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Abstract
Background Self-management may help cancer survivors to better deal with challenges to their physical, functional, social and
psychological well-being presented by cancer and its treatment. Nonetheless, little is known about how people integrate cancer self-
management practices into their daily lives. The aim of this study was to describe and characterise the processes through which head
and neck cancer (HNC) survivors attempt to integrate self-management into their daily lives following primary treatment.
Methods Using a purposeful critical case sampling method, 27 HNC survivors were identified through four designated cancer
centres in Ireland and participated in face-to-face semi-structured interviews. Interviews were audio-recorded, transcribed and
analysed using thematic analysis.
Results Six themes describing HNC survivors’ attempts to integrate self-management into their lives following treatment were
identified: grappling with having to self-manage, trying out self-management strategies, becoming an expert self-manager, struggling
to integrate self-management strategies into daily life, avoiding recommended self-management and interpreting self-management.
Conclusions This is the first study to describe HNC survivors’ attempts to integrate self-management into their daily lives
following primary treatment. The findings indicate that HNC survivors exhibit highly individualised approaches to self-
management integration and abandon self-management strategies that fail to meet their own specific needs.
Implications for Cancer Survivors Survivors may benefit from skills training and structured support to assist their transition
between in-patient care and having to self-manage after primary treatment, and/or ongoing support to deal with persistent and
recurring challenges such as eating difficulties and fear of recurrence.
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Substantial progress in cancer detection, diagnosis and treatment
means that many people are living longer with the consequences

of cancer and its treatment [1]. However, while cancer patients
often receive a lot of in-patient support, there are limited health
service resources available once primary treatment has ended [2].
Furthermore, in this post-treatment period, the consequences of
cancer and its treatment carry a significant physical, emotional
and social burden for survivors [3, 4]. These factors amplify the
importance of the individual survivor’s role in the self-
management of their condition and its treatment consequences
following primary treatment [2–7]. Cancer self-management
may be defined as Bawareness and active participation by the
person in their recovery, recuperation and rehabilitation, to min-
imise the consequences of treatment, and promote survival,
health and well-being^ [8]. Following primary treatment, this
can involve active monitoring for signs of recurrence [9], man-
aging emotional distress [10], returning to normal roles and rou-
tines [4], effectively collaborating with health care providers [5]
and adjusting to late effects of cancer and its treatment [4].

Although the importance of active self-management is often
emphasised in the literature, there is a dearth of research
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investigating how people integrate self-management practices
into their daily lives following cancer treatment. Such research
is important as it may help to identify how some people suc-
cessfully integrate self-management into their daily lives, while
others do not. Relatively limited research has considered how
self-management becomes integrated in the lives of individuals
with long-term illnesses generally (e.g. [11–14]). This research
may not explicitly relate to cancer, as it has been recognised that
self-management practices may vary in importance depending
on specific issues associated with the illness itself [15], and that
cancer self-management, in particular, may vary depending on
cancer type, treatment type and stage of the illness trajectory
[16]. Furthermore, research has demonstrated that cancer itself
is perceived to be associated with significant existential and
emotional threat, above and beyond that associated with other
long-term illnesses [1, 17], which may mean that the process of
attempting to integrate self-management into daily life is qual-
itatively different for cancer survivors.

The current research was designed to understand the process
of how head and neck cancer (HNC) survivors attempt to inte-
grate self-management into their daily lives following primary
treatment. In the post-treatment period, HNC survivors encoun-
ter a range of challenges associated with HNC and its treatment
which require ongoing self-management, such as eating and
speech difficulties [18], facial disfigurement [19], fear of recur-
rence [20] and elevated distress levels [21]. Because of the
ongoing need for HNC survivors to self-manage these chal-
lenges, they are a particularly appropriate patient group to re-
search in relation to their attempts to integrate self-management
into their daily lives. Our recent research has described the wide
variety of strategies that HNC survivors employ to self-manage
these challenges [22] and the barriers to their self-management
[23] following primary treatment. The aim of the current paper
is to describe and characterise the processes through which
HNC survivors attempt to integrate self-management into their
daily lives following primary treatment. This information could
inform health care providers and intervention developers on
how best to support HNC survivors to self-manage.

Materials and methods

Study design

The study used a qualitative methodology with semi-
structured interviews to capture HNC survivors’ experiences
of the processes of attempting to integrate self-management
into their daily lives following primary treatment.

Participants and recruitment process

Following ethical approval, clinical nurse specialists (CNSs)
from four designated cancer centres in Ireland helped with

study recruitment. We employed a purposeful critical case sam-
pling approach [24] where each CNS was asked to identify
HNC survivors with particular functional and psychosocial
challenges (speech difficulties, swallowing difficulties, facial
disfigurement, or social isolation) for potential inclusion in the
study. These functional and psychosocial challenges had been
identified as critical challenges in HNC survivorship requiring
ongoing self-management, following consultation with an ex-
pert advisory group consisting of experienced HNC researchers
and clinicians. Eligible individuals had experienced at least one
of these challenges in the post-treatment period, were 8–
60 months post-diagnosis, were at least 18 years old and spoke
sufficient English. Individuals were not eligible to participate if
they were undergoing or awaiting treatment for HNC, or if they
were receiving end-of-life care. Using these criteria, CNSs sent
eligible individuals a study pack, which included a letter of
invitation, information sheet, reply slip and pre-paid envelope
addressed to the first author. Upon receipt of a reply slip, the
first author contacted those interested to arrange an interview at
a time and location that was suitable to them. Following this
process, 27 individuals were interviewed by the first author (for
full sample characteristics, see [22]).

Data collection and analysis

All participants read a plain language statement and signed an
informed consent form before the interview started. The inter-
views were semi-structured around a topic guide, which in-
cluded a series of open-ended questions about how partici-
pants managed condition-related challenges they had encoun-
tered following HNC treatment. Each interview was audio-
recorded (with the participant’s consent) and the data were
subsequently transcribed verbatim and anonymised.

The data were thematically analysed for material relating to
the processes involved in HNC survivors’ attempts to inte-
grate self-management into their daily lives following primary
treatment. The analysis used an inductive thematic analysis
approach outlined by Braun and Clarke [25]. We adopted an
inductive thematic analysis approach (rather than employing a
deductive approach based on a pre-existing conceptual frame-
work) due to the dearth of research on this topic in relation to
HNC; this allowed us to document the processes of self-
management integration in a bottom-up fashion in a manner
which was sensitive to the specific context of HNC survivor-
ship. Following data immersion, the first author coded perti-
nent features of the data relevant to the study aim, reviewed
these codes in order to purposefully identify themes and sub-
sequently related this thematic material back to coded data
extracts to ensure it was sensible and coherent; any themes
which did not fit well with the data or did not have enough
associated data were discarded at this stage. The resultant
themes were then clearly defined and named. Finally, in light
of the inter-relationship between certain themes, the first
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author constructed a tentative model which illustrates a poten-
tial sequential process of self-management integration in HNC
survivorship, over-arching themes of importance to self-
management integration and themes relating to difficulties
that participants experiences in their HNC self-management
integration. The credibility and trustworthiness of this analysis
process was enhanced by the final author cross-checking the
quotes and themes throughout the analysis process. Quotes
from participants are provided to illustrate the themes; these
participants have been allocated a pseudonym (of the same
sex) to protect their identity.

Results

The six themes presented below describe key aspects of HNC
survivors’ attempts to integrate self-management into their daily
lives following primary treatment. The first three themes de-
scribe specific processes of self-management integration, specif-
ically grappling with having to self-manage, trying out self-
management strategies and becoming an expert self-manager.
Some participants found it difficult to integrate self-management
into their daily lives following primary HNC treatment, and the
fourth and fifth themes describe specific processes relating to
their difficulties with self-management integration: struggling to
integrate self-management strategies into daily life and avoiding
recommended self-management. The final theme interpreting
self-management describes two over-arching perspectives,
which HNC survivors adopted once they had begun to actively
engage with the process of self-management integration: focus-
ing on recovery or focusing on everyday life. Figure 1 illustrates
the potential inter-relationship between these six themes. As
indicated in this diagram, participants often experienced the pro-
cesses of grappling with having to self-manage, trying out self-

management strategies and becoming an expert self-manager
sequentially; however, it should be emphasised that, in many
cases, these processes occurred simultaneously, or overlapped
with each other. Furthermore, as per the diagram, interpreting
self-management occurred at all stages of this potential sequen-
tial process, while difficulties relating to self-management inte-
gration (i.e. struggling to integrate self-management strategies
into daily life and avoiding recommended self-management)
could occur at any stage of the sequential process, and appeared
to interfere with this process for the HNC survivors who expe-
rienced such difficulties.

Grappling with having to self-manage

HNC survivors described how they grappled with having to
self-manage their condition initially following primary treat-
ment. Grappling involved initial attempts to Bgrab hold of^
self-management practices and incorporate them into daily
life, a process characterised by difficulty and internal conflict.
In this initial post-treatment period, survivors faced a range of
problems they had to self-manage as they moved away from
the structured support of their multidisciplinary team. Indeed,
the short-term consequences of HNC treatment can be quite
problematic as they often require intensive medical self-man-
agement. For instance, Timothy, who was restricted to
Percutaneous endoscopic gastrostomy (PEG) tube feeding fol-
lowing treatment, described his difficulties in attempting to
feed himself and maintain a healthy weight. In particular, he
experienced a conflict between his body and mind in relation
to maintaining this practice, a simultaneous disinterest and
obsession with food.

[I had] just a total absence, disinterest in food. However, at
the same time, [I had] unhealthy dreamswith an obsession
about food and an obsession with watching cookery
programmes. My body was telling me, BYou want food^,
but my mind was telling me the other way, no interest.
Well, my body and my weight were just going down
slowly. But I was being kept alive with liquid foods.
And the chore of, in the morning, having to pump water
through your [PEG] tube and then food and then medica-
tion, and cleaning it with water again. And a few times at
night the tube leaked, and you would wake up with a pool
of smelly liquid on the sheet under you. And your little
machine with your bag of food, feeding you during the
night … it’s not very appetizing, I suppose. And you
gradually lose the interest in food. [Timothy, 57 years]

Moving away from the structured support of the multidisci-
plinary team also affected HNC survivors’ emotional balance
in the period following treatment. Eimear described how she
grappled with having to self-manage in this period; she expe-
rienced a sense of conflict between wanting to return to the
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Fig. 1 Processes in HNC survivors’ attempts to integrate self-
management into daily life following primary treatment
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security of the hospital and wanting to stay at home to self-
manage her condition independently.

I went down [emotionally] when I came out of hospital.
The worst time was the month I came out of hospital. It
felt like I’d no support system because the doctors and
nurses weren’t around me all the time. And when I went
back to see them about two weeks after the hospital,
they said, BHow are you?^ And I just cried, and cried,
and cried. [Laughter] They couldn’t get any sense out of
me. After about ten minutes, I was hoping they would
take me back in, and then I was hoping they wouldn’t;
because I wanted the security of being back in the hos-
pital, but I didn’t want to go back in. [Eimear, 56 years]

Difficulties managing emotions also manifested for partici-
pants in other ways in this initial period following treatment.
Ronan characterised this period in terms of frustration when
faced with an inability to do things he was previously able to
do; in this case, he highlighted an impulse to lash out at others,
which he had to wrestle to overcome.

When I came home from hospital at first, I was a bit
peevish. Small things would annoy you. I’d say [for]
around three or four weeks, you’d try and do something
you couldn’t, and then you were annoyed and you were
blaming everyone. It’s no one’s fault but your own. You
have to call yourself aside and say, BHere now, this is a
bad way to be^. [Ronan, 73 years]

HNC survivors also had to grapple with managing fears of
recurrence during the initial post-treatment period. Catherine
described how she felt every new sensation in her neck was an
indication that her cancer was back.

At the start, I [worried about recurrence]. I kept thinking
– every lump in mymouth, every infection I got, or, you
know, if it was sore or, like even now if I get– which
would be a small thing to a normal person– but you
know the little nicks you get? You know, maybe you
bit your tongue or it’s just a little boil or something,
every single time you get one of them, you think BThis
is it. This is how it started the last time^ [Catherine,
33 years]

HNC survivors also grappled with having to negotiate their
self-image and identity in the face of others’ responses to them
following treatment. This often initially involved reactive self-
management attempts to avoid feeling self-conscious about
visible differences. In this context, Adrian described how he
oscillated between provoking people to react to his appearance
and hiding away from them in an attempt to gain control over
their reactions towards him.

I never really wanted to see anybody, because they
would look at you like you were dying, or they didn’t
know what to say. And you didn’t feel as comfortable
with them as you did beforehand. So I done a 360 degree
thing when my heart fell out. [… ] I got a taxi into town
and I went to a tattoo parlour and I got my ear pierced,
which looked entirely ridiculous for a guymy age. And I
got this little hat and wore it back to front and I thought,
BI’d rather somebody look at me saying, ‘Would you
take a look at that idiot trying to be 21,’ than look at
me and think, ‘Oh the poor devil.’ I wasn’t that bad
when I first came home [but] I’d wait till 2 o’clock in
the morning and I’d take a wee walk outside the house
because I didn’t want anybody to see me [and think]
BGod, he can hardly put one foot in front of the other .̂
And I wouldn’t eat with anyone. [Adrian, 56 years]

Trying out different self-management strategies

Most participants engaged in a process of trying out different
self-management strategies to investigate whether these strat-
egies were useful in their everyday life. This allowed them to
figure out how to manage post-treatment challenges in a way
that was most appropriate to their own particular needs
through trial and error. For instance, Timothy described the
process of trying out different foods in the management of his
taste changes, which ultimately led him to shift his eating
patterns towards food and drink which he would not have
chosen in the past.

I [could] taste more the vegetable side, right from the
beginning, [rather] than fruit which is acidic [and] it
dries out in my mouth. I tried a glass of red wine, which
I would have liked, and it tasted like gasoline would. I
can drink a glass of beer, because I can taste beer. You
learn to shift your patterns in a different direction. You
have to make life in some way enjoyable. You can taste
some items. So you learn to swing towards those items,
and have beer instead of wine. And even though coffee
dries out the mouth and I’m advised not to drink it, I can
taste it. So I have a little. I always detested porridge. But
now I have a whopping great bowl of porridge with
honey in the mornings because I can taste it and I look
forward to it. [Timothy, 57 years]

This process of trying out self-management strategies also
involved survivors re-learning how to perform vital functions
in new, and often individualistic, ways that worked for them.
In this regard, Rory described how he had to carefully re-learn
how to eat and swallow in his own way after initial difficulties
engaging in these practices.
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The way I can deal with [my eating difficulties] has been
to eat and swallow in my own particular way. Every
individual is different, so you have to, how would I
say it, manipulate yourself or come to terms with how
you’re going to swallow and so on. It’s like a person
with a hip placement [sic]; how are you going to walk
from now on? It’s mind over matter; to teach yourself
what to do. In actual fact, it’s a teaching process. It’s a
beginning again of how from now on [you’re going to
deal with it]. This is the new me now, this is how I’m
going to swallow as opposed to how I did swallow.
[Rory, 61 years]

The process of trying out different self-management strategies
also led participants to abandon strategies they tried and per-
ceived to be less helpful. For instance, Timothy described how
he stopped using the internet to seek information when he
realised this exacerbated stress and worry about his condition.

One thing I learnt not to do, or stop doing very early on,
was my own little research online. Because those
websites just frighten the life out of you. Everybody
should be warned about them. Especially these websites
that people come in and comment. And usually the peo-
ple who comment are people who are having a rough
time, or whose partner maybe had died or was dying, or
something. So you see the worst of the situation. And it
just panics you. And you learn to stop it. [Timothy,
57 years]

Similarly, Nuala tried a particular medicine in an attempt to
manage pain she experienced on the side of her face, but
ultimately decided to tolerate pain to avoid medication side-
effects.

It had been suggested to me that I take a product called
[name removed]. Something to do with the nerves and
nerve endings and nerve pain. It’s nerve damage, really.
I prefer not to take it, because it makes me very drowsy. I
couldn’t function on it, so I’m better off without it.
[Nuala, 62 years]

Becoming an expert self-manager

Once they had tried a range of self-management strategies and
identified the ones that integrated well into their life, several
HNC survivors described how they learned to become more
responsive in their use of these strategies. Becoming an expert
self-manager in daily life involved flexible use of different
strategies, depending on what they deemed to be most appro-
priate to meeting their needs in a particular context. For in-
stance, Marcus described how he had learnt to alter his

approach to dealing with the phlegm build-up that arose from
his laryngectomy stoma depending on whether or not he was
in a situation where he had to speak a lot.

I can swallow [the phlegm] now. The only reason I’m
not swallowing now is because I’m speaking to you
[and] if I swallow that now, it will affect my voice,
and it’s difficult enough to understand me without me
making it more difficult for you. That’s why I’m going
out to relieve it; because I’m speaking to you. I’ll have to
get up if I was talking to anybody. I’d have to get up and
say, ‘Excuse me,’ and I may go over to the sink or I may
go to the bathroom to spew this out. I get that some-
times, but I can swallow it most of the time. [Marcus,
66 years]

Adrian described how he had developed an ability to respond
to fears of recurrence in a way that worked for him depending
on the situation; he typically tried to be positive or focus on
things other than cancer (such as work) but would engage in
self-talk practices to overcome fears when they became par-
ticularly strong.

I’ve never known anybody to get cancer for it not to
come back. It’s frightening. But if you thought about it
24 hours a day, you’d throw yourself in a river. I just try
and say, BLook, you are here and thank God for it.^On a
particularly bad day, you think, BGod, I hope it’s not
back.^ I mean, I work.When you are working, you have
to concentrate on other things so it’s out of your head.
I’ve, kind of, learned to deal with it my ownway, I think.
But there’s always a fear of it coming back. Like, a few
days before [a hospital appointment], I would think,
BGod, I’m up for review, you know, I’m worried about
that.^ [During those times] I, kind of, say the things
back to myself that I would like somebody else to say
to me. [… ] And I try and be positive [in my daily life],
and I think I’m as positive as I can be. I go to work. I try
not to let it get to me. [Adrian, 56 years]

Timothy also described how he had learnt to become more
responsive to managing his fatigue over time, a skill he had
initially developed for his working environment before he had
gone through HNC treatment. Over time, he learned how to
minimise the impact of the added fatigue following treatment.

I’ve always been one [to] enjoy a little 15 minute power
nap at lunchtime. So I find it quite easy to close my eyes
and snooze off and visualise something, and then wake
up refreshed. So it was just a natural extension of that.
But during treatment and for months afterwards, it was a
very pronounced nap. I would lie down and off to sleep
straightaway. I just couldn’t continue on. Now it’s, if I
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feel like having it, I delay it a bit, and then I have a short
nap and then I’m off again. [Timothy, 57 years]

Becoming an expert self-manager also involved anticipating
challenges that might emerge during a normal day. Nuala de-
scribed how she had learnt to pre-empt speech challenges she
may encounter in group meetings in her working environment
by preparing for them in advance or limiting her speech in
those contexts.

Whilst I’m fine on a one-to-one basis, if I was speaking
in a group, at times, unless I had water with me, my
voice can give [way] almost. I’m now very aware that
if I’m at a meeting, I’m slow in voicing an opinion on
something. When I do, invariably, I keep them to short,
clipped sentences. It’s just psychologically fearful that
my voice would begin to wave or whatever. I’m very
conscious of the fact that it can sound weak. If it’s a
meeting within [work], and if I’m giving a report on
something that’s happening here, or whatever, prior to
the meeting I will have condensed what I want to say.
[Nuala, 62 years]

Finally, some participants spoke of becoming expert self-
managers through their incorporation of self-management be-
haviours into their daily routines. For instance, Eimear de-
scribed how she had learnt to incorporate mouth exercises
recommended by a speech and language therapist into her
routine by performing them when she drove.

The exercises have to become second nature to you. I do
them all the time. My trigger is: I’m driving the car, red
traffic lights, I do my exercises. So that’s it: brush my
teeth, do my exercises; brush my hair, do my exercises;
red traffic lights, do my exercises. The exercises are the
key. And that’s what I mean by the physios and the
speech and language: they give you your life back.
[Eimear, 56 years]

Struggling to integrate self-management strategies
into daily life

Some HNC survivors described how they continued to strug-
gle with their attempts to integrate self-management into their
daily lives following treatment. For many of these partici-
pants, this struggle related to the context of their lives. One
participant described how he had been repeatedly unsuccess-
ful in attempts to give up cigarettes because of triggers that he
encountered in his daily life.

[I smoke] 10 to 15 [cigarettes] a day. [Consultant] said,
BThat’s too much.^ None at all is the answer. I want to

[give up]. But it’s very hard doing it, so it is. Especially
after having a cup of tea, or sandwich, and then the
addiction’s there straight away after. I’ve tried every-
thing. Nothing seemed to work. I tried even the chewing
gum.Willpower is the only answer. I’ll have to do some-
thing. I don’t know how. If I could stop, surely [I
would], because they want me to. [Eoghan, 64 years]

Rory described how he had continued to struggle with self-
management of eating and swallowing difficulties after a
prolonged period of grappling with his self-management of
these difficulties; in particular, he consistently regurgitated
his food, which continued to make him embarrassed to eat
with others and led him to isolate himself from others.

You will not submit to my company while I’m eating my
bit of dinner. Some [food] I can’t swallow and I can only
get a little bit into me. It’s a very hard process. I have to
takemy time. The rest I have to regurgitate.When you eat
into your chest, whatever’s in there with your food, it
mixes [with phlegm]. I consume as much as I possibly
can– the rest I spit out, otherwise it would choke me. And
another thing with the regurgitating – It blocks [your
nose] and I have to wait for hours until, eventually, it frees
it and comes down so I can breathe properly. Can you
picture a man sitting down there and eating and next
minute [makes hocking noise], right? It’s not very nice
if you’re sitting at a table, is it? That’s why I can never go
to a wedding or a social [event] and sit down and eat. […
] I want a little bit of dignity back. I didn’t break my
shoulder or my arm, or indeed my foot and [there’s] a
little small detail of a hole in themiddle of my face. I need
to get back some confidence. [ … ] It has affected my
eating, my socializing– which I don’t do; I’m here 24/7.
Other than going to the shop, bringing my wife to the
shop, going to see my GP, any hospital appointments –
that’s it, end of story. [Rory, 61 years]

Rory also described how he continually struggled to adjust to
restricted activity following primary treatment due to in-
creased levels of fatigue, which forced him to retire from his
job. He described how this struggle related to difficulties
accepting the Bnew normal^ due to aspects of his identity that
were related to his working life and the sense of independence
he had previously derived from it.

If I do anything now, energetic or excessive, like moving
that [chair] from here to there; [if I do that] for one half
hour, I have to lie down for four [hours]. I am totally
drained. It kills me and it hurts me so much that I’m not
able to go towork. That wasmy life, my independence. I’d
go back in the morning if I could. It was my identity, my
therapy; a man’s life is his work, you know? It’s dignity –
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that’s what I call it. And I know I’ll never work again and
psychologically that can’t be good. [Rory, 61 years]

Similarly, Jacinta described how she continued to struggle to
accept Bthe new normal^ relating to her speech difficulties.
These speech difficulties made her feel like a different person,
which continued to frustrate her.

[I’m] a completely different person. I’m getting a little
better at not getting so frustrated. But terribly frustrated
… If you wanted to explain something, and at that mo-
ment you couldn’t because of a handicap [speech-relat-
ed difficulties], that would cause me such anxiety.
[...]You’re compromised. And straightaway, [that] puts
you in a no-win situation. [Jacinta, 71 years]

Avoiding recommended self-management

Rather than struggling with integrating particular recommend-
ed self-management strategies, some participants simply
avoided them. In some cases, such avoidance related to
learned patterns of behaviour. Jacinta admitted that she tended
to avoid attending appointments with her doctor as she was
fearful that they may lead to additional negative revelations
about her health status, a pattern of behaviour which she may
have learned from her mother.

When I was growing up, no one went to hospital unless
they were literally on the way out. You never went to
doctors either, the old people, my mother’s age group,
you know? So I probably inherited a bit of that. [...] I
don’t go to the doctor like I should. I’m always afraid
they’ll find something else, and I don’t want to hear it,
really. [Jacinta, 71 years]

Other participants avoided recommended self-management
practices through their continual use of other more negative
behaviours as a means of coping with their situation. Colm
described how he became over-reliant on alcohol to soothe
himself following HNC treatment. This exacerbated issues
such as paranoia and communication problems; ultimately,
his marriage broke down and he was admitted to a psychiatric
institution after an alcohol overdose.

[Mywife’s] patience wore out with my overuse of alcohol,
to just relax myself and just keep myself calm. Without
realizing, I was being verbally aggressive, my demeanour,
my nature had changed over the last couple of years. I
couldn’t see the change within myself, but the family
could. [I started becoming] less patient with everyone.
Verbally aggressive, so I’m told. Unfortunately, I was the
kind of person that couldn’t see how badly they were

actually being affected by everything. Eventually, just last
week, my wife said, BThat’s enough. I’ve had enough.^
We had normal kind of problems before the illness. The
drinking didn’t help with those problems, paranoia and so
on setting in. Every problem seemed to be exacerbated
because of overuse of alcohol. The end result was that on
Friday two weeks ago I took an overdose with drink and
was admitted to [hospital name removed] and just spent
the last week in the Psychiatric EvaluationUnit in [hospital
name removed]. [Colm, 53 years]

In order to deal with these significant life events, Colm further
avoided recommended self-management behaviours by taking
up smoking again, which he perceived as a behaviour which
helped him to cope.

I’m off the drink, for obvious reasons, but the cigarettes
are back for the time being. I had given up. I’d say I’d
probably been off them for a year, but I just felt I needed
something [to help me cope]. [Colm, 53 years]

Another participant, Cillian, described how he too avoided
recommended self-management by engaging in problematic
drinking to overcome boredom and frustration at his perceived
loss of freedom following treatment. He described his overuse
of alcohol during this period as a passive process, where he
was Bgoing through the motions^, one which he wanted to
overcome but which he felt he was not willing to fight against.

The hardest thing to clear up [is] the drink. That’s just
eating me. It’s just keeping the boredom away, that’s all;
keeping the fucking insanity maybe away too. It’s just
happening, and that’s it, and I’m going through the mo-
tions. [ … ] I think it’s the boredom because you didn’t
bother about drinking [before having gone through the
treatment], you could be getting into a car and drive
away for the day, or go out for a couple of days if you
wanted. That would be a good [alternative] way of cop-
ing. If drinking is a way of coping… that’s not a way of
coping about anything now. Once you’ve started, that’s
it, you are done and dusted. You see, I’m in haze at the
moment. I’m in a haze of drink. I want to try to prove
myself as far as not drinking is concerned. Like, if you
can’t help yourself, who the hell can help you? You can
get all the help in the world, but when you are not will-
ing to do it… You see, I try and drink as much as your
bodywill allow you take, and that’s it. [Cillian, 58 years]

Interpreting self-management

Those participants who had begun the process of self-
management integration described different ways in which
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they interpreted self-management in the specific context of
their lives, differentially forming a perspective on self-
management which primarily focused on their recovery or
their everyday life. In relation to the former, several partici-
pants described how they began to recognise the potential for
self-management to assist in their recovery at a particular point
in time, and that self-management practices were a necessary
addition to their daily lives. These participants formed a per-
spective on self-management where they recognised the po-
tential for self-management strategies to assist in their recov-
ery. In some cases, HNC survivors described becoming moti-
vated to recognise the importance of self-management strate-
gies when told they were free from cancer. For instance,
Adrian recounted how Bbeing given the all-clear^ inspired
him to address emotional difficulties and quit smoking
through motivational self-talk.

When I went back, [when it] was like the verdict, [I
remember] waiting in that waiting room to see [consul-
tant] for maybe half an hour [and it] felt like forever.
And then when I went in and he told me BI can’t see
anything down there. I’m happy enough,^- It’s just an
indescribable feeling. It’s just pure elation, really. And I
guess I started feeling a bit stronger after that; the fact
that it was gone and he’d see me in three months. Then
I’d go in three months and get the all-clear again, and
you feel a bit stronger. You’d make an attempt to talk to
yourself when you were feeling bad. You’d say, BLook,
this guy has given me the all-clear.^ It was like a
smoking thing, I’d be saying to myself, Bthere’s kids
dying of cancer every day in the week, they don’t de-
serve to get cancer, they’ve never smoked, and yet you
are using up all these resources by smoking that maybe
could be used for those children. Will you cop hold of
yourself and stop smoking?^ So things like that were the
motivators for me. [Adrian, 56 years]

Participants who interpreted self-management in this
recovery-oriented fashion described how they prioritised their
recovery in their daily lives and integrated self-management
practices into their lives in a manner that served this focus on
their recovery and recuperation. For instance, Eimear de-
scribed how focusing on milestones of her recovery was an
ongoing priority in her daily life, and that self-management
practices such as staying fit, eating well and maintaining pos-
itive thinking facilitated her in this prioritisation.

You have to get through the first year, because your
chances of recurrence are very high [in that period].
The outcome is never very good if it recurs. So when I
got to the first year mark, I was like: ‘I’m at the first year
mark.’ Now, I’m looking to the second year mark. My
treatment will be two years at the end of October,

beginning of November. So I’m very much watching
that. I know if I get through another year, my statistics
go up. The doctors do their job. My job is to stay fit, eat
well, sleep well, be positive. Because, I have to do my
job as well as the doctors. I was dying to get on to six-
monthly visits with the doctors, because then I know I’m
definitely getting better. It’s like another milestone. I
have to make the milestones. [Eimear, 56 years]

In contrast, other participants interpreted self-management within
the specific context of their lives in a manner which prioritised
their return to the roles and routines that characterised their lives
before cancer. These participants formed a perspective on self-
management for their lives which primarily focused on returning
to everyday activities that they valued. One participant, Niamh,
described how she had initially interpreted self-management in a
recovery-oriented fashion, but consciously moved away from
this interpretation of self-management towards a focus on
returning to her normal roles and responsibilities from before
her illness once she began to feel better.

I remember decision-making [was something] I couldn’t
[do] during the illness. I said to my husband, BDo not ask
me to sign any serious document, because I haven’t the
energy to figure out whether it is right or whether it is
wrong.^ [Anything] as regards the household, what peo-
ple ate for dinner, I didn’t want to have the decision. I
might have thought it was a nice idea for a while to leave
everybody else to be dealing with these things.When you
are sick, you do live in a little bubble, because all you’re
really concerned about is your sickness and getting better
and your treatment and getting over it. You don’t deal
with anything else around you, or at least that’s what I
did. At some point I said, ‘I have to go back to being a
mother and a wife,’ the house keeper, and then going
back to work and doing the duties that my job entailed.
That was the final step, going back to work. [That helped
me feel like I was] in control, I suppose, or that I was
dealing with every decision again. [Niamh, 49 years]

This interpretation of self-management often involved the
strategic use of self-management strategies as a means to
prioritise returning to valued normal activities. For instance,
Dorota described how self-management strategies such asmo-
tivational self-talk enabled her to focus on everyday life by
keeping fears of recurrence at bay.

My cancer cannot be [a burden] on my life all the time. I
need really myself go back to normal. My head, my think
[ing], my body, my everything. This mean, [I] don’t think
so much about the past. Think about the future. Right now
I feel [I] don’t want to lose the mind. I stopped a lot [of
negative] thinking because ‘this will be the cancer again’,
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or ‘maybe something [will] happen [that will be] bad.’No,
I cannot [think like this] because you cannot live normal
[that way]. But of course, if I feel something strange, prob-
ably I will be worry, like very worry [sic]. But I don’t like
to think like this way. Because you need to say, BOkay this
was past. [I need to] start the new life.^ It is possible [to do
this] of course. [Dorota, 30 years]

Another key aspect of interpreting self-management in this way
was focusing on returning to work, which gave participants a
project to focus on away from their illness. Adrian described
how focusing on work helped him to keep depression at bay
by feeling like he was contributing financially to his family.

Getting back to work was a huge thing for me. Because
if you are hanging around the house, you’ve nothing to
do but think and you are not socialising. Because my
wife was working, my kids were at school, so I was in
the house with myself, which leaves you nothing, only
time on your hands to think. And generally speaking,
when you are not feeling the best, you are not really
thinking good things, you know. You’ve got to push
yourself to try and think good things. So I think the
biggest thing for anybody who is trying to get over their
treatment or cancer would be to say, try and get yourself
back to work or try and get working in some way with
people just to take your mind off that [and] feel like you
are contributing again. [Adrian, 56 years]

Discussion

To our knowledge, this is the first study to describe and char-
acterise how HNC survivors attempt to integrate self-
management into their daily lives following primary treat-
ment. We have identified six key themes in this context.
Three of these themes potentially describe a sequential pro-
cess of survivors’ attempts to integrate self-management into
daily life: from initial attempts at grappling with having to
self-manage, through trying out self-management strategies
to becoming an expert self-manager. While several partici-
pants experienced these processes sequentially, it should be
emphasised that, in some cases, these processes occurred si-
multaneously (e.g. grappling with self-management and try-
ing out self-management strategies). Additionally, some par-
ticipants experienced specific processes relating to difficulties
with self-management integration: struggling with self-
management or avoiding recommended self-management.
Finally, interpreting self-management describes two separate
over-arching perspectives which participants may adopt once
they have recognised the importance of integrating self-
management strategies into their daily life.

In relation to the potential sequential process of self-
management integration, participants described the initial pro-
cess of attempting to integrate self-management into daily life
as one characterised by difficulty, internal conflict and hard
work, where they grappled with suddenly having to engage
with self-management behaviours. This is unsurprising given
the intense demands of post-treatment consequences that sur-
vivors have to manage relatively independently in this period
[4]. Indeed, one participant highlighted her difficulties
adjusting to the transition away from structured multidisci-
plinary support following treatment, simultaneously wanting
to return to the hospital for further support and wanting to self-
manage at home. HNC survivorship literature has consistently
reported that survivors’ quality of life deteriorates substantial-
ly in the period immediately following primary treatment, and
that potential targets for self-management (such as emotional
distress and PEG-feeding) have a substantially negative influ-
ence on quality of life in this period [26]. The current findings
suggest that self-management following primary treatment
may involve a lot of hard work on the part of HNC survivors,
and many may find it difficult to motivate themselves to inte-
grate practices like PEG-feeding into daily life during this
period due to conflicting experiences and feelings towards
food. Managing emotional challenges may also be difficult
to incorporate into daily life during this period due to frustra-
tions at functional loss and worries that the experience of
unusual symptoms and sensations (both experienced and
imagined) signify a possible recurrence. Following, or simul-
taneous to, this grappling process, participants tried out a va-
riety of self-management strategies in order to see how well
they fit the specific context of their lives. This involved, for
example, testing different foods or products to see if they were
suitable, abandoning those self-management strategies that
were not suitable to their life context and re-learning how to
perform particular behaviours. These findings help clarify a
previously unexplained finding in the self-management liter-
ature that certain individuals abandon particular self-
management behaviours over time [27]; in the current study,
participants chose to abandon those self-management strate-
gies that did not help them or Bfit^ the context of their lives. If
survivors were successful in identifying the self-management
strategies that fit their life context well, this process of trying
out different self-management strategies enabled them to be-
come expert self-managers; they were able to plan for self-
management in advance or respond to situational demands
and challenges they encountered with a flexible use of differ-
ent (and sometimes multiple) self-management strategies, de-
pending on what they deemed to be most appropriate for a
particular context. The findings that participants adopted flex-
ible and novel strategies for integrating self-management strat-
egies into their daily lives and abandoned self-management
strategies that failed to meet their specific need emphasise
how self-management integration is an individualistic process
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for HNC survivors, and that such individuals appear to pur-
posefully consider their life context when choosing to adopt or
abandon particular self-management strategies. These find-
ings also resonate with the ideas of Paterson et al. [28], who
suggested that individuals with long-term conditions typically
learn to make decisions about their self-care autonomously at
some point, making adjustments to care plans that best suit
their bodies or their social context.

Once they recognised the importance of self-management
integration, participants also described how they interpreted
self-management with regard to the specific context of their
lives. These participants interpreted self-management in a way
which either prioritised focusing on their recovery or recuper-
ation or prioritised a return to valued roles and responsibilities.
In either case, these participants used self-management strat-
egies as a means to assist their prioritisation of recovery or
returning to roles and responsibilities within their specific life
context. Although this is similar to Audulv and colleagues’
[11, 12, 27] findings that individuals with long-term illnesses
negotiate between a Blife-oriented^ and Billness-oriented^ per-
spective, the current findings serve to further clarify this idea
for HNC survivorship by pointing towards a process of
interpreting self-management where HNC survivors opt to
prioritise one of these aspects of their life and use self-
management strategies as a means to facilitate this
prioritisation. It is worth noting that several participants indi-
cated that they began to interpret self-management in a
recovery-oriented fashion after Bbeing given the all-clear^
by a health professional. Hornsten and colleagues [14] suggest
that at a certain point in the illness trajectory, individuals with
long-term illnesses pass a Bturning point^where they integrate
self-management practices and feel a responsibility to focus
on their recovery; the current findings suggest that Bbeing
given the all-clear^ may represent such a Bturning point^ in
cancer self-management for certain individuals and one which
may facilitate a recovery-oriented perspective on self-manage-
ment. Other individuals interpreted self-management in a
manner which prioritised returning to their roles and respon-
sibilities and engaging in work and daily activities. Such find-
ings resonate with other research on self-management of long-
term conditions which has found that certain individuals may
be reluctant to abandon life goals and everyday priorities in
favour of a recovery-oriented interpretation of self-
management [11, 13, 28, 29]; in the current study, these par-
ticipants even described how they often used self-
management strategies as a means to re-focus on returning
to normal roles and responsibilities. Engaging in work and
normal activities also helped such participants to divert their
attention from fears of recurrence, perhaps allowing them to
experience Bflow^ or total immersion in a task or activity (e.g.
[30]); such experiences have been found to help individuals
with cancer to banish intrusive thoughts about their condition
in occupational therapy interventions [31]. Future research

could investigate the extent to which such Bflow^ experiences
may allow cancer survivors to alleviate fears of recurrence in
the post-treatment period.

An additional striking finding in the current study is that
several participants struggled to integrate particular self-
management behaviours into the context of their life, such as
giving up smoking, managing ongoing persistent challenges
(e.g. eating behaviours) or living with a changed identity. The
HNC survivorship literature has clearly documented how per-
sistent problems such as social eating and fear of recurrence
can interfere with global and emotional aspects of quality of
life over time [26, 32] and how some HNC survivors experi-
ence a diminished sense of self over a prolonged period of
time which is linked to functional, social and existential losses
they encounter from diagnosis to survivorship [33]. The cur-
rent findings suggest that some individuals who struggle with
such persistent issues may require additional ongoing support
from health care professionals, familymembers, other individ-
uals or services who may assist in their recovery. These find-
ings also contrast with other literature on the processes of self-
management integration in illnesses like diabetes, where par-
ticipants have described a low impact of illness self-
management on their daily lives [14]. This supports the sug-
gestion that there may be a qualitative difference between
cancer self-management and the self-management of other
long-term conditions, which may not carry the same burden
of existential and emotional threat [1, 17]. It may also be the
case that Bstruggling to integrate self-management^ is a tran-
sitional phase that relates to the process of trying out different
self-management behaviours. In other words, those HNC sur-
vivors who reported that they were struggling to integrate self-
management into their lives may have encountered difficulties
trying out self-management strategies and had not yet decided
to abandon those strategies that were not working for them. It
is possible that there is a culmination of experience that occurs
between trying out self-management strategies and becoming
an expert self-manager which enables HNC survivors to de-
velop the confidence to abandon self-management strategies
that do not work for them; this warrants further exploration in
longitudinal qualitative research.

Some participants also described their experiences of
avoiding recommended self-management strategies and engag-
ing in negative health behaviours, e.g. smoking and abusing
alcohol to cope with significant live events, and relieve bore-
dom and stress. Hibbard et al. [34] suggest that people may not
be able to adopt or maintain new healthy behaviours when
faced with life stress or a health crisis. Furthermore, cognitive
dissonance (e.g. [35]), involving justifying one's persistence
with a damaging behaviour as a result of the tension created
between seemingly contradictory beliefs about the behaviour in
question, may be influential in the maintenance of unhealthy
habits. These findings diverge from similar research by Audulv
and colleagues [11, 12] who suggest that individuals make
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rational decisions about whether to take up particular self-
management behaviours or not in the context of how threaten-
ing a long-term illness is, and what can be done to limit its
impact. In contrast, it appears that some cancer survivors may
respond in a more emotional manner to negative life events
through the use of damaging health behaviours to cope, or they
may use cognitive dissonance to justify their continued use of
behaviours which have a deleterious effect on their health.

There are a number of implications of the current findings
for interventions to support self-management for HNC survi-
vors in the post-treatment period. The findings indicate that
HNC survivors may require skills training and structured sup-
port in order to assist them in the transition between in-patient
care and having to self-manage after primary treatment, and
may require further ongoing support in some cases to deal
with persistent and recurring challenges such as eating diffi-
culties. In this regard, structured self-management support in-
terventions which maximise individuals’ capacity to build
supportive social networks and enabling environments which
facilitate self-management practices (e.g. [36]) may be partic-
ularly important for HNC survivors. Furthermore, the findings
relating to individualised approaches to self-management or
the abandonment of particular self-management strategies
suggest that particular self-management strategies may not
be acceptable for, or perceived as helpful by, all HNC survi-
vors as theymay not integrate well with their life context. This
elucidates a consistent finding in the literature that interven-
tions to support self-management should not be a Bone size fits
all^ approach [37–40]; rather programmes which are designed
to enable HNC survivors to become expert self-managers may
need to be tailor-made with particular consideration given to
the life contexts of survivors in order for them to be acceptable
to them. Furthermore, while orthodox perspectives on self-
management typically suggest that individuals with long-
term illnesses are focused on their recovery but differ in their
abilities to actively self-manage their condition [41, 42], our
findings have demonstrated that HNC survivors may prioritise
returning to their roles and responsibilities over focusing on
promoting their survival and recovering their health and well-
being through the use of relevant self-management strategies.
Alternatively, HNC survivors may participate in harmful be-
haviours which they know impact negatively upon their health
and well-being but which they deem to be effective ways of
coping with negative life events. Self-management support
interventions should tailor delivery to account for these find-
ings by being mindful that individuals may have their own
priorities which supersede their active participation in recom-
mended self-management behaviours, or which may enable
them to self-manage in their own way. Finally, the current
study has highlighted the importance of explicitly targeting
fear of recurrence in cancer self-management interventions.

This study has a number of strengths and limitations. In
particular, the cross-sectional nature of the design meant that

participants retrospectively described their attempts to inte-
grate self-management into their daily lives following primary
treatment. Individuals may express different concerns and
highlight different experiences in a longitudinal study about
post-treatment self-management integration as they encounter
particular self-management processes in context.
Furthermore, the study is limited to describing processes that
relate to a specific group of HNC survivors’ attempts at inte-
grating self-management into their lives following treatment;
other HNC survivors may experience different processes re-
lating to additional challenges, there may be different self-
management processes at different stages of the cancer trajec-
tory and individuals with other cancers or long-term illnesses
may experience different processes in their self-management
integration attempts. Nonetheless, the study clearly distin-
guishes particular examples of self-management integration
processes which involve specific HNC-related issues (e.g. eat-
ing difficulties) and those which may affect cancer survivors
more generally (e.g. fear of recurrence). Furthermore, the rich
and varied experiences of participants demonstrate the credi-
bility of the research and the use of a purposeful critical case
sampling method meant that we included a diverse sample of
survivors with a range of different post-treatment challenges.

To conclude, this study is the first to describe and charac-
terise HNC survivors’ attempts to integrate self-management
into their daily lives following primary treatment. A key mes-
sage from this research is that cancer survivors often learn to
engage in highly individualised approaches to self-
management depending on the unique context of their lives,
and may abandon self-management strategies that fail to meet
their specific needs. Nevertheless, they may also need ongo-
ing support to deal with persistent challenges and recurrence
fears in the post-treatment period.
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