Looking to the internet for new ideas “I have done a lot of work [looking online] I 
just try to change everything all the time and 
I do that also not only for his nutrition but to 
get his taste buds going again as well” (C11, 
3 months post-treatment)

Surgery Trial and error “Um really we weren’t told what he could and 
couldn’t eat so we just had to work out what 
he felt comfortable eating” (C2, 2 weeks post-
treatment)

Reliant on the patient to provide information “Yeah, looking at what [patient name] is 
prepared to tell me rather than what the 
hospital wants and trying my best to come 
up with things that he is prepared to eat that 
don’t sting or hurt or make things worse” (C2, 
2 weeks post-treatment)

Information specific to carers “I would suggest that the patient in the hospital 
be given the package of information from the 
patient saying you’ve had the surgery, you’re 
here for 8 days, sometime in those 8 days 
do up a diet plan, put it in writing, give it to 
the patient where you’ve got access to them 
readily and say at the top of it ‘support person 
information’. That way the patient can read it 
and go this is what I need to do and then they 
can give it to the support person who can read 
it and go ah this is what I need to do” (C3, 
3 months post-treatment)

“They could tell us to go on the internet, to 
this site if you have access to a computer, 
and I know some people won’t but go on this 
website and have a look, this is what you need 
to be aware of. It doesn’t have to be in writing 
but being an old gal that’s what I’d prefer” 
(C3, 3 months post-treatment)
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Table 2  (continued)

Theme Treatment Subtheme Representative quotes

Adjustment to the 
physical and psy-
chological impact 
of treatment

Radiation Something you can rely on “…he accepted it really quickly [gastrostomy 
tube] and I think once he knew that it was 
going to be there as a support system for him, 
he welcomed it, necessary actually we found 
it to be a necessity” (C11, 2 weeks post-
treatment)

Frustration “It’s definitely a different lifestyle that’s for 
sure” (C10, 3 months post-treatment)

“I think personally he could have kept up with 
a little bit of extra nutrition with that Fortisip 
for just a little bit longer, but he was racing to 
feel normal, and I think if we looked at it back 
again, I would have kept it [gastrostomy tube] 
in there for a little bit longer” (C11, 3 months 
post-treatment) 

Food aversion “…difficult for the kids like I don’t um I worry 
that him not eating… the kids get a bad feel-
ing on food so we are always talking about 
why he’s not eating and you know the reasons 
behind it” (C13, 12 months post-treatment)

Trying to lead a healthier lifestyle “It’s completely flipped our lifestyle… you’ve 
got to get out and make memories… things 
that used to worry us, don’t worry us as much 
anymore” (C14, 12 months post-treatment)

“Now we are out of the treatment period, it’s 
about keeping [patient name] healthy” (C13, 
12 months post-treatment)

Fatigue and burnout “I’m sick of telling him what to do” (C7, 
3 months post-treatment)

“We were committing to something [treatment] 
without really knowing what we were com-
mitting to” (C7, 3 months post-treatment) 

Surgery Confronting “The way she looks, it’s just been a shock and 
we are all still waiting for the swelling to go 
down. It’s been very confrontational” (C1, 
two weeks post-treatment)

“It’s been a whole new thing with how he looks 
because his mouth is narrow, so he looks dif-
ferent” (C2, three months post-treatment)

Wondered if it was worth it “I just feel there could have been a more bal-
anced approach to it because sometimes it 
should be more about quality of life because 
now his quality of life is significantly poor 
and compared to if he had not had the opera-
tion I don’t know, he would have certainly 
died there’s no doubt about that…” (C7, 
3 months post-treatment)

Distressing seeing other people’s reactions “I can’t explain it, but people think that some-
thing is mentally wrong with him. So, he gets 
very angry and frustrated in those situations 
of course. But that doesn’t help people are 
judging them not just for how they look but 
their mental capacity as well” (C7, 3 months 
post-treatment)

“…because of his mouth food sometimes drops 
down the front with the shape of the mouth 
being different now” (C2, 3 months post-
treatment)
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commitments. Acknowledging how challenging it was to 
access information and support both on the hospital ward 
and in the clinic setting, some carers conveyed the need 
for information specific to carers as a separate resource to 
the information the patient is provided (“I should have got 
something saying do this to help, to give some direction” 
C3, 3 months post-treatment). This included carers speak-
ing about the need to be referred to information online to 
provide a way to access information and support as needed 
in the home environment.

Adjustment to the physical and psychological 
impact of treatment

Radiation

Five out of 11 carers supported patients with a gastrostomy 
tube throughout their radiation treatment. Two weeks after 
treatment completion, carers reflected on the gastrostomy 
tube as being something you can rely on when eating and 
drinking became more difficult (“I haven’t had to do a 
whole lot with his diet because he’s having liquid through 
the PEG” C10, 2 weeks post-treatment).

Three months post-treatment completion, some carers 
described a level of frustration in no longer having the 
security of the gastrostomy tube to help support the patient 
with their nutrition intake. However, carers spoke about 
the impact the gastrostomy tube had on their social inter-
actions with others due to the time taken to fit in tube feeds 
(“because of feeding it makes it hard to do anything” C10, 
3 months post-treatment) and feeling guilty in both leaving 
the patient at home or eating and drinking in front of them 
(“I feel that guilty feeling of going out knowing that he’s 
at home” C13, 12 months post-treatment).

One-year post-treatment completion, most carers of 
patients who were treated with chemoradiotherapy spoke 
about feeling as though the weight of trying to support the 
patient with their nutrition intake was significantly eased. 
However, one carer described trying to protect her children 
from developing an unhealthy relationship with food after 
seeing their father continue to struggle to eat and drink 
due to food aversion as a result of the chronic side effects 
of his radiation treatment (“I mean they are kids, they are 
influential and I want them to see food as a healthy thing 
and a good thing” C13, 12 months post-treatment). Overall 
carers spoke positively about the future, highlighting that 
their focus now was on trying to lead a healthier lifestyle. 
For some this included taking better care their own and the 
patients mental health (“we try not to sweat the small stuff 
anymore” C14, 12 months post-treatment), as well as the 
physical health of the patient by trying to maintain weight 
in a healthier weight range (“…he’s trying to stay that 

weight, he eats healthy and we work to keep our portions 
a bit smaller” C14, 12 months post-treatment).

In contrast, carers of patients treated with surgery and 
PORT did not express the same sentiment as they looked 
forward to the future, instead expressing fatigue and 
burnout in their supportive care role (“I feel a bit over-
whelmed actually” C5, 2 weeks post-treatment, “I wasn’t 
supported when he was going through the treatment and 
that is partially why I was so burnt out” C7, 12 months 
post-treatment).

Surgery

Carers of patients having surgery described how confronting 
it was to see changes in their loved one’s appearance after 
surgery. In addition to swelling and bruising after surgery, 
seeing lines, tubes for feeding and breathing and wiring 
attached to the patient on the hospital ward further amplified 
this response (“I don’t know, I don’t think I expected any-
thing because I didn’t know what to expect, I never expected 
her to look like an octopus” C1, 2 weeks post-treatment).

Understanding that her father would have died without 
treatment, one carer wondered if it was worth it after see-
ing his quality of life rapidly deteriorate due to the extent 
of disfigurement after surgery (“…he’s lost half his face 
and looks terrible, and now he can’t enjoy his life either so 
it’s significant” C7, 3 months post-treatment). Some car-
ers expressed how distressing it was to see other people’s 
reactions to the impact of the surgery on their loved one. 
One carer described how her father was treated as though he 
has a mental disability due to the difficulty he had speaking 
(“people treat him like he’s got a mental impairment and 
he doesn’t” C7, 12 months post-treatment). To avoid being 
seen by others, one carer avoided social events due to the 
functional changes her partner experienced impacting his 
eating and drinking (“he doesn’t like people watching him 
eat” C2, 3 months post-treatment). Contributing further to 
this was the fear that the ongoing management of physical 
symptoms post-surgery was perceived to be a sign that the 
patient was not getting better (“…my fear since April is that 
he will die” C3, 12 months post-treatment).

Discussion

Differences in carer experiences of nutrition care throughout 
surgery and radiation treatment for HNC have not been pre-
viously explored. With increasing recognition of the crucial 
role carers play in supporting patients through the physical 
and psychological impact of the disease and treatment [8], it 
is paramount that we understand areas where more support 
is needed to ensure provision of best practice care and opti-
mise outcomes for both the patient and carer. Therefore, the 
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aim of this study was to explore differences in carer specific 
needs regarding the provision of nutrition support through-
out surgery and radiation/chemoradiation treatment and 
extending into the survivorship period.

Information and support from healthcare professionals is a 
critical component of cancer care, yet remains an unmet need 
in informal carers as seen in this study and others [12, 20]. 
Although not specific to HNC, up to 39% of carers of patients 
with cancer are unsatisfied with the amount of time spent with 
healthcare professionals to address their information and support 
needs [12]. Higher levels of carer needs are directly correlated 
to a limited understanding of the healthcare system, including 
awareness of support options available [20]. Carers of patients 
treated with radiation expressed a lower level of care needs in 
comparison to carers of patients treated with surgery. Having 
scheduled appointment times each week with the dietitian and 
speech pathologist throughout radiation, and awareness of infor-
mation and support options available from the multidisciplinary 
team presented prior to radiation starting, provided carers with 
an understanding of the health system and services available 
to them. Findings of an Australian study evaluating the effec-
tiveness of weekly appointments with the dietitian and speech 
pathologist throughout radiation treatment for HNC found that 
where clinicians had identified that weekly nutrition and swal-
lowing support was not indicated, some patients expressed a 
desire to keep their appointment for more general support [21]. 
Similarly, carers in our study did not delineate their supportive 
care needs to individual healthcare professionals within the mul-
tidisciplinary team, but rather valued knowing that support was 
easily accessible, with scheduled appointments with the dietitian 
and speech pathologist providing a means to access information 
and support across the multidisciplinary team.

In contrast, without having the support offered to patients 
having radiation treatment, carers of patients having surgery 
expressed a lack of awareness of support options available 
to them. Studies have shown that carers of patients in acute 
hospital care often feel unprepared when the patient is dis-
charged home because they do not have enough information 
and support from healthcare professionals to assist them in 
their supportive care role [22]. This period of time is very 
stressful for carers due to many patients having high care 
needs after surgery and adjustment to taking on the carer 
role [20]. In the acute care setting, healthcare profession-
als do not always recognise that family members need indi-
vidualised guidance that considers their specific needs in the 
caring role [23]. Involving family members in the discharge 
process can both support carer self-efficacy and promote the 
outcomes of the patient’s recovery [24].

Using a longitudinal study design provided insight into how 
information and support needs of carers vary as patients pro-
gress through the treatment trajectory. Carers of patients treated 
with radiation described the period immediately after treatment 
completion the most challenging when the frequency of support 

was no longer available. This also included a transition away 
from tube feeding to oral intake to meet nutritional requirements. 
Preparing food and drinks to support the patient with their nutri-
tion intake was a role and responsibility many carers took on 
themselves, and in this period, many carers turned to the Internet 
for ideas on what foods to prepare taking into consideration the 
side effects of treatment including dysgeusia and xerostomia. 
Previous studies have reported the challenges carers experience 
in supporting the patient with everyday activities including meal 
preparation and the negative impact this has on their own well-
being including for some, social isolation [13]. Further away 
from treatment completion, carers of patients treated with radia-
tion who had not had surgery prior expressed lower care needs 
as their goals were shifted to looking forward to the future. This 
highlights a need to ensure information, and support is acces-
sible immediately after radiation treatment including referral by 
healthcare professionals to information online that addresses the 
practicalities of nutrition support including the transition from 
tube feeding to oral intake and meal ideas, as well as ensuring 
carers can access support to address their psychosocial concerns.

Carers of patients treated with surgery expressed high care 
needs that were unmet at each interview timepoint. A study by 
Beaver et al. found that patients are the greatest information 
source for carers [25]. However, our study found that many 
carers felt they could not rely on information provided to them 
filtered through the patient’s lens. Immediately after treatment, 
where written information was not provided, some carers feared 
they would harm the patient or do damage to the surgical site 
with the types of foods and drinks they were preparing for the 
patient. Contributing to the psychological distress many carers 
expressed was the impact of the surgery on the patient’s appear-
ance. Many patients find themselves unprepared for changes 
in their appearance after surgical treatment for head and neck 
cancer, and many experience distress seeing the reactions of 
others including their family and friends [26]. Similarly, our 
study found that carers felt unprepared for the severity of the 
changes to the patient’s appearance and distress themselves 
seeing other people’s reactions. Consequently, many carers 
also become socially isolated in this period. While follow-up 
care is provided in the outpatient setting with the dietitian and 
speech pathologist, some carers in our study did not attend these 
appointments. Similarly, where weekly support was available 
through radiation treatment for patients needing post-operative 
radiation, some carers also did not attend. This strongly sug-
gests that neglecting to engage with carers on the hospital ward 
after surgery may leave them feeling unsupported and disen-
gage them from accessing information and support later in the 
treatment trajectory even when this is made more accessible.

Programs and support for carers are not embedded within 
cancer care services [27]. Furthermore, there is little guid-
ance for healthcare professionals on ways they meet the 
needs of carers [27]. A study by Roen et al. found that use 
of a caregiver screening tool provided the opportunity to 
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tailor consultations to the information and support needs of 
both the patient and carer [28]. However, limited resources 
and fearing carer involvement would add extra work to an 
already heavy workload were barriers reported by health-
care professionals to implementing carer support into prac-
tice [28]. This highlights the need for changes within health-
care organisations including education in carer support and 
development of standardised care pathways.

A recent study by Wishart et al. found that where carers 
were provided opportunities to access extra support, fewer than 
5% requested a referral to healthcare professionals to discuss 
their concerns [29]. Sadly, many carers consider their psycho-
social distress to be normal and feel that available resources 
should be directed at supporting the patient [29]. Carers in 
our study turned to the internet to seek out information when 
their information needs were not met. Studies have shown that 
online interventions provide carers with the opportunity to 
access information and support in their own time and at their 
own pace, demonstrating improvements in knowledge and 
communication [30]. Further exploration and development of 
online resources for carers provides a means of creating access 
to information and support outside of the hospital environment 
as a step towards ensuring they feel supported in their support-
ive care role, regardless of treatment modality.

Strengths and limitations

Capturing the carer experience at three separate time points 
provided a unique insight into the changing information and 
support needs throughout the treatment and survivorship 
period. However, interpretation of the findings must take 
into consideration the limitations of the study. As interviews 
were conducted at time points after treatment completion, this 
meant that carers of patients treated with surgery and PORT 
were more likely to report on their most recent experience of 
radiation and may have omitted important information about 
their experience in supporting the patient through their sur-
gery as it no longer was at the forefront of their mind. Fur-
thermore, this study included a higher ratio of female to male 
carers (13:1), limiting the exploration of experiences of male 
carers. It is also important to acknowledge that not all cancer 
care centres may provide weekly evaluation by the speech 
pathologist and dietitian throughout radiation treatment, 
therefore limiting the generalisability of these results. Using 
hermeneutic inquiry, the intent of the study was to provide a 
description of the experience of carers supporting patients 
with their nutrition care needs throughout HNC treatment and 
survivorship, rather than generalise the findings. However, a 
limitation of this study was the lack of demographic infor-
mation collected to understand how the experience of carers 
in this study vary by factors including socioeconomic status, 
cultural background and health literacy levels.

Conclusion

This study highlights the increasing need to ensure car-
ers are included in information and support provided 
to patients throughout their treatment trajectory. Hav-
ing structured support available to patients and carers 
throughout radiation treatment meant that carer needs were 
reduced. However, without the opportunity for structured 
support in the inpatient setting, many carers expressed 
high care needs in supporting patients in the post-surgical 
phase, extending into the survivorship period.
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