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ABSTRACT
Most research to date in the area of head and neck cancer has focused 
on the efficacy of treatment modalities and the assessment and man-
agement of treatment side effects and toxicities. Little or no atten-
tion has been directed toward understanding patients’ experience of 
receiving radiation treatment for the management of their cancer. 

The purpose of this qualitative study was to explore the expe-
rience of individuals receiving radiation treatment for a cancer of 
the head and neck. Face-to-face interviews were conducted with 
17 individuals. Thorne’s (1997) approach of interpretive descrip-
tion along with Giorgi’s analytical technique for analysis were 
used. Experiences across interviews revealed five main themes: 
1) making sense of the diagnosis, 2) distress from disrupted expec-
tations, 3) heightened awareness of self, others and the health care 
system, 4) strategies to ‘get through’ treatment, and 5) living with 
uncertainty. Findings from the study have contributed to the devel-
opment of head and neck cancer-specific patient support and educa-
tion programs for patients and families.

INTRODUCTION AND BACKGROUND

There are approximately 5,500 new cases of oral and laryn-
geal cancer diagnosed annually in Canada, and about 

1,600 deaths attributed to head and neck cancers (HNC)  
(Canadian Cancer Society Canadian Cancer Statistics, 2015). 
Cancers of the head and neck account for less than five per-
cent of all adult cancers, but the diagnosis, treatment and 
ongoing effects can be overwhelming for patients. About 60 
percent are diagnosed with advanced disease. The incidence 
is twice as high in men as in women. Traditionally, patients 
with head and neck cancers tend to develop the disease after 
decades of chronic alcohol use and/or smoking. However, over 
the past several years, patient populations are increasingly het-
erogeneous with significant minorities of non-English-speak-
ing patients, the very elderly, and now, younger patients with 
virally associated (HPV) cancers (Fakhry & D’Souza, 2013). 

Primary radiation treatment is used in early stage disease 
and often combined with chemotherapy or targeted agents in 
more advanced cancers. Advances in treatment has resulted 

in patients living longer and being cured of their disease, 
although the statistics are positively skewed by the HPV-related 
cancers that show improved treatment outcomes (Ang et al., 
2010; Ringash, 2015). Patients have to face a new and poten-
tially life-threatening diagnosis, while at the same time learn-
ing to interact with a health care system that may be foreign 
and frightening. Patients receive a great deal of information at 
the time of diagnosis and start of treatment and are expected to 
take on many new self-management activities as an outpatient. 
The period following the completion of therapy is another 
change for these patients and may also be difficult because 
ongoing support is not as accessible or frequent as during the 
treatment interval (Eades, Chasen & Bhargava, 2009). 

Treatment can be particularly debilitating and patients can 
suffer a host of short- and long-term physical, functional and 
psychosocial problems including pain, fatigue, difficulties with 
xerostomia, chewing and eating, dysphagia, odynophagia, loss 
of taste and appetite, malnutrition, candidiasis, weight loss, 
changes in speech, trismus, dental issues, facial disfigure-
ment, skin reactions and fibrosis, reduced activity and partici-
pation in enjoyable activities, poorer quality of life, anxiety and 
depression, body image disturbance, changes to social function-
ing, sense of self and other psychosocial challenges (Cartmill, 
Cornwell, Ward, Davidson, Porceddu et al., 2012; Lang, France, 
Williams, Humphries, Wells et al., 2013; Molassiotis & Rogers, 
2012; Nund et al., 2014; Penner, 2009; Wells et al., 2015). The 
impact on patients and families is profound and relatively fewer 
resources are available for ongoing support and rehabilitation, 
as compared to patients with more common types of cancer for 
which strong advocacy groups exist. 

Literature provides support that the diagnosis and treat-
ment of HNC is associated with significant changes, symp-
tomatology and impact on quality of life both during and after 
treatment. While there is increased understanding of treat-
ment outcomes and the physical and functional sequelae of 
treatment, less is known about the overall experience of indi-
viduals with HNC receiving radiation therapy and dealing 
with the transitions over the course of treatment, recovery, and 
post-treatment survivorship. 

The literature identifies the significant changes and symp-
tomology associated with HNC, but many studies have used 
predefined variables or defined the patients’ experience from 
the researcher’s perspective. What is missing is the holis-
tic understanding of the experience of receiving radiation for 
HNC from the perspective of those experiencing it. Thus, the 
purpose of this study was to gain an understanding of what it 
was like to receive radiation treatment for head and neck can-
cer from the perspective of those who had undergone treat-
ment. Ethical approval was obtained from the research ethics 
boards prior to beginning this work.
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METHODS
Design. This study utilized the interpretive descriptive 
approach based on the methodological work by Thorne 
(Thorne, 1997; Thorne, Reimer Kirham, & O’Flynn-Magee, 
2004). Interpretive description is an inductive analytic meth-
odological approach that can be applied to complex human 
problems in order to inform practice and produce knowledge 
for clinical understanding and direct application (Thorne, 
1997; Thorne, et al., 2004). Like other qualitative methodol-
ogies this approach emphasizes: 1) an exploration into the 
understanding of the phenomenon from the participant’s 
viewpoint or insider perspective, 2) a contextual inquiry, and 
3) acknowledging the participation of the researcher in the 
research (Streubert & Carpenter, 1999). 

Sample and setting. The participants in this study were 
accrued from the group of patients attending the ambulatory 
HNC clinic in a large urban comprehensive cancer centre 
for follow-up care after completing their radiation treatment. 
Purposive sample selection was used to seek participants rep-
resenting demographic variation (men, women, younger and 
older participants, etc.), but whose experience and perspec-
tives would have elements that are shared by others. Seventeen 
participants were accrued for the study, sufficient to permit 
the information-rich, case-oriented analysis of qualitative 
inquiry (Sandelowski, 1995; Thorne, 2008). While the sam-
ple included patients receiving varying lengths of treatment, 
the participants were interviewed at approximately the same 
phase of care, three to four months following the completion 
of treatment. All participants were 18 years of age or older, had 
received their full course of radiation treatment, were able to 
read and verbally communicate in English, and resided within 
50 miles of the cancer centre. 

Procedure. The interviews were conducted either in the par-
ticipant’s home or in the researcher’s office, depending on 
the choice of the participant. Participants were encouraged 
to tell the story about their experience of receiving radiation 
treatment for their cancer diagnosis. The initial question was, 
“What has it been like for you to experience radiation treat-
ment for your cancer”? An interview guide with prompts was 
used based on the chronology of diagnosis, planning, and 
treatment to ensure covering all ideas of interest and facilitate 
patients talking about their experience.

The majority of interviews took approximately one hour to 
complete. An additional 10–15 minutes was taken at the begin-
ning of the interview to confirm and obtain written voluntary 
consent, set up recording equipment, and ensure that the par-
ticipant felt comfortable.

Data analysis. All interviews were transcribed verbatim in 
preparation for data analysis. Giorgi’s (1985) analytical tech-
nique was chosen as the method of analysis for the study since 
it supported a repeated immersion into the data prior to coding, 
classifying, or creating linkages. Entire descriptions of the par-
ticipants’ experience, or all of the interviews, were read to get 
a sense of the whole story prior to beginning to code. This was 
followed by identifying transition units or units of description 

and extracting significant statements or phrases from the tran-
script that reflected the beginning and ending of an expression 
of a thought and directly pertained to the participant’s experi-
ence. This process in the analysis constituted discrimination 
of the data through describing the events without changing the 
participant’s language. The statements surrounding the iden-
tified transition units, within the individual interview, are also 
examined to maintain context of the constituent. The transitions 
or meaning units were then linked together within each inter-
view and examined for what they revealed about the experience 
through relating constituents to each other and to the whole. 
Analysis was done within interviews and then across inter-
views, to transform the concrete language of the participant into 
a consistent descriptive statement about the experience of par-
ticipants. Descriptive statements were used to illustrate the sit-
uated description while retaining the meaning of the treatment 
experience for individual participants. Interpretative analysis 
included cognitive processes of comprehending, synthesizing, 
theorizing and recontextualizing (Morse, 1994) resulting in the 
development of the themes which were conceptualized from 
the descriptive statements across interviews and supported with 
representative quotes (Thorne, 2008).

Rigour was ensured through the four criteria of credibil-
ity, fittingness, auditability, and confirmability (Sandelowski, 
1986, 1993). Strategies included investigator responsiveness 
and reflexivity, methodological coherence, purposeful sam-
pling, an active analytic stance and thematic saturation (Morse, 
2003; Sandelowski, 2000; Thorne, 1997). Additionally strate-
gies included a review of existing literature for “fittingness” of 
the results, and tracking analytical and process decisions in a 
research journal. 

Following initial analysis of the data, a single 90-minute 
focus group was held during an evening at the hospital. This was 
done to ensure that the themes reflected participant experiences. 

RESULTS
Twenty-six participants were approached in clinic and given 

information about the study. All agreed to be contacted by the 
researcher for further information. Seventeen participated in 
an interview while five declined after contact by the researcher, 
two could not be reached by telephone, and two were assessed 
by the researcher as ineligible to participate. Nine interviews 
took place in the researcher’s office and eight in the home of 
the participant. 

Twelve of the 17 people interviewed indicated interest in 
being contacted about the focus group. Between the time of 
the original interview, and the time of the focus group, two of 
the 12 had been diagnosed with a new primary lung cancer and 
one had a recurrence of the head and neck cancer. One par-
ticipant was out of the country and four were unable to attend 
due to travel distance. Four individuals were able to partici-
pate in the focus group. The focus group took approximately 
90 minutes to complete. All attending individuals participated 
and provided feedback about whether the themes and quotes 
reflected their experience. No changes were made to the 
themes since participants agreed that the themes and quotes 
reflected their experiences.
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Demographics. The demographic results are presented in 
Figure 1. Twelve males and five females were interviewed, 
most (11) were 50–69 years of age, and received once-daily 
radiation treatment. Two were treated with a hyperfraction-
ation (twice daily) treatment protocol. The majority of partic-
ipants (11) were married and living with family (12). While five 
participants had college or university education, the remainder 
had some high school (8) and four participants had less than 
high school education. Five participants had recent distress-
ing life events within the previous six months, including the 
death of an immediate family member, a spouse having been 
diagnosed with cancer at the same time or shortly before, or 
friends who had been recently diagnosed with cancer.

Interview Data—Themes
Five significant themes were derived from the data and are 

identified in a conceptual map in Figure 2. Themes do not 
reflect a linear conceptualization by the participants’ or by the 
researcher, and do not reflect a hierarchical order. While the 
themes may initially appear to reflect a chronology of partici-
pants’ experience, there is fluidity within and between themes. 
Pseudonym or fictitious initials are used to ensure the confi-
dentiality of each participant.

All participants in the focus group indicated that the themes 
were reflective of, and captured the essence of their experience 
during treatment. There was full agreement and support for 
the themes. No new perspectives about the data emerged from 
the focus group.

Theme 1—Making sense of the diagnosis. Participants talked 
about being overwhelmed, shocked, worried, and associating 

cancer with death and their own fear of dying. A future once 
assumed full of promise was now changed to one of potentially 
facing their own mortality. The initial search for meaning (i.e., 
understanding what happened) led participants to reflect on 
attributes of causation (why), as well as ‘why me’ and to later 
reflect upon questions of personal responsibility for their cur-
rent situation (risks related to diet, work, smoking, lifestyle).

The majority of participants sought consultation with a 
physician because they experienced intermittent or ongoing 
symptoms such as sore throat, irritation when swallowing, or 
felt a lump in their neck and suspected something was wrong. 
While the majority were suspicious something was wrong, 
no one initially thought of cancer as a possible reason for the 
symptoms. Despite two-thirds being smokers at the time of 
seeking consultation, none of the participants made a connec-
tion between their symptoms and a possible diagnosis of can-
cer. Many attributed their symptoms to causes such as a cold 
or infection, the weather, or a previous benign condition. All 
participants expressed feeling completely shocked by the sug-
gestion that a biopsy was needed and upon hearing the subse-
quent diagnosis of cancer. 

Uhm, and he’s (family doctor) sitting in his chair and he 
says ‘biopsy’, and that’s when I thought I had a fatal heart 
attack, cause it was the farthest thing from my mind. He took 
a biopsy, and then three days later he says, ‘guess what’? And 
that’s where it started. … And when he said those words (can-
cer), I mean, that was another ballgame altogether. It’s all 
over. You know, uh, ok, let’s get it together. I couldn’t believe it. 
I mean the word to me at 57, at my age, and growing up with 
that word, well, get your act together. I was in a state of tunnel 
vision when he was talking to me. I didn’t hear a damn thing 
he said. It’s overwhelming. It’s absolutely overwhelming. (AS)

The confirmation of the cancer diagnosis elicited emo-
tional reactions such as worry, reflections questioning ‘why 
me’, thoughts of death, and questions about the reality of the 
diagnosis. Cancer was first and foremost equated with dying. 
Participants described trying to appraise the situation and 
make sense of their cancer diagnosis and its implications. 
They expressed feeling brought up short by the shock of diag-
nosis, halting the normal expected flow of their life. Panic and 

Figure 2: Themes

Making sense of the diagnosis

Distress from disrupted expectations

Heightened awareness of self, 
others and the health care system

Strategies to ‘get through’ treatment

Living with uncertainty

Figure 1: Demographic Results

N = 17 patients
Children:	 Yes (16)
	 No (1)
Ages:	 30-49 (4)
	 50-69 (11)
	 Over 70 (2)
Living Arrangements: 	 Alone (4)
	 With family (12)
	 Roommate (1)
Sex:	 Male (12)	
	 Female (5)
Education level:	 < High school (4)
	 High school (8)
	 College/university (5)
Treatments:	 Radiation: OD (15), BID (2)

Employment:	 FT (5)
	 PT (1)
	 Retired (6)
	 Sick leave (4)
	 Unemployed (1)

Marital Status:	 Single (3)
	 Married (11)
	 Divorced (3)
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worry emerged, as they started to think about having cancer. 
Participants questioned ‘why me’ and tried to find explana-
tions for having cancer. Worry led participants to think about 
the meaning of their situation.

Once I found out I was positive, that kind of took the wind 
out of my sails and put me on a kind of an emotional roller-
coaster for about a week. We’re now fighting an enemy that 
we couldn’t fight in the traditional ways, so like I say, it took 
me about a week to really come to grips with what I was 
dealing with. (HH)

The diagnosis had a profound disruption on participants’ 
sense of self and their emotional well-being. Participants felt 
overwhelmed both in terms of receiving the diagnosis and 
what it meant to them in terms of their past and their now 
uncertain future. They experienced fear and terror, as they 
began to integrate having received a diagnosis of cancer and 
understand what it meant to them. The impact of hearing the 
diagnosis in the doctor’s office and having time to reflect prior 
to being seen at the cancer centre left people on their own 
to deal with their worries. This led to sleeplessness, anxiety, 
not being able to eat, and making conclusions that the cancer 
meant it was all over and they were going to die. 

Some days my mind was really in another place, when I kind 
of worked myself into these little cycles where I played out a 
worst case scenario and what would happen. (GG)

Only one individual was able to identify a formal resource 
or support person outside of the family from whom they could 
receive support during this period of time. 

Many did not have any reference point for comparison, not 
having known anyone with cancer of the head and neck. While 
most individuals may know someone or certainly hear about 
someone with an acute or chronic illness such as heart disease, 
or breast cancer, and smokers may even know someone with 
lung disease, participants certainly did not make the connection 
between smoking and head and neck cancer. Attribution of cause 
was not associated with smoking or self-identified risk factors. 
While no one spoke about punishment or getting cancer dir-
ectly from something they had done, some participants’ reflected 
upon other causes such as work, lack of sleep, poor eating habits 
or the impact of how they had lived their life. This early phase 
following diagnosis was marked by a halting of their current real-
ity; an abrupt disruption in normal routines including sleeping 
and eating, and being left to their own thoughts, interpretations 
and meanings without adequate resources or supports.

Theme 2—Distress from disrupted expectations. The sec-
ond theme included feelings about what life should be like, 
changes in routines (waiting, side effects disruption, the 
loss of independence) and the changed meaning of food 
(McQuestion, Fitch & Howell, 2011). Participants described a 
disruption in their expectations about their lives or a halting of 
life, as they had thought it would unfold. Life was expected to 
have taken a particular course or path and suddenly that path 
was disrupted. The changes led them to reflect and search 
for an explanation about why this had happened to them, as 
well as reflect upon past events or unresolved issues in their 

life. They talked about what they “should” be doing in terms 
of work, focusing on family, plans for retirement, retiring or 
starting a new business. They struggled to make sense of the 
changes to their everyday life and what was no longer a taken-
for-granted plan or set of activities and behaviours.

I could have retired in October. I’m still at it a bit, you 
know…thinking [about] the plans I had, well a year prior 
with my wife’s cancer, and that was a prelude to me. (AS)

Coincident with this were changes in normal life routines 
and the need to adapt to new routines dictated by the diagnosis 
and subsequent treatment. Participants described feeling over-
whelmed with so many changes happening all together. Waiting, 
coping with side effects and loss of independence emerged as 
significant aspects of the way people had to manage their lives. 
Waiting between diagnoses and being seen at the cancer centre, 
waiting for treatment to start, waiting due to treatment machine 
delays, waiting for appointments and transportation all impacted 
on their experience of long days during the treatment period. 
During the diagnostic phase they described feeling in limbo and 
having thoughts that fluctuated between the worst-case and best-
case scenarios. Once they were in the cancer system participants 
felt some relief. The feelings and self-determined interpretations 
of the waiting, led to increased anxiety.

So there was actually a period of time that all I knew was 
that I had cancer. Although they told me it was “X” cell car-
cinoma, I didn’t have it written down, so all I had was a 
medical term describing my cancer. And I guess, in the back 
of my mind, I thought it could be as bad as terminal to really 
being nothing, something very treatable. (GG)

Participants describe a range of side effects. Their expe-
rience was one of feeling the impact of multiple side effects 
together. While they had expected side effects based on the 
information they had received from care providers or in writ-
ten material, they described discrepancies between what they 
were told and what the that information meant to them. 

It’s because after 21 days, whatever, suddenly everything 
hurts, and it burns out, you know. Everything is dead inside, 
I don’t know, like raw meat or whatever. I was miserable and 
because there is much pain and I couldn’t swallow. I mean 
when it’s written SORE, it just means sore throat, like getting 
a cold. That was what I thought it would be, didn’t dawn on 
me to wake up one morning, you swallow and it’s a night-
mare. (SH)

Side effects were constant reminders of what they ‘couldn’t’ 
do. Participants talked about not truly realizing what the 
impact of treatment was going to be like. More than just being 
a hassle, participants described side effects in terms of a loss 
of something they had loved or enjoyed as a normal part of 
their life. For many, taste changes and mouth sores prevented 
the enjoyment of food and difficulties eating, leading to weight 
loss. Participants talked about difficulties of multiple side 
effects occurring together. While they knew cognitively what to 
do to manage side effects, such as regular oral rinsing to man-
age the thick saliva and oral dryness, the magnitude of that 
impact was not expected. 
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But you get the information but you can’t imagine that 
you’re going to go through that. You can’t imagine…like 
when Dr. X said ‘you won’t have any more saliva’, oh I 
thought, well that’s ok, I’ll manage. But I never thought my 
mouth and throat will be that dry. I never realized all the 
problems I would have with eating. (EG)

Side effects continued for several weeks after the comple-
tion of treatment. Most participants stated they expected the 
side effects to resolve faster than they did. Although they had 
been told to expect a long recovery, the actual course of recovery 
was perceived as being extremely slow. Participants frequently 
described hoping that each day would bring improvement.

I always thought to myself, things will get better, next week, 
next week, but next week never comes. But I was always hop-
ing (for the) next day, next week. (CKY)

Difficulties with loss of taste, appetite and difficulties with 
eating were associated with physical, social and emotional 
losses. This included the loss of favourite or enjoyable foods 
they could no longer eat, the loss of the pleasure and enjoy-
ment of eating, as well as the impact on social interactions 
related to symptoms or the amount of time it would take to 
eat. Food was no longer a taken-for-granted pleasure and a nor-
mal part of life. Food had taken on new meanings. Participants 
described the short-term and longer-term impact on their 
social lives because of the changes in eating and food. 

Participants experienced a loss of independence and 
were not able to engage in their usual activities to maintain 
independence. Many struggled with needing to accept help 
from others and described the loss of independence in terms 
of a loss of control. Needing help contrasted or challenged 
their perception of what it was to be strong and not wanting to 
be disruptive or a burden to others.

Theme 3—Heightened awareness of self, others and the health 
care system. Participants described experiencing an increased 
awareness of their surroundings, of cancer and of themselves, 
as a cancer patient, after their diagnosis. Their attention 
was caught and drawn to cancer through observing or being 
exposed to cancer in the media (i.e., newspaper or magazines) 
or being exposed to fundraising initiatives. They found them-
selves comparing their situation with that of others, seeing 
others at the cancer centre they thought were worse off than 
themselves, and being aware of others in the community who 
had survived cancer or were living with cancer. This awareness 
meant they were not the “only one” going through the same 
experiences. The isolation of being alone was reduced and the 
notion of others having survived the disease was comforting.

Okay, it’s not as bad as when you first hear the word cancer 
and you start to recognize and you start looking for exam-
ples in society. Just because you’re given a cancer diagnosis 
doesn’t mean that that’s a death sentence. There are many 
people that beat cancer and are walking amongst us, are 
working amongst us, and living amongst us. (GG)

Participants made comparisons between themselves and 
other patients receiving treatment. Many talked about how 
things could have been worse for themselves. Recognizing 

how their own situation could have been more difficult helped 
them appreciate their own situation in coping with and adapt-
ing to cancer and the associated disruptions. They also talked 
about others being worse off, seeing themselves in a more 
favourable perspective or position in comparison to others. 
It reinforced that they were not as bad off as they might have 
thought.

Life is life. I’m alive today. I’m going to live today. And that’s 
sort of where my mind is. It comes from because I saw little 
children with cancer that are much younger than I and have 
not experienced all the things that I’ve experienced, having 
been so lucky to experience, and they may get taken early. 
How fair is that? (DP)

Participants described noticing stories or the mention of 
cancer in the media more since their diagnosis. This was not 
a function of actually seeking out specific information, but 
rather being more aware of the number of times cancer is 
mentioned in everyday life. In the past, prior to their own 
personal exposure, they had not noticed these references to 
cancer. The personal experience had heightened their aware-
ness and made these references more relevant. As partic-
ipants became more aware of the disease and its treatment 
they found themselves reflective about and thankful for the 
highly skilled individuals in the health care system. A num-
ber expressed comments about being lucky to be in Canada 
and being able to receive their treatment in this country. 
Those who had lived in other parts of the world and had expe-
rienced other health care systems identified that other coun-
tries do not have the resources Canada has for health care or 
cancer care.

I’m also aware that, you know, in a lot of countries you 
wouldn’t get the treatment at all. It’s easy to assess or criticize 
things from an outsider, but it becomes much different when 
you become actually part of it. You have a whole different 
perspective once you’re part of it and once you’ve integrated 
into it. You have a different outlook, and I think that whole 
learning experience was a positive experience for me. (HH)

Theme 4—Strategies to ‘get through’ treatment. Participants 
identified a variety of activities, strategies or approaches they 
used to ‘get through treatment’ and cope with the diagno-
sis and treatment. Listening to advice from the doctors and 
nurses, staying focused on the day-to-day while being atten-
tive to tomorrow and a positive outcome of treatment, being 
positive and mentally tough, maintaining a routine, engaging 
in activities that would distract, using humour, and accessing 
support from others were strategies identified by many partici-
pants. Participants indicated that some of these strategies were 
similar to those that were helpful during other stressful situ-
ations or events in the past, or had been suggested by friends 
who had gone through cancer treatment. 

Throughout the whole thing, from when they first told me I 
needed radiation. Then I’m going to get radiation you know, 
because I want to get better. I don’t want to have this disease 
go any further than it has now. So I think that’s a positive 
thing for people to pick up on and use as a tool. (DP)
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Maintaining routines of exercise, such as walking to treat-
ment and work, was an important focus for many. Their rou-
tines served as reminders of what was important to them, what 
was valued, and who they really were. Staying with a routine 
acknowledged and reflected a capacity on their part to fight over 
the cancer. They could set goals about what they were doing day 
by day and how they would exert control over their day.

Listening to music, reading, knitting, and doing cross-
word puzzles were activities that participants used to cope 
with waiting and getting through the daily routine of coming 
for treatment. These activities could be seen as distractions, or 
as ways to fill the time, keep busy or doing something enjoy-
able. During the actual treatment, mental imagery was often 
used as a distraction to get through the time in the radiation 
treatment unit. Imagery was helpful for several people during 
the treatment episode while lying on the table with the mask 
bolted down to prevent any movement. 

There were a couple of days where the mask felt like it was 
too tight. But what I did, I listened to music each time I went 
in there. They have a CD player and you can listen to music 
while you’re getting treatment. So I’d go away to a different 
place that way, or I would just go away to a different place 
mentally. That’s why I said it’s good to be. Mental toughness 
is really a huge thing. (DP)

The use of humour helped participants with the day-to-day 
routine of treatment, managing side effects, and coping with 
treatment in general. Recognizing and accessing support from 
others including family, friends, colleagues, support groups and 
church members provided an important way of expressing feel-
ings and maintaining hope. Spiritual and religious beliefs were 
powerful strategies used by some participants both for personal 
strength as well as a venue for seeking support from others.

Theme 5—Living with uncertainty. All participants saw the 
future as uncertain and the majority spoke about it with a 
cautious optimism. They were cognizant of the potential for 
recurrence, but at the same time were starting to move for-
ward with their lives. Many talked about getting back to the 
normal activities of their life before cancer. They struggled 
with knowing and believing the cancer had been cured, yet 
they also expressed a strong desire to move beyond the cancer 
experience and to leave it behind. Their challenge was to find 
a way to live with the uncertainty that the cancer could come 
back.

I’ll say that, in my mind, I haven’t resolved the fact that I’m 
cured. I go for my MRI, I know that there’s a possibility that 
the scan will show something, and if it doesn’t I know there 
is the possibility that in a year from now or two years from 
now, that a scan may show something. I know that based on 
this type of cancer that maybe if within X number of years 
something doesn’t show up and in all likelihood nothing will 
show up after that, but those are probabilities. Although, in 
my mind, I would like to say that I have a clean bill of health. 
I know I’m not going to, and so, I’d be lying if I said that 
that’s not going to impact me. That has impacted me. But 
I don’t want that to affect me. … In many ways our lives are 
back to normal. This is something that I can’t say I’m past 

that obstacle, that hurdle in my life and I’ve cleared it. Well 
I may have cleared the majority of it, but I haven’t cleared it 
entirely. So, I still approach things cautiously. (GG)

Many participants were thinking about the future, mak-
ing adjustments and making beginning transitions to a new 
normal. They were assessing their life, what they still had in 
their life that was meaningful to them and what was and what 
wasn’t important. A few participants were pragmatic about the 
future, as well as life and death. They talked about the possi-
bility of dying from the cancer, but they could also die from 
something else. Several participants talked about how the can-
cer and treatment experience had changed their perspective 
on the priorities in their lives. For most, they recognized they 
were living without guarantees and it was important to live 
for today. They found they became more philosophical about 
life. The brush with mortality had forced them to take stock of 
what was important to them. 

No matter how much money you have, you cannot change 
yesterday. It’s a poem. It’s excellent. You cannot change yes-
terday, you can’t. It’s done. It’s a done deal. You have no con-
trol of tomorrow. The sun will come up and go down and the 
moon will come up and go. You have no control. You have 
control of this moment right now. Live for today and that’s 
what we do. Enjoy today, it’s a beautiful poem. (SH)

Despite treatment being completed, uncertainty continued 
to have a disruptive and emotionally stressful impact on par-
ticipants. Even though acute side effects from treatment were 
resolving for many and individuals began to resume some 
normal routines, the concern and burden of recurrence was a 
haunting reminder of an uncertain future. Participants were 
likely still grappling with changes, trying to figure out what 
was temporary or permanent and working through a pro-
cess of adjustment. They were beginning to learn to live with 
uncertainty. The lack of control over an unknown future led 
many to rethink their priorities in life and to live for today. 

DISCUSSIONS AND IMPLICATIONS
Making sense of the diagnosis. The diagnosis of cancer can 
have a devastating impact on a person’s life, leading the indi-
vidual to question the direction of their life, as they confront 
their own mortality, sometimes for the first time. Having a 
diagnosis of any type of cancer brings crisis, change and dis-
ruption, uncertainty, and loss to the forefront of one’s life 
(Björklund, Sarvimaki, & Berg, 2010; Lang et al., 2013). 
Findings from this study are consistent with existing litera-
ture. Some authors have identified that the initial response to 
the impact of a diagnosis of cancer is that of ‘existential plight’ 
where there is a focus on the meaning of one’s life and illness 
as well as thoughts and fears of death (Howell, 1998; Lee, 
2008).  The diagnosis is a catastrophic event associated with 
feelings of shock and distress as people strive to integrate the 
devastating information they have received from their physi-
cians and try to make sense of it (Lang et al., 2013). The diag-
nosis causes individuals to be “immediately shocked out of 
the complacency of their assumed futurity of their existence 
and their whole conception of themselves, their life and their 
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world” (Crossley, 2002, p. 440). Individuals experience a sense 
of disbelief, denial, and despair as a new reality is slowly recog-
nized (Holland, 1977; 2011).

Despite acknowledging personal risk factors for cancer (i.e., 
smoking), none of the current study participants made a con-
nection between their symptoms and a diagnosis of cancer. 
Hence, they were shocked upon hearing the diagnosis. People 
typically make the connection between smoking and lung can-
cer, but not to other types of cancer including cancers of the 
head and neck region. This may be, in part, due to the focus 
of media attention on smoking as a cause for lung cancer with 
little attention to other smoking-related cancers.

Distress from disrupted expectations. Disrupted expectations 
and the associated distress experienced by participants in 
this study related to the practical day-to-day events associated 
with waiting for treatment to start, waiting for appointments, 
changes in work, transportation needs and altered routines 
required by treatment, dealing with side effects and the phys-
ical and functional effects of treatment. Disrupted expecta-
tions were also associated with changes to life plans, future 
directions, and the psychological impact of the cancer diagno-
sis. Several authors have identified similar impacts of disrup-
tions to daily life experienced by patients and families and the 
impact on uncertainty, well-being, and being left to their own 
devices (Björklund et al., 2010; Larsson, Hedelin, & Athlin, 
2007; McQuestion et al., 2011). 

Many studies related to ‘waiting’ reflect systems issues 
associated with standard wait times, waiting lists for treat-
ment, the impact on medical outcomes related to treatment 
delays, or watchful waiting instead of treatment (Belyea et  al., 
2011; Dimbleby et al., 2013; van Harten et al., 2014). Very little 
attention has specifically been paid to cancer patients’ descrip-
tions of the impact of waiting. Irvin (2001) synthesized the lit-
erature and performed a concept analysis of the term “wait-
ing”. He defined waiting as “a stationary, dynamic, yet unspeci-
fied time-frame phenomenon in which manifestations of 
uncertainty regarding personal outcomes remain in suspen-
sion for a limited time” (Irvin, p. 133). The current study gives 
recognition to the distress that patients experience at the time 
of diagnosis of cancer and gives voice to the difficult period of 
waiting between receiving a diagnosis and referral to a can-
cer treatment centre. For patients with cancer, but specifically 
patients with head and neck cancer, the current study high-
lights their experience of not having adequate information, 
referral to resources in their own community or someone to 
talk to after receiving the diagnosis. Waiting was marked by a 
sense of uncertainty, loss of control and isolation, consistent 
with previous studies (Björklund et al., 2010; Lang et al., 2013; 
Larsson et al., 2007).

Heightened awareness of self, others and the health care sys-
tem. Research has shown that people with serious illness may 
use downward comparisons to enhance self-perception, up-
ward comparisons to seek inspiration and information, or lat-
eral comparison to those who have experienced similar stress-
ors or situations for emotional or information reasons and 
as a means of coping. (Bellizzi et al., 2006). Festinger (1954) 

initially described the theory of social comparison processes 
proposing that individuals would obtain a subjective feeling 
of meaning and accuracy in their own self-evaluation through 
comparisons with others. Downward comparison is a coping 
process and normal pattern of adaptation used by many people 
in comparing themselves with another who is less fortunate 
(Bellizzi, et al., 2006). The majority of patients in the current 
study used downward or lateral comparison in contrasting 
themselves with others. This may have been because people 
were reflecting upon their experience during treatment. They 
were still early in the disease experience, having recently com-
pleted treatment, and still living with uncertainty.  During the 
focus group, patients responded that comparing themselves 
with others who might be worse off was not to find themselves 
better than someone else but to appreciate where they were. 
They were coping with the diagnosis and managing through 
treatment.

Upward comparison with others who are doing well or 
are more fortunate may provide inspiration or ideas for cop-
ing rather than providing direct evaluations. Comparison with 
others may be particularly beneficial for those who perceive 
their own health or situation more negatively (Bennenbroek, 
et al., 2002). The use of upward and downward comparison 
is not mutually exclusive. Downward comparison may pro-
vide the yardstick for an improved self-evaluation and perspec-
tive, while at the same time, provides input for coping through 
seeking information from someone more fortunate. 

Strategies to get through treatment. Several authors have stud-
ied the psychosocial adaptation to cancer, including the vari-
ety of coping styles and strategies used by patients to reduce 
the emotional distress associated with the diagnosis and 
treatments. Pioneering work by Lazarus and Folkman (1984) 
described a cognitive approach to coping that involves pri-
mary and secondary appraisal of a situation or event, and use 
of emotion-focused and problem-focused strategies to cope 
with the emergent stress. Identified strategies have included 
engagement coping strategies (e.g., problem solving, plan-
ning, information seeking, positive reinterpretation, seeking 
social support), disengagement coping strategies (e.g., denial, 
fantasy thinking, problem avoidance, self-blame, social with-
drawal, substance abuse), seeking religion, and acceptance of 
one’s condition. While the literature has focused on the identi-
fication and quantification of coping strategies, the frequency 
or number of strategies used does not always suggest improve-
ment in coping or the outcome of using various strategies 
over time (Nail, 2001). Interventions using psychoeducational 
approaches have been shown to improve outcomes when the 
degree and type of information is linked to an individual’s cop-
ing style, degree of self-monitoring and perceived health threat 
(Roussi & Miller, 2014).

Haisfield-Wolfe et al. (2012) interviewed 21 patients with 
oropharyngeal or laryngeal cancer in order to describe their 
coping in the context of uncertainty during radiation treatment 
with or without chemotherapy. Side effects were distressing 
but the majority of patients perceived themselves as coping 
with an upsetting or rough experience. The symptoms as well 
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as fear and anxiety influenced their coping. Social support was 
utilized as well as strategies of ventilation, disengagement and 
a broad range of coping strategies to manage throughout the 
course of treatment. 

Participants in the current study identified many of the 
engagement coping strategies as being used and as helpful: 
stay focused and positive, information seeking from and lis-
tening to the doctor, seeking social support, using humour, 
getting feelings out, and utilizing religious beliefs and practi-
ces. Some strategies were identified for use during the day-to-
day routines of waiting or getting through the procedure of the 
radiation treatment, while other strategies were used to staying 
positive and focused while getting through the course of treat-
ment and reinforcing their sense of well-being. 

Living with uncertainty. Uncertainty has been identified as a 
significant aspect of living with cancer although the nature of 
uncertainty varies from diagnosis to treatment to post treat-
ment recovery (Ness, et al., 2013). It is present oriented and 
is grounded in a person’s perception of the meaning and out-
come of a situation (Mishel, 2000). For patients with cancer, 
uncertainty may be associated with an unconfirmed diagno-
sis or an ambiguous prognosis, being required to navigate the 
health care system, dealing with the complexity and unpredict-
ability of the disease and treatment, having insufficient infor-
mation, the risk of or actual recurrence of disease, perceiving 
setbacks related to care and treatment, unmanaged physical 
or emotional symptoms, adjustments required in the individ-
ual’s personal and work life, as well as lifestyle, all of which 
are correlated with a reduced quality of life (Haisfield-Wolfe et 
al., 2012; Suzuki, 2012). Uncertainty may be related to one’s 
inability to foretell the future, fears of recurrence, not feeling 
secure, being in doubt, not being in control or being unde-
cided about an event or decision or feeling a sense of being in 
captivity (Björklund et al., 2010).

Authors have also written about the temporal orientation 
of humans in daily life routines and how that future orienta-
tion is halted upon receiving a diagnosis of cancer and further 
challenged with the ongoing existential uncertainty related to 
fear of recurrence (Blows et al., 2012). Participants in the cur-
rent study also talked about the disruptions in life expectations 
and the uncertainty they felt about an expected future. While 
uncertainty pervades all phases of the cancer experience, par-
ticipants in the current study talked predominantly about the 
phase immediately following treatment and learning to live 
with cautious optimism. They were aware of the potential for 
recurrence but were hopeful that life would get back to nor-
mal, even if they were not sure if that would happen or what 
that normal would be. The experience of cancer had changed 
their perspective on priorities in life. They expressed an appre-
ciation of living for today without guarantees.

In a group of patients with head and neck cancer (Wells, 
1998), uncertainty was associated with distress, having time to 
reflect on their experience after having completed treatment, 
but not having anyone to talk to about their feelings. Clinicians 
were also less readily available for patients to share their expe-
rience and concerns or to gain understanding of what to expect 

following treatment. Sources and triggers of uncertainty about 
recurrence may include learning about someone else’s can-
cer or disease progression; experiencing new aches and pains; 
exposure to environmental triggers such as sights, sounds and 
smells that reminded them of their cancer experience; and 
information seen in the media. Contact with other patients 
can reduce feelings of uncertainty through social contact, emo-
tional comfort and support (Egestad, 2013). 

Compared to other types of cancers, there is limited 
research in how patients and families living with head and 
neck cancer experience or manage uncertainty. Current strat-
egies to support patients may include information provision 
or psychoeducation to reduce stress; screening and early inter-
vention for support and connecting patients with others who 
have gone through treatment themselves.

STUDY LIMITATIONS
Participants were recruited from follow up clinics in the 

head and neck cancer clinic. While purposeful sampling was 
utilized, it is acknowledged that the sample lacks broad varia-
tion since most patients had once daily treatment and no one 
had concurrent chemotherapy. It might be suggested that a 
study interviewing patients receiving concurrent radiation 
and chemotherapy or adjuvant chemotherapy may reflect dif-
ferent or unique experiences related to enhanced side effects 
and symptoms from treatment, hospitalization for part of their 
treatments, etc. Interviewing participants from a diversity 
of cultures may also provide other additional perspectives of 
the experience of receiving radiation treatment for a head and 
neck cancer.

IMPLICATIONS FOR NURSING PRACTICE, 
EDUCATION AND RESEARCH
Practice

The results of this study have important implications for 
patient care and nursing practice. Findings from this study 
will provide a detailed, rich description of HNC patients’ per-
spectives regarding the experience of receiving radiation treat-
ment for cancer of the head and neck. This understanding is 
necessary to develop meaningful and appropriate interven-
tions. The results of this study will provide information to pre-
pare and support future patients undergoing treatment and 
improve quality of care for this group of patients. 

Information and symptom management. Participants identi-
fied discrepancies between what they were told and their per-
ceptions of what that information meant to them (e.g., “when 
it’s written SORE, it just means a sore throat, like getting a 
cold”). While it is important to provide both written and ver-
bal information, it is critical for nurses and other health care 
professionals to assess what the patient wants to know, their 
readiness to learn, and what their understanding is of the 
information. Reinforcement and clarification of information 
can prevent misconceptions as well as construed meanings. 
Preparing patients for what to expect over the course of treat-
ment needs to be individually tailored to the person’s learning 
style and preference for information. The information needs 
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to be presented in a realistic way without creating fear or anx-
iety about future events. Utilizing thematic areas in the devel-
opment of patient education materials may provide insight 
into what the experience is like from the perspective of an 
informed participant. Patients would gain an understanding of 
what to expect through presenting information from an affec-
tive as well as cognitive paradigm of education. 

Symptoms are often experienced as multiple side effects 
occurring together rather than as isolated symptoms with a 
linear presentation. Patient education materials for symptom 
management are often written as individual symptoms with-
out any discussion of the impact of the symptoms on the indi-
vidual or how one symptom impacts another. Patients may 
benefit from patient education materials being written to 
include the notion of symptom clusters, both in their presen-
tation and interaction as well as their management. For exam-
ple, mucositis, thick ropey saliva, pain, and difficulty eating 
often occur as a symptom cluster. Written materials address-
ing how oral care and pain management can facilitate comfort 
and eating may assist the patient with utilizing interventions 
in a more effective way. This also has implications for future 
research addressing patient education and symptom clusters.

Participants also talked about the difficulty with symptoms 
continuing longer than anticipated and not knowing when 
improvements would occur or things get better. It is important 
to support patients during the transition following treatment 
when they are at home recovering from treatment. Further 
attention needs to be paid to better preparing patients for that 
post treatment phase and the slow recovery. Realistic expecta-
tions about the pace of recovery and ways to self-monitor need 
to be included in the discharge plan.

Support. Improved support ought to be incorporated for 
patients newly diagnosed, dealing with the shock of diagno-
sis, and waiting to be seen at the treatment centre. Participants 
identified that following diagnosis they felt shocked, over-
whelmed, that the wind had been taken out of their sails and 
that they associated cancer with death. They were left on their 
own to create their own meanings. For many individuals, con-
tact with a specialized oncology registered nurse (SON-RN) may 
not occur until the time of the first referral appointment at the 
cancer centre. RNs are well positioned to dialogue with patients 
about their experience receiving the diagnosis and then provide 
support in anticipation of meeting them at the cancer centre. 
Telephone contact with the patient prior to attending the can-
cer centre would serve to gain an understanding of the patient’s 
experience and concerns, level of anxiety, the patient’s and fam-
ily coping styles, and determine preferences for information, 
as well as language, transportation and other support needs. 
It would also provide an opportunity for the nurse to acknowl-
edge the patient’s concerns and worries and provide a resource 
or contact person at the cancer centre or in the community prior 
to attending the first referral clinic appointment. The model of 
ambulatory nursing and the nursing role within the clinic set-
ting would require review and modification in order to support 
nurses to address the needs of patients prior to contact at the 
first appointment at the cancer centre. Assessment of the indi-
vidual’s experience would provide a patient centred approach 

to care in addition to the problem-oriented assessments often 
done in clinics that predominantly focus on medical history, 
physical symptoms and what information the patient ‘needs to 
know’ to start the treatment process.

Participants identified multiple strategies that were used 
and found to be helpful with coping with treatment and its 
disruptions. While the recommendation of specific strategies 
needs to be tailored to the individual, patients also benefit 
from hearing about strategies that other patients have found 
helpful. Registered nurses need to be aware of what patients 
are identifying as helpful and to stay current with the literature 
in order to best support patients during and after treatment.

It is important to develop and evaluate transitional care mod-
els that would support the patient between the community and 
the treatment centre, both before and after the treatment phase 
as well as during transitions between providers and care areas 
within the treatment centre. Models of care following treatment 
should include ongoing contact with the cancer centre as well as 
community based programs. Currently few support groups or 
programs exist specifically for patients with head and neck can-
cer. International online community support groups exist that 
focus on the patients who have had disfiguring surgical proce-
dures (About Face - www.about-face.org) or for those living with 
laryngectomies (International Association of Laryngectomees 
[IAL] generally known as Lost Cord or New Voice Clubs - www.
theial.com). In Ontario, both Wellspring (www.wellspring.ca) 
and Gilda’s Club (www.gildasclubtoronto.org) have developed 
general support groups that patients and families living with 
HNC can attend, and more recently a Men’s Group has been 
developed to address the needs of male survivors and male part-
ners of people living with cancer. Most community resources 
are located in urban rather than rural settings, further limiting 
access. While general support groups and programs may assist 
patients with living with cancer and concerns that cross popu-
lations, specific support programs and resources needs to be 
developed to meet the unique needs of patients with head and 
neck cancer, including ongoing difficulties with eating and swal-
lowing and the associated social challenges. In response to this 
challenge, a site specific cancer survivorship program was devel-
oped at the Princess Margaret Cancer Centre to address the 
needs of patients and families living with head and neck can-
cer, focusing on program development and research conduct. 
Two programs were developed to support patients, with one 
designed at the beginning of treatment through reinforcement 
of education in a group setting (Prehab Class – Supporting You 
Through Treatment). A second and a two-part program was also 
developed to support patients following treatment (Getting Back 
on Track Following Treatment for Head and Neck Cancer) as 
they go through various transitions related to the slow improve-
ment of symptoms and changes related to eating and swal-
lowing. A cancer survivorship “map” was  created to provide 
patients and families an understanding of what to expect before, 
during and after treatment along with information and support 
resources that can be accessed at specific phases or through-
out the cancer journey (http://www.uhn.ca/PrincessMargaret/
PatientsFamilies/Clinics_Tests/Head_Neck/Documents/My_
Survivorship_Map.pdf).
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Health Services and Clinician Education
Despite personal risk factors, none of the participants made 

the connection between those risk factors and cancer of the 
head and neck. Tertiary care facilities often focus on treatment 
and follow up and provide little attention to prevention and 
education. Despite Canadian accreditation processes incor-
porating standards addressing health promotion, illness pre-
vention and early detection, the attention of care consistently 
focuses on treatment and follow up for early detection of 
recurrence. While facilities need to fiscally allocate resources, 
cancer centres could collaborate with community agencies 
to develop and implement educational initiatives addressing 
risk factors and prevention related to head and neck cancer. 
Registered nurses and other health care professionals need to 
be more proactive with addressing risk factors, and in partic-
ular smoking and alcohol use, with family members as well. 
Organization-wide smoking cessation programs are beginning 
to develop for patients, families and staff.

Research
There are multiple opportunities for future research result-

ing from the current study. It is important to develop and 
evaluate transitional care models that would support patients 
with head and neck cancer both in the community and attend-
ing the cancer centre. Patients spend their life in their own 
community and would benefit from programs and interven-
tions with the focus of care in their own settings. Research is 
required to address the needs of patients during the period 
from diagnosis to referral as well as needs following treat-
ment. Identification of needs following treatment would guide 
appropriate interventions to be either implemented during the 
treatment experience to better support individuals in prepa-
ration for the transition period following treatment, or in the 
community setting as part of ongoing support.

Understanding of what it means to wait is an important 
underdeveloped area of research in this group of patients. 
Traditionally wait times have focused on schedules and wait-
ing for diagnostic services or treatment to commence. It is 
important to expand this limited perspective of waiting and to 
provide a voice for patients. A better understanding is needed 
about what it means to wait and the impact that waiting has on 
patients, before, during and after treatment.

The geographic referral area, like many large treatment 
centres in urban settings, has a multicultural population. Do 

the experiences of participants reflected in this study also 
reflect the experiences of people from other cultures or com-
munities, for example, Asian patients with nasopharyngeal 
(NPC) cancer? They may have unique experiences as a result 
of the genetic link to NPC, cultural meanings and interpreta-
tions in the way they may experience the health care system, 
access to information, and whether individuals are new immi-
grants versus first generation Canadians.

Research is beginning to address symptom clusters.  
Research should be directed toward the assessment of how 
individual symptoms, including oral dryness, mucositis, 
pain, and difficulty eating impact on each other and the clus-
ter. Cognitive, behavioural and physiological interventions to 
manage the clusters of symptoms need to be developed and 
evaluated in order to reduce the disruption and distress from 
symptoms. Additionally we need to better understand how 
patients with head and neck cancer cope with changes in 
expectations around how the body functions and performs.

There is little research describing the experience or impact 
of uncertainty and fear of recurrence on the lives of those 
undergoing HNC treatment or living in the months and years 
following treatment. It is also not clear whether patients with 
head and neck cancer experience similar triggers for uncer-
tainty and threats of recurrence, or the impact in contrast to 
other groups of patients. 

CONCLUSIONS
This study adds to the present knowledge, describing what 

it is like to receive treatment, but it also reflects what it is like 
to live with a diagnosis of head and neck cancer, as experi-
enced and shared by the men and women in this study. It is 
recognized clinically and in the literature that this group of 
patients often lacks social support and resources between diag-
nosis and referral to the treatment centre, as well as during the 
recovery period and moving into survivorship. Support groups 
and community resources are limited. The study results pro-
vide nurses and other health care professionals with a deeper 
understanding of patients’ experiences as they face a new diag-
nosis and the associated treatment. While this study focused 
on patients with head and neck cancer, the findings related to 
the feelings of shock, worry, multiple disruptions and changes 
in routines, the use of multiple coping strategies, heightened 
awareness of self and others as well as living with uncertainty 
can be applicable to other patient populations.
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