
© 2018 Indian Journal of Palliative Care | Published by Wolters Kluwer - Medknow78

Original Article

IntroductIon

In oncology nursing, quality of life (QOL) is a relevant 
concept. The concept QOL has been discussed by many 
authors. In oncology, Ferrell et al. and Ferrans described 
conceptual models on four domains of QOL (http://www.hsj.
gr/medicine/definitions-and-conceptual-models-of-quality-of-
life-in-cancer-patients.pdf). Models are developed and tested 
based on the individual experiences since individuals are the 
only proper judges for expressing their QOL.[1] Hence, the 
qualitative research is the most apt methodology to develop 
the conceptual models based on the individual experiences.

Head-and-neck cancer (HNC) patients experience a variety of 
psychosocial problems in addition to physical problems. The 
psychosocial problems mainly include loss of self-esteem, 
uncertainty about the future, anxiety, and depression. These 
psychosocial problems may lead to isolation from friends and 
social and sexual tensions within families.[2]

Diagnosis of cancer and its treatment modalities have an effect 

on facial figure and functional capabilities. This will have 
a direct influence on clients’ self-concept and psychosocial 
well-being.[3] Different domains of self-image such as body 
image, self-esteem, and integrity are affected as a result of 
suffering from HNC.[4]

A person’s physical, emotional, and mental states are 
significantly impacted by cancer. QOL among cancer survivors 
is also at risk of decline up to several years after diagnosis. 
Maximizing the QOL for patients, their caregivers, and their 
families is primarily based on understanding and responding 
to the full impact of cancer and cancer-related well-being.[5]

Men also reflect feelings of personal worth, greater overall 
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self-acceptance, and adequacy than women. External events 
are less likely to be internalized by men and are less sensitive 
to rejection, promoting greater self-esteem and an elevated 
appraisal of self-worth. Men also perceive themselves as better 
equipped with intrapersonal strength to cope with stress.[6] 
Hence, this research aimed at developing the framework based 
on the experiences of women suffering from HNC.

Concurrently, the burden of HNC has a negative impact on 
QOL. Literature review suggests that psychosocial well-being 
and factors affecting that are an important aspect to be studied 
in patients with HNC. In qualitative research, the concepts 
are derived during the analysis phase based on the individual 
experiences and what they value. In quantitative research, the 
conceptual models guide the researcher in the process and the 
result of qualitative research is the emergence of conceptual 
models. Therefore, these tools can be considered for providing 
quality care on oncology nursing.

Methodology

Participants
This conceptual model developed as part of the study 
on self-image and QOL of HNC patients. This was a 
qualitative study conducted using phenomenological approach. 
Participants recruited in the study were seven women receiving 
radiation therapy as treatment modality during the 4th week of 
radiation from tertiary care hospitals. They ranged between 
40 and 65 years in age and were predominantly living with 
family. The educational qualification was less than primary 
education for all of them. Participants represented three different 
states of South India. The represented religious affiliations were 
Hindu, Catholic, and Protestantism. Participants were recruited 
for the study using “purposive sampling,”[7] i.e., selecting the 
cases that benefit the most for the study since they are rich in 
information as they have experienced the phenomenon and 
were able to articulate that experience. The guiding principle 
used in deciding the sample size (sampling) was data saturation, 
i.e., sampling to the point where there was no new information 
obtained.[7] Sampling was ended when saturation was achieved.

Data collection and analysis procedure
Data were collected by face-to-face interview with the 
participants. In-depth, open-ended interviews were conducted 
to elicit and explore their perception on QOL and experiences 
of living with HNC using a preprepared interview guide. For 
encouraging and eliciting broad responses and communicating 
their own experiences, understandings, and perspectives of 
living with HNC, an open-ended broad question was posed. 
A set of subsequent questions were posed based on the 
responses to the broad question to obtain in-depth information. 
Interviews lasted between 35 and 60 min and were audiotaped. 
The nonverbal behavior was documented in the dairy. Data 
collection and analysis was done simultaneously. Each 
participant was approached twice, the first one was for data 
collection and the second one was for member checking,[7] 
obtaining participants’ reaction by providing feedback of 

emerging interpretation for establishing the credibility of 
qualitative data. The researcher  bracketed[7] herself to gain 
insight into the common features of lived experience by 
identifying and holding in abeyance preconceived opinions 
and beliefs about the phenomenon under the study. The 
amount of data saturation was decided based on the consensus 
between two researchers. The patterns of subthemes and 
themes emerged out of analysis using Husserl’s descriptive 
phenomenology. Thus, the conceptual framework is developed 
and designed based on the themes derived from the experiences 
of participants suffering from HNC.

Husserl’s descriptive phenomenological approach was used to 
reach the true meanings through engaging in-depth into reality, 
by emphasizing the descriptions of human experiences such 
as seeing, hearing, believing, feeling deciding, remembering, 
evaluating and acting.[7]  Open Code software 4.0 (OPC 4.0) 
version (Sweden) was used to analyze the data. The Colaizzi 
process for phenomenological approach was followed to 
analyze the data.[8] In view of obtaining the general sense 
of the whole content, each transcript was read and re-read 
following which a significant statement appropriate to the 
phenomenon under the study was extracted. Coding was done 
after formulating a significant meaning from each statement. 
Similar patterns of codes were sorted into subthemes and 
themes and integrated into an exhaustive description of the 
phenomenon under the study [Figure 1]. The phenomenon was 
also described to the research participants to validate whether 
the phenomenon described by the researcher is the same as 
that of the experience of the participants.

results

The data analysis, in this study, generated over 200 codes, 
13 subthemes, and 5 themes. The key categories of subthemes 
and themes are represented in Figure 2. The phenomenon that 
emerged from the data analysis represents the experience 
of “Personified as paragon of suffering.optimistic being 
of achieving normalcy” [Figure 1]. During the 4th week 
of radiation therapy, patients with HNC experience many 
physical symptoms such as difficulty in eating, swallowing, 
difficulty in verbal communication, tiredness, pain, and 
changes in the salivary secretion in addition to psychological 
symptoms and social problems. Subthemes related to these 
symptoms are depicted in the outer small circles in the model. 
The main themes evolved were represented in the inner bigger 
circle. The subthemes were linked to each other, and all 
subthemes were linked to the main themes by intersecting the 
outer line of the inner circle, considering the HNC participant 
as a whole system. This model has balance as the main symbol 
because these attributes represent themselves or personify 
as the model or paragon of suffering. Concurrently, the will, 
desire, and optimism of being cured and leading a healthy life 
in the future were certain in them. Thus, participants continue 
to experience both positive and negative feeling and there 
was a balance between the suffering at present and optimism 
toward achieving normalcy in the future. Nevertheless, the 
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balance between these two constructs may fluctuate based on 
the context of suffering, which was represented by the arrows 
on either side of the model [Figure 1].

Theme 1: The maladjusted way of eating
This theme describes the physical symptoms experienced by 
the participants. The focused experience was pain, difficulty 
in eating and swallowing due to pain, limited choice of food, 
impaired oral mucus membrane integrity, impaired salivary 
secretion, and changes in the quantity and consistency of saliva. 
Perception of loss of control over chewing and swallowing, 
restricted eating, and painful eating or eating were regarded 
as painful experiences under this category.

Theme 2: Disruption of day-to-day life

Interruptions in the regular day-to-day activities are described 
under this theme. The ordinary everyday routine was disturbed 
due to the long-term stay in the hospital. Being away from 
home and family, feeling like going home, disruption of 
everyday activities due to physical symptoms, inability to 
perform daily activities due to physical symptoms and side 
effects and fatigue, inability to sleep or sleeping for longer 
duration due to fatigue, and difficulty in spending the time 
during the stay in the hospital were the experiences described 
under this category.

Theme 3: Moving between hope and despair about life
The experiences of HNC patients based on the perception of 
their present life and future expectations were described under 
this theme. The experience of living with HNC engendered 
them to feel desperate and conversely had an expectation of 
being cured and leading a normal life in the days ahead. The 
notion of incapacitation, i.e., the conception of deprivation 
or debilitation, was described by the participants such as 
inability to help oneself and decreased strength and power. 
Feeling empty describes the lack of meaning in the life or 
giving up the hope and conversely they also remained hopeful 
about future and had an inspiration of optimism about the 
future life by having faith in God of being cured and getting 
well soon.

Theme 4: Intuition of being healthy is supreme need
The participants of the study opined that being in the state of 
good health to self and others was the supreme need. Looking 
attractive externally was insignificant and looking good 
externally was immaterial. Desire of being in the state of good 
health for self and others was expressed by the participants 

Personification and optimistic being

Paragon of suffering Achieving normalcy

1. The maladjusted way of eating
2. Disruption of day to day life
3. Moving between hope and
 despair about life
4. Intuition of being healthy is
 supreme need
5. Persistent taciturnity

• Loss of control over
 chewing and
 swallowing
• Restricted eating
• Painful eating

• Loss of family
 togetherness
• Disrupted way of life

• Notion of incapacitated
• Feeling empty
• Hopeful about the future
• Utmost trust in god
 for the future

• Desire of good
 health to all
• Immaterial of external
 appearance

• Spending time on
 unimportant task
• Inefficacious attempts
 to communicate

Figure 1: Conceptual model of the phenomenon of lived experiences of head‑and‑neck cancer patient.

The maladjusted way of eating 
-Loss of control over chewing
 and swallowing
-Restricted eating
-Painful eating

Disruption of day to day life
-Loss of family togetherness
-Disrupted way of life

Experiences of
head and

neck cancer 

Moving between hope and
 despair about life
-Notion of incapacitated
-Feeling empty
-Hopeful about the future
-Utmost trust in god for the
 future

Persistent taciturnity
-Spending time on
 unimportant task
-Inefficacious attempts
 to communicate

Intuition of being healthy is
supreme need
-Desire of good health to all
-Immaterial of external
 appearance

Figure 2: Themes and subthemes based on the experiences of 
head‑and‑neck cancer women.
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with the feel of no one else suffering from such illness of head 
and neck cancer. Less attention was focused toward external 
appearance and mention of looking good externally was not 
worthy; rather being in the state of good health is significant.

Theme 5: Persistent taciturnity
Remaining detached for a longer duration due to inability to 
communicate properly was described under this theme. The 
patients feel that their verbal communication was inefficacious 
due to loss of voice and tone. Moreover, communication 
was difficult owing to changes in the oral mucus membrane 
and pathology. Participants remain detached or involve 
in unimportant activities to spend their time. Excessive 
secretion of the mucus, changes in the integrity of oral mucus 
membrane, presence of oral ulcers, changes in the tone, and 
inability to move the tongue were few of the major causes for 
difficult communication. The participants remained detached 
from others since the communication was difficult. Since the 
effort on communication was nugatory, the participants also 
verbalized that they do not communicate with others.

dIscussIon

The conceptual model of QOL of women presented in 
Figure 2 is drawn from the words and understandings of 
a diverse group of women suffering from HNC. QOL is a 
multidimensional concept. In the present study, pain was the 
most excruciating symptom experienced by the participants 
and was the root cause for other experiences such as 
inability to eat and chew, disrupted way of life, and notion 
of incapacitation; however, the symptom was sufficient to 
affect other domains of QOL.

The four major dimensions of QOL – physical symptoms and 
well-being, social well-being, psychological well-being, and 
spiritual well-being – for cancer patients is best described by 
the conceptual model developed by Ferrel et al. The model 
demonstrated that the experiences of pain and fatigue are the 
variables that influence all the dimensions of QOL.[1]

The subthemes and themes evolved from the study were 
linked to each other by considering that one experience can 
affect the other directly or indirectly. The patient with HNC 
was considered as holistic in the current research. The most 
influential definition of health which is also internationally well 
known by World Health Organization is “a state of complete 
physical, mental and social well-being, and not merely absence 

of disease or infirmity.” Health is considered as a holistic view 
which includes all aspects of physical, mental, and social 
domains. Health has been considered as an ancient concept. 
QOL is coined in the 20th century to measure the health status 
since the disease-specific data and the traditional medical 
survival were not sufficient to measure health.[9]

conclusIon

The concept of QOL is relevant to nursing discipline. Cancer 
and cancer-related treatments greatly impact the QOL among 
cancer patients. Continuous evaluation of impact of cancer and 
cancer treatments, adopting strategies to decrease the adverse 
effects, and improving the QOL are very much essential for 
oncology nurses and caretakers of oncology patients. This 
conceptual model will contribute to develop strategies to 
improve physical, psychological, and social care to improve 
the QOL of women suffering from HNC.
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