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ABSTRACT

The adherence to concurrent chemoradiotherapy can be a practical
challenge and a factor influencing patients’ choices for treatment. In a bid to enhance
true benefits of person-centered care, the radiation oncology team need to focus on
quality of relationships and interactions between patients with head and neck cancer
and their family, as well as health care professionals. This study applied a participatory
action research for the development of a person-centered model towards treatment
adherence, symptom management, and satisfaction among radiation oncology team and
patients with head and neck cancer and their family during concurrent
chemoradiotherapy. The study was divided into 2 phases, with data collection including
the interviews and observations of focused-groups and document reviews. Moreover,
the Graneheim and Lundman’s steps were employed for content analysis throughout
the study.

The first phase was designed to explore the experiences and needs of 15
patients and 8 family members with regard to care process and radiation oncology team
services during concurrent chemoradiotherapy. The findings revealed 3 main
categories: overwhelming information, unpleasant symptom cluster, and strategies to

adhere to treatment regimen. Meanwhile, the experiences of 23 radiation oncology team
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members were also investigated. The results emerged 4 main categories: role and
competency, environment of healing, person-centered approaching, and fragmentation
of care. All of these data and information can lay a foundation for the development of
a tentative person-centered model in the delivery of concurrence chemoradiotherapy
services.

The second phase was purposed to develop the person-centered model. This
model was based on the approach of participatory action research of Kemmis and
McTaggart’s (1988), which included the action research spiral of individual and
collective self-reflective cycles as a methodology contained four activities, plan, act
and observe, and reflect. Then, the revised-plan was continued during the model
development with 3 cycles in this study. According to the findings, the antecedent of
person-centered model was derived from the participatory action research approach,
specifically the crucial role of radiation oncology nurses and their competences as a
pivotal part in building the effective radiation oncology teamwork, as well as healing
environment towards the efficacious management of unfavorable symptoms. Whereas,
the clinical practice guidelines, work procedures, educational and information systems,
continuity, empowerment, and person-centered approach were also implemented to
contribute the direct care for patients with head and neck cancer, which required a good
collaboration between the radiation oncology team and other healthcare professionals.
The specific outcomes comprised treatment adherence, symptom status, and
satisfaction on the changing towards a better care process in practice for both patients
and healthcare team.

For suggestions, some replications and continuous reviews are needed in
the person-centered model towards a complete confidence in its effectiveness and
efficacy. Moreover, further collaboration with other multidisciplinary health care teams

should be promoted and developed in the long run.

Keywords: Person-Centered Care, Model Development, Participatory Action Research,

Head and Neck Cancer, Chemoradiotherapy
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CHAPTER 1
INTRODUCTION

1.1 Background and significance of the study

Cancers in the head and neck area include paranasal sinuses, nasal cavity,
oral cavity, tongue, salivary glands, larynx, and pharynx (nasopharynx, oropharynx,
and hypopharynx) (Tangjaturonrasme, Vatanasapt, & Bychkov, 2018). Head and neck
cancer (HNC) is the 6 most prevalent type of cancer, annually with almost 600,000
new cases worldwide (Chaturvedi et al., 2013). The National Cancer Institute, Thailand
reported that oral cavity, oropharyngeal, nasopharyngeal, and hypopharyngeal cancers
remain a public health concern during the year 2015, with the incidence over 1 per
100,000 population (Imsamran et al., 2015). In addition, the cancer registry at
Chulabhorn Hospital reported nearly 200 new cases of head and neck cancer in
2017.Meanwhile, there are some evidences in the US and Europe where head and neck
cancer accounts for 3-4% of all malignancies. Approximately 63,000 cases in the US
develop head and neck cancer annually with 13,000 deaths, while 250,000 cases in
Europe have head and neck cancer with 63,000 deaths per year.(Fitzmaurice et al.,
2017; Siegel, Miller, & Jemal, 2017). Risk factors for head and neck cancer comprise
tobacco use, alcohol consumption, and oncogenic virus infection. Particularly, the
incidence of human papilloma virus-associated oropharyngeal cancer has been
increasing in developed countries and could exceed that of cervical cancer by the year
2020 (Marur & Forastiere, 2016). Men are significantly affected more than women,
with the rate ranging from 2:1 to 4:1 (Ferlay et al., 2015).

More than half of these patients require radiation therapy (RT)for both
palliative care and curative treatment (Baskar & Itahana, 2017).To date,
multidisciplinary approaches are based on the combination of surgery, radiotherapy,
and chemotherapy for HNC treatment. Whereas, concurrent chemoradiotherapy
(CCRT) is suggested as the standard treatment for advanced stage head and neck
cancer, especially in non-operable patients or those with poor morbidity for
surgery(Mallick & Waldron, 2009; Pignon, le Maitre, Maillard, Bourhis, & Group,
2009; Yom, 2015). Nonetheless, the combined chemotherapy with external beam
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radiation therapy often increases toxicity and side effects related to treatment, which
impeded patients from completing the course of treatment (Igbal et al., 2017; Pan et al.,
2017; Sio et al., 2016). Recent research reported that nearly 50% of the patients lost
one to six days of radiation therapy, while 10% failed to receive treatment
approximately seven to fourteen days due to hospitalization and toxicity(Kumar, Tudu,
Kumari, & Sahoo, 2017; Kimberly Thomas et al., 2017).Also, the loss to treatment for
more than two days could result in an almost four-time increased risk of unfavorable
outcomes and related to a decreased survival. Besides, patients with laryngeal tumors
who lost treatment in radiotherapy had a 68% higher risk of death than those with no
loss to treatment (Fesinmeyer, Mehta, Blough, Tock, & Ramsey, 2010). Hence,
treatment adherence is typically defined as receiving longer treatment of approximately
7 days, which necessitates for favorable clinical outcomes, theoretically in accordance
with the loss to control of 1.7% per non-planned loss to treatment. This also lessens the
consecutive rate of treatment control by 10% within 5 years (Kumar et al., 2017).

A recent study on HNC revealed that social and therapeutic barriers are the
most common factors of non-adherence to radiation therapy. These social factors
include a lack of family support and financial constraints. Also, therapeutic barriers
may be caused by the side effects and duration of treatment regimens. Moreover, the
lack of education on the course of treatment can result in emotional complications, such
as anxiety or depression, leading to non-adherence to treatment. (Rangarajan &
Jayaraman, 2017).Nonetheless, common therapeutic barriers are mostly from the side
effects of radiotherapy (Ferreira, Sa-Couto, Lopes, & Khouri, 2016). Failure to the
scheduled appointments, regardless of the delay in starting treatment or discontinuing
treatment, can cause problems in terms of the effectiveness of health care delivery and
the overall health outcomes (Miller, 2016). A previous study showed that treatment-
related toxicities, such as mucositis, skin reaction, and hematological toxicity, could be
the most common causes of non-adherence to radiation therapy, especially in those with
head and neck cancer (K. Thomas et al., 2017).

The conformity to treatment is critical for favorable clinical outcomes,
which should involve patients and their family, as well as health care providers (K.
Thomas et al., 2017). Effective symptom management during radiation therapy is also

crucial for the most favorable oncology outcomes due to the continuity plan of
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adherence to treatment (Fogh & Yom, 2014). Studies have shown the positive outcomes
with the involvement and empowerment of patients and their family in any discussions
on treatment goals and lifestyle adjustments. Accordingly, health care providers should
focus on the main concerns, perceptions, feelings, and expectations of patients towards
a more positive attitudes and enhancement of adherence to treatment(Hall, Irish, Gregg,
Groome, & Rohland, 2015). A guideline on the measurement of adherence to treatment
can be helpful to identify the main causes of non-adherence treatment in patients,
leading to quick responses from patient’s feedback.(Gupta, Baxi, & Hoyne, 2017
Siddiqui & Movsas, 2017). Additionally, several studies have adapted the feedback
intervention, with focusing on individual needs and level/type of treatment-related side
effects, to improve treatment outcomes through the method of self-monitoring and
perception on health problems and ways to cope with them (Roussi & Miller, 2014).

The literature review provides support for the understanding of patients’
expectations on treatment, including self-management activities, particularly as
outpatients (Bauer, Laszewski, & Magnan, 2015; Ullgren, Tsitsi, Papastavrou, &
Charalambous, 2018). Patients can often take their role in decision making for their
own medical treatment, while health care providers should adjust themselves towards
a more supportive role (Gebreweld et al., 2018). The medical rights for patients,
especially those with chronic illnesses, must be also determined as individual
preferences (Odom-Forren & Wesmiller, 2017). Moreover, health care professionals
must encourage patients to play a more active role in making their own treatment
decisions according to preferences, beliefs, and individual backgrounds (Miller, 2016;
Samalin et al., 2018).

The Institute of Medicine (2001) defined a patient-centered approach as
one goal for the improvement of health care system in responsive to the needs, values,
and preferences of each individual patient to assure overall clinical decisions. The main
focus of a patient-centered care is on patients themselves (Institute of Medicine, 2001).
The patient-centered care can be described in other terms as person-centered care,
personalized care, and user/client-centered care. These terms are all referred to holistic
approaches of care in personal context and each individual needs, preferences, and
beliefs (Ekman et al., 2011). By focusing on personal needs and preferences, there have

been more evidences demonstrating a wide range of services and changes in person-
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centered designs to enhance patients’ experiences and increase nurses’ satisfaction
(Gray et al., 2016).

There are more research on the implementation of a person-centered
approach in various types of diseases, such as patients’ involvement in the design
process of a tele-healthcare application to monitor symptoms and train on physical
fitness in those with lung cancer, which could optimize patients’ compliance to
treatment(Olsson & Lau, 2015). To facilitate treatment compliance, several skills need
to be developed to implement a person-centered approach in patient care among health
professionals. The person-centered care requires cooperation between healthcare
providers, patients and their family to enhance patients’ ability and willingness to
participate in their own health care(Delaney, 2018). The implementation of this
approach has been shown to improve disease-related outcomes and quality of life
through a shared understanding of all parties involved in the treatment. This approach
enables patients for their active participation in the choices of care and treatment. Self-
management results in the improvement of treatment adherence and control of chronic
diseases. In addition, it can supplement patients’ ability to handle with adverse side
effects and understand the importance of treatment adherence(R. M. Epstein, Fiscella,
Lesser, & Stange, 2010).

A team of radiation oncology basically consists of radiation oncologist,
medical physicist, radiation therapist, radiation oncology nurse, and allied health
personnel to provide radiotherapy for cancer patients. To integrate nursing care for
patients and their family during radiotherapy, the radiation oncology nurses daily play
their roles as a part of the team to assist patients and their family for the knowledge in
management of symptoms and side effects from treatment (P. Rose & Yates, 2015).
The standards of nursing care in radiotherapy are in accordance with the international
guidelines, such as the National Cancer Institute and the institutional professional
practice guidelines. While, the monitoring of acute and late symptoms complies with
the Radiation Therapy Oncology Group (RTOG) and the European Organization for
Research and Treatment of Cancer (EORTC) for toxicity grading score guidelines.
Besides, the weekly monitoring of physical and psychological side effects by radiation
oncology nurses becomes a standard of care to weight and address patients’

complaints(Hollis & McMenamin, 2014). The main role of radiology nurses is to enrich
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the involvement of patients and their family in the treatment process. Importantly, it is
challenging for nursing professionals to assist patients in dealing with treatment-related
side effects (Hollis & McMenamin, 2014; Kujala, 2003).As a result, the nursing care is
designed to meet both physical and psychological aspects, as well as educational needs
of patients and their family.

In order to optimally achieve patients’ adherence to treatment, it is essential
that nursing professionals better prepare patients to handle with their treatment
experiences by identifying all parameters related to treatment adherence as stated in the
Hospital Accreditation Institute, Thailand, with emphasis on the quality and safety in
health care system (The Healthcare Accreditation Institute (Public Organization),
2018). The outcomes of quality health care, especially in radiation therapy, are based
on patients’ adherence to any suggested treatment regimens. Adherence may be
measured by using either process-oriented or outcome-oriented metrics, with the
development of guidelines or protocols among health care professionals. The adherence
protocols need to be ensured on the effectiveness of interventional treatment. Recently,
there has been an evidence on the skin care intervention during radiation therapy to
affirm that the level of patient adherence to any skin care regimens is more important
than the treatment product itself towards favorable outcomes in patients(Bauer et al.,
2015). The understanding of adherence approach requires multiple concepts and tools
to encourage patients’ adherence. In a previous study, key factors were set for
adherence to treatment, including assessment of patient’s knowledge and understanding
of treatment, clear and effective communication, as well as trustworthiness in
therapeutic relationship. Whilst, knowing of “a person”, mutual collaboration, and
adherence to measurement should also be coupled to improve and promote positive
outcomes (P. Rose & Yates, 2015).

There are many challenges and opportunities to engage patients and their
family in cancer treatment. Patients’ preferences and individual factors are not usually
key factors for the efficacy of engagement. Sometimes, problems arise from patients’
adverse experiences and lead to more serious issues, such as discontinuity of treatment
and poor symptom management, which substantially require the improvement of
nursing practice to enhance treatment adherence. A person-centered design encourages

patients to take part in treatment planning and health care monitoring, hopefully as a
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key strategy for better symptom management outcomes (Odom-Forren & Wesmiller,
2017).The core of a person-centered design process is the identification of each
individual’s needs and preferences, especially in terms of their perceptions and
experiences(Harte et al., 2017; The Healthcare Accreditation Institute (Public
Organization), 2018). Moreover, an individual patient is considered as an active
participant in the person-centered approach for therapeutic relationship to meet
personal needs of health care. Thus, radiation oncology nurses who are willing to
engage patients in the management of their treatment-related symptoms and toxicities
should identify particular situations, which lead to non-adherence treatment as
parameters influencing patients’ motivations, preferences, needs, and barriers to
comply with their course of treatment (Hansson, Carlstrom, Olsson, Nyman, &
Koinberg, 2017; Samalin et al., 2018; Seewoodharry, Maconachie, Gillies, Gottlob, &
McLean, 2017). The principles of person-centered care are well considered in
outpatient radiation therapy to handle toxicities and develop nursing relationship
towards each individual patient and their family over the course of treatment. However,
these issues may be personal-dependent and nursing practice should be administered as
standardized procedures. Meanwhile, all processes are largely functional, with limited
emphasis on continuity of care, patient education, and individualized interventions.
Since the radiation oncology acts as a highly technological unit, it is important that
multidisciplinary collaboration and effective communication should be identified as
key factors to enhance the implementation of this new model of person-centered care
in practice (P. Rose & Yates, 2013).

The adherence to concurrent chemoradiotherapy can be a practical
challenge and a factor influencing patients’ choices to adhere with treatment. In clinical
practice, it is a common fear at the starting of treatment, disagreement with treatment
plans, failure to see the value of treatment, or decision to try alternative therapy. Also,
the high cost of radiation therapy treatment may be a particular challenge for
patients(Chadwick, 2016). In order to find out the individual problems and needs, the
health care providers are usually not taken into account regarding of volume of patients
overload and pile of paper works in daily routine. Therefore, patients have no voice for
their preferences and needs, particularly in the specialized setting as radiation oncology

clinic where multidisciplinary professionals work together. Moreover, other factors
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which make treatment difficult for a patient to adhere include problems with
transportation, working time, and having a relative or a caregiver with the patient during
the period of treatment. To realize true benefits of person-centered care, the care
providers of radiation oncology need to focus on quality of relationships and
interactions between patients and their family, as well as health care professionals
(Bolderston, 2016).

A participatory action research can be an appropriate methodology to
explore real situations, while implementing changes that contribute to the effectiveness
of healthcare systems and outcomes (Padilha, Sousa, & Pereira, 2016). Hence, the
researcher purposes to conduct a participatory action research to investigate real
situations in existing service system and develop a person-centered model for nursing
care to meet the needs and enhance the capabilities of patients and their family towards
treatment adherence, symptom management, satisfaction of both radiation oncology
team and head and neck cancer patients and their family.

1.2 Research Objectives
To develop a person-centered model for enhancing treatment adherence,
symptom management, and satisfaction among radiation oncology team and head and

neck cancer patients and their family during concurrent chemoradiotherapy

1.3 Research Questions

1.3.1 What are the experiences of head and neck cancer patients and their family
during concurrent chemoradiotherapy?

1.3.2 What are the challenges from the perspective of radiation oncology team
during concurrent chemoradiotherapy?

1.3.3 What are the characteristics of a person-centered model for enhancing
treatment adherence, symptom management, and satisfaction among radiation
oncology team and head and neck cancer patient and their family during concurrent
chemoradiotherapy?
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1.4 Scope of study

The study aimed to develop a person-centered model, with mutual
collaboration between the radiation oncology team including radiation oncologists,
radiation therapists, radiation oncology nurses, and allied health personnel, as well as
HNC patients and their family during concurrent chemoradiotherapy, using a
participatory action research methodology proposed by Kemmis and McTaggart’s
(2000) through self-reflective cycles.

The process was purposed to initiate meaningful and effective
healthcare services for HNC patients in terms of enhancing treatment adherence and
satisfaction among radiation oncology team and HNC patients and their family during
concurrent chemoradiotherapy as shown in Figurel. The care process began at the
consultation day until the last day of radiation therapy according to the planned

treatment.

consultation | CT-Simulation Week 1 Week 2 Week 3 Week 4 Week S Week 6 Week 7

Radiotherapy

66-72 Gy V V NV NNV NNV NNV NNNVYN | ANV [ AV
33— 35Fractions
Chemotherapy

Cisplatin i\( i\\( *

100 mg/ m2

CMT: Cisplatin 100 mg/ m2 in concurrence with radiotherapy. Repeat cycle every 3 weeks
RT: (IMRT or 3D-CRT) 66 Gy (2.2 Gy/Fraction) to 70-72 Gy (1.8-2.0 Gy/Fraction) daily Monday-Friday

Figure 1The concurrent chemoradiotherapy treatment for patients with head and neck

cancer

1.5 Definition of Terms

1.5.1 Person-centered model
Person-centered model refers to the radiation oncology service process that
can enhance the treatment adherence, symptom management, and satisfaction among
radiation oncology team and head and neck cancer patients and their family during

concurrent chemoradiotherapy, with mutual collaboration approach in ways that
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concern not only patients’ experiences but also healthcare providers’ viewpoints on

their problems and needs.

1.5.2 Concurrent chemoradiotherapy
Concurrent chemoradiotherapy refers to the combination of chemotherapy
and radiation therapy at the same time for treatment of head and neck cancer patients.
1.5.3 Treatment adherence
Treatment adherence refers to the continuity of cancer patients receiving
radiotherapy and chemotherapy treatment as prescribed without disruption from severe
side effects more than 7 days.
1.5.4 Satisfaction
Satisfaction refers to the perceptions, feeling, and fulfillment of the needs
among radiation oncology team, head and neck cancer patients and their family towards
the mutual-collaboration of person-centered model in the care process.
1.5.5 Symptom status
Symptom status refers to the patient’ perception of physical, mental, and
social functioning changes from usual feeling during treatment.
1.5.6 Radiation oncology team

Radiation oncology team refers to “a team of radiation oncology,
including radiation oncologist, radiation therapist, radiation oncology nurse, and allied
health personnel, with the use of modern technology to destroy cancers with radiation”.

1.5.7 Radiation oncology nurses

Radiation oncology nurses refer to “Chulabhorn Hospital’s registered
nurses who work together with radiation oncologists and radiation therapists to care for
patients with cancers and their family at the time of consultation, during treatment, and
follow-up”.

There are one senior nurse educator with master degree program and
accreditation in the specialty of oncology, as well as three registered nurses with
additional accreditation in the specialty of radiation therapy, two clinical specialized
nurses with master degree program, two registered nurses with no additional

accreditation, and one newly-graduated registered nurse.
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CHAPTER 2
REVIEW OF LITERATURE

This study purposed to develop a person-centered model for patients with
head and neck cancer receiving concurrent chemoradiotherapy by using the
participatory action research approach with the framework of person-centered care.
There were several related topics which directly and indirectly affected the adherence
to the concurrent chemoradiotherapy treatment and satisfaction in participants. Firstly,
head and neck cancer, treatment, and side effects were discussed. Secondly, factors
related to treatment adherence were presented. Thirdly, the existing care process in
radiation oncology department and the service gap were exemplified. Fourthly, the
participatory action research was demonstrated. Lastly, the conceptual framework of

this study was proposed.

2.1 Head and neck cancer, treatment, and side effects.

Head and neck cancer (HNC) is among the top five leading cancers in
Thailand. When compared to the worldwide rates of head and neck malignancies, Thai
populations have a lower incidence of laryngeal and thyroid cancers, and a higher
incidence of nasopharyngeal cancer (Tangjaturonrasme et al., 2018). Globally it is
estimated that the number of newly diagnosed head and neck cancers exceed 550,000
cases per year. Males are significantly more affected than females with a ratio ranging
from 2:1to 4:1. Itis a cause of death in approximately 380,000 people each year (Ferlay
etal., 2015; Fitzmaurice et al., 2017). Risk factors for head and neck cancers encompass
tobacco use, alcohol consumption, and infection with oncogenic viruses. Human
papilloma virus-associated oropharyngeal cancer rate is increasing in developed
countries and could exceed that of cervical cancer by 2020 (Marur & Forastiere, 2016).

2.1.1 What is Head and Neck Cancer?

There are various definitions for head and neck cancers. Generally,

cancers of the head and neck are centered on the upper aerodigestive tract, including all

lesions of the mucosal surfaces of the nasal and oral cavity, nasopharynx down to the
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larynx, hypopharynx and trachea, while more commonly at the major salivary glands
and less commonly at the thyroid and parathyroid. (Tangjaturonrasme et al., 2018).
2.1.2 Head and Neck Cancer Staging
Cancer staging is an important key to consider the effectiveness of
treatment, including the evaluation and prognosis of cancer. There are many systems
for cancer staging. Nonetheless, the most favorable implementation in clinical setting
is AJCC (The American Joint Committee on Cancer). The AJCC implements the TNM
system, of which the letter “T” stands for Tumors by size, number, and location, while
“N” (Lymph node) is defined as metastasis lymph nodes, and “M” (Distant metastasis)
signifies the spreading of cancer to other organs(Paice, Yarbro, Frogge, & Goodman,
2004) as follows:
2.1.2.1 Primary tumor (T)
TX:  Primary tumor that cannot be assessed
TO:  No evidence of primary tumor Tis: Carcinoma in situ
T1:  Tumor 2 cm or less in greatest dimension
T2:  Tumor more than 2 cm but not more than 4 cm in greatest
dimension
T3:  Tumor more than 4 cm in greatest dimension
T4a: Moderately advanced local disease (lip), with tumor invasion
through cortical bone inferior alveolar nerve floor of mouth or
skin of face i.e. chin or nose (oral cavity), as well as adjacent
structures only
T4b: Very advanced local disease, with tumor invasion through
masticator space pterygoid plates or skull base, and/or internal

carotid artery

2.1.2.2 Regional lymph nodes (N)

NX: Regional lymph nodes that cannot be assessed

NO:  No regional lymph node metastasis

N1: Metastasis in a single ipsilateral lymph node, 3 cm. or less in

greatest dimension
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N2:  Metastasis in a single ipsilateral lymph node, more than 3 cm.
but not more than 6 cm. in greatest dimension; or in multiple
ipsilateral lymph node, not more than 6 cm. in greatest
dimension; or in bilateral or contralateral lymph node, not more
than 6 cm. in greatest dimension

N2a: Metastasis in single ipsilateral lymph node more than 3 cm, but
not more than 6 cm. in greatest dimension

N2b: Metastasis in multiple ipsilateral lymph nodes, but not more than
6 cm. in greatest dimension

N2c: Metastasis in bilateral or contralateral lymph nodes, not more
than 6 cm. in greatest dimension

N3:  Metastasis in lymph node more than 6 cm. in greatest dimension

2.1.2.3 Distant metastasis (M)

MO:  No distant metastasis

M1: Distant metastasis

2.1.2.4 Anatomic stage/prognostic groups

0: Tis NO MO

I T1 NO MO

I T2 NO MO

[1l: T3 NO MO, T1-T3 N1 MO

IVA: T4a NO MO, T4a N1 MO, T1-T3 N2 MO, T4a N2 MO

IVB: Any T N3 MO, T4b Any N MO

IVC: Any T Any N M1

2.1.3 Treatment for Head and Neck Cancer
Treatment guidelines for treatment of head and neck cancer depends on
many factors, commonly considered by the staging, location, aims of treatment, and
patients’ quality of life. Multimodalities are current standard treatments, starting with
surgical interventions, followed by radiation and chemotherapy to prevent local
recurrence. The advanced technique of external beam radiation therapy has been used
to treat squamous cell carcinoma of the head and neck, which transforms from 2

dimensional to 3 dimensional, or intense modulated radiation therapy. The aim is to
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eradicate tumors while sparing at risk organs to preserve organ functions as much as
possible. The curative intent of combining the two modalities has raised the 5-year
survival rate of nasopharyngeal cancer patients up to 70-80% (Adelstein et al., 2017;
Goepfert, Yom, Ryan, & Cheung, 2015; Igbal et al., 2017; Yom, 2015).

Treatment of head and neck cancer can be categorized into two stages
of disease as follows:

Early Stage Cancer of the head and neck is considered for surgery.
In case of high risk inoperable or local or distance metastasis, it is usually followed by
radiation or radiation with chemotherapy. The radiation dose is mostly 66-74 Gys, or 2
Gys per fraction for 5 consecutive days.

Local Advanced Stage Cancer is usually treated by surgery as standard
treatment, followed by concurrent chemoradiotherapy. In case of inoperable diseases
or those with unacceptable morbidity from surgery, the concurrent chemoradiotherapy
is considered (Mallick & Waldron, 2009; Pignon et al., 2009; Yom, 2015). The
radiation oncologist prescribes radiation therapy within 4-6 weeks after surgery. The
total dose of radiation is at 60-66 Gys, or 2 Gys per day. In case of an inoperable patient
due to high risk condition, the prescribed radiation dose should not be more than 66
Gys. The current chemotherapeutic regimen is Cisplatin combination chemotherapy
with radiation therapy. The combined therapy regimen can increase the 5-year survival
rate up to 6.5 % when compared with radiation therapy alone (Burkill, Evans, Raman,
& Connor, 2016; Igbal et al., 2017; Sio et al., 2016). The most widely used
chemotherapy regimen is scheduled every three weeks with 100 mg/m2 and a high-
dose bolus, while patients normally need hospitalization for a few days (Adelstein et
al., 2017).

In this study, participants with both early and locally advanced stage
were included according to treatment of choices. The radiation therapy was performed
with curative intended treatment.

2.1.3.1 Radiation therapy

Radiation therapy is defined as cancer or benign treatment with
ionizing radiation. The target of treatment is to give a high dose of radiation therapy to

tumor cells, but low dose or avoidance of healthy tissues as much as possible.
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There are two purposes of radiation treatment: 1) curative
treatment and 2) palliative treatment. The curative intent therapy with high dose of
radiation or combined modalities of treatment, such as chemotherapy and hormonal
therapy, is prescribed by the radiation oncologist. Whilst, the prescription for palliative
treatment is provided in advanced stage cancer for relieving pain, bleeding, and tumor
suppressing to other organs that may cause life threatening symptoms, such as airway
obstruction or esophagus deformity. Palliative radiation can alleviate the suffering,
reduce the pain, and shrink the tumor to relieve symptom distress.

The radiation treatment can be divided into 3 main steps. First,
treatment simulation is important in the radiation treatment process for positioning
patients with appropriate positions, immobilization with head and neck mask for
treatment accuracy on the marked treating areas, and localization to computerized
tomography or magnetic resonance imaging. Second, treatment planning is assigned for
each individual patient. Radiation techniques for cancer treatment range from
conventional technique, three-dimensional conformal radiation therapy or 3D-CRT,
and intensity modulated radiation therapy or IMRT. Lastly, radiation delivery is
performed to patients in treatment room with the same radiation treatment process as
prescribed in treatment simulation.

2.1.3.2 Concurrent Chemoradiotherapy

The suggested standard treatment for advanced stage head and
neck cancer (HNC) is concurrent chemoradiotherapy, which has been established for
inoperable diseases or those with unacceptable morbidity from surgery(Yom, 2015).
The current chemotherapeutic regimen is cisplatin. Adding this chemotherapy agent
with radiation therapy can increase the 5-year survival up to 6.5 % when compared to
radiation therapy (RT) alone (Burkill et al., 2016; Igbal et al., 2017; Sio et al., 2016).
The widely used chemotherapy regimen is scheduled for every three week with 100
mg/m2 and high-dose bolus, while patients normally need hospitalization for a few days
(Adelstein et al., 2017).

2.1.4 Side Effects from Head and Neck Cancer Treatment

The side effects of treatment radiation depend on radiation dose,

technique, and combination of other treatments. There are acute and late effects with
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increasing toxicities when combined with chemotherapy. The addition of chemotherapy
with external beam radiation therapy often increases toxicities and treatment-related
side effects, which discourages a patient’s compliance to complete the treatment course
(Igbal et al., 2017; Pan et al., 2017; Sio et al., 2016).

2.1.4.1 Symptoms Occurring During Radiation Therapy

Treatment-related symptoms experienced by patients with HNC
during the period of radiation treatment include: fatigue, dermatitis, loss of appetite,
mucositis, changes in saliva, dry mouth, taste alterations, and dysphagia (Buglione et
al., 2016; Gunn et al., 2013; Hofso, Rustoen, Cooper, Bjordal, & Miaskowski, 2013;
Pignon et al., 2009; Rosenthal et al., 2014; Villa & Sonis, 2016; W. Xiao et al., 2017;
Yom, 2015). The prevalence of symptom can occur at the beginning of treatment with
core symptom items, such as fatigue, distress, pain, and sleep disturbance which are
almost always present together in advanced cancer patients. However, for head and
neck specific symptoms, it relies on the side effects of treatment in any periods (Memtsa
etal., 2017; W. Xiao et al., 2017).

During the treatment course of 6-to 7-weeks of radiation therapy
regimen, most symptom distresses escalate at week three and worsen through the entire
course. There are many evidences that support the effects of radiation therapy to a
treated area, causing tissue damages and local symptoms based on specific physiology
and organ functions.

Multiple co-occurring symptoms that present in the treatment
trajectory can be changed over treatment periods. There are plentiful evidences to
support that symptoms occurring in clusters may exacerbate overall symptom
experiences (Cheng & Lee, 2011; Kwekkeboom, Cherwin, Lee, & Wanta, 2010).
Timely identification and management of those symptoms means better symptom
experiences in patients as well as the improved treatment outcomes (C. W. Chan,
Richardson, & Richardson, 2011; Thomas et al., 2014).

Significantly, changes in the ability to taste is the most severe
symptom in head and neck cancer patients throughout treatment periods with increasing
severity from pre-treatment by a factor of five (Pan et al., 2017; Rosenthal et al., 2014).

The consequences of taste disturbance are associated with symptoms of dry mouth, pain
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dysphagia, and xerostomia. These acute side effects of treatment stem from cumulative
doses of radiation therapy to the mucosa in the oral cavity and the salivary glands, which
disrupt eating habits, choice in food, and difficulties in swallowing that might cause
malnutrition in patients (Marcelo & Katharine, 2015; Yom, 2015). The incidence of
severe toxicities (grade 3 or 4) can lead to at least one admission due to acute toxicities
in 40% of the patients as reported in a clinical trial (Igbal et al., 2017).

2.14.2 Symptoms Occurring During Concurrent
Chemoradiotherapy

Chemotherapy is a systemic treatment delivered by intravenous
route every three weeks in combination with external beam radiotherapy. The current
chemotherapeutic regimen is cisplatin. The adding of this chemotherapy agent with
radiation therapy can increase 5-year survival up to 6.5 % when compared with
radiation therapy (RT) alone (Burkill et al., 2016; Igbal et al., 2017; Sio et al., 2016).
The common side effects of cisplatinum-based are renal toxicity and nausea-vomiting,
which can cause consequential symptoms. The diseases and treatments also contribute
to distresses in advanced cancer patients (Jiang, Zhao, Jansson, Chen, & Martensson,
2017; Majid et al., 2017).

A recently cross-sectional study showed that the symptoms
occurring in nasopharyngeal cancer patients who receive chemo-radiotherapy appear in
the same cluster of problems with mucus, mouth/throat sore, difficulty
swallowing/chewing, and taste of food (W. Xiao et al., 2017). Similarly, the results
from a previous longitudinal study with focusing on patterns of symptom burdens
during radiotherapy revealed the cluster of local symptoms, such as dry mouth,
mouth/throat mucus, difficulty chewing/swallowing, mouth/throat sore, and tastes of
food (Rosenthal et al., 2014).

In 2013, Rosenthal et al., reported a pattern of symptoms in head
and neck cancer patients receiving radiation with and without chemotherapy (Rosenthal
et al., 2014). The pattern of symptoms and severity confirmed results from previous
studies, which demonstrated that a combination of treatments could cause more
toxicities and may interfere with a patient’s routine working and normal activities
(Fodeh et al., 2013; Hofso et al., 2013; C. Xiao et al., 2013). In core cancer symptoms,

the most prevalent one was fatigue followed by dry mouth. (Rosenthal et al., 2014;
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Canhua Xiao et al., 2013b). The problem with tastes of food had the highest prevalence,
with the peak during the third week of treatment course and worsen until the end of
treatment.

The side effects of combined radiation therapy and the toxicities
of chemotherapy contribute to the co-occurrence of both local and systematic
symptoms, provoking a patient’s physical and psychological distress (Pan et al., 2017;
Ullgren, Kirkpatrick, Kilpelainen, & Sharp, 2017).

2.1.4.3 The Most Prevalence and Severity Symptoms in Patients
with Head and Neck Cancer During Radiation Therapy

Cancer patients rarely present with a single symptom as they
encounter multiple symptoms. Meanwhile, the differences in each individual can affect
how patients rate the sufferings from those symptoms (Barsevick, 2007a, 2007b; Fan,
Filipczak, & Chow, 2007; Miaskowski, Dodd, & Lee, 2004). The prevalence and
severity of cancer symptoms depend on disease-related or treatment-related symptoms,
which can be changed over the stage of disease and the duration of treatment trajectory.
Dodd et al. (2001) introduced the concept of a symptom cluster in three or more
concurrent symptoms related to one another and may or may not share the same
etiology (Dodd et al., 2001). Whilst, others defined the term as at least two related
symptoms which occur together and form a stable group, relatively independent from
other clusters (H. J. Kim, McGuire, Tulman, & Barsevick, 2005). A cluster of
symptoms including dry mouth, mouth/throat mucus, difficulty chewing/swallowing,
mouth/throat sore, and problems in the tastes of food in patients with head and neck
cancer, may be typically developed during the active treatment phase of radiation
therapy and chemo-radiotherapy (Rosenthal et al., 2014; Canhua Xiao et al., 2013a; W.
Xiao et al., 2017)

(1) Mucositis or Mouth/ Throat Sores

Mucositis is an acute injury to the mucosal lining of the head
and neck region. It is associated with cancer treatment and characterized by erythema,
edema, and ulcerations (J. W. Kim et al., 2012). Mucositis is the most common toxicity
reported in patients treated with radiation therapy or certain forms of chemotherapy for
HNC (Trotti et al., 2003). The condition usually begins during the first week of

treatment with symptoms such as burning sensation and mucosal erythema (Sonis,
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2009). Within 2 weeks, breaks in the mucosa are apparently evidenced by the
appearance of irregular ulcers, generally on the movable mucosa of the lips, cheeks,
lateral or ventral tongue, or soft palate (Sonis, 2009). More severe stages occur once
the total accumulated dose exceeds 30 Gy, usually after the third week of treatment
(Moslemi et al., 2016). The proposed aetiopathogenic model defines mucositis
development into five phases: initiation, message generation, signal amplification,
ulceration, and healing. The NF-xB pathway is among one of the most studied
mechanisms related to mucositis, which illustrates the robustness of biology underlying
oral mucositis (Eilers & Million, 2011; Sonis, 2009). Marked xerostomia and dysgeusia
can also occur during the same period of treatment. (Chen et al., 2015).

(2) Xerostomia or Dry Mouth or Problem with Mouth/
Throat Mucus

Xerostomia is the subjective sensation of dry mouth

deriving from a lack of saliva, which represents a common complaint in patients who
undergo treatment of HNC (Pinna, Campus, Cumbo, Mura, & Milia, 2015). Xerostomia
may be secondary to true salivary gland hypo function or qualitative changes of saliva.
Radiotherapy may lead to hypo salivation (within a week), decreased saliva pH, and
altered saliva consistency (Dirix, Nuyts, & Van den Bogaert, 2006). Moreover,
radiation causes destruction of progenitor cells and stem cells. The severity and
incidence of xerostomia in patients receiving intensity-modulated radiation therapy is
lower compared to those with HNC receiving conventional radiotherapy (Pinna et al.,
2015). Decreasing salivary output can result in oral discomfort, sore throat, altered
taste, and difficulty in speaking, chewing, and swallowing that can occur during the
acute or late period following RT (Memtsa et al., 2017).

(3) Dysgeusia or Problems with Tasting Food or Taste
Disturbance

Taste disturbance is a commonly reported symptom from

radiation therapy treatment, especially in the HNC region. About 90% of patients were
affected at some degrees (J. B. Epstein, Smutzer, & Doty, 2016). Those with HNC may
experience taste alteration (dysgeusia), loss of taste (ageusia), heightened sensitivity
(hypergeusia), or reduced taste sensitivity (hypogeusia) (Bartoshuk, Catalanotto,

Hoffman, Logan, & Snyder, 2012). In particular, previous studies showed that patients
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treated with Cisplatin may develop taste changes, including ageusia or hypogeusia.
Chemotherapeutic agents rapidly target the dividing cells and may damage taste buds
or receptors (Irune, Dwivedi, Nutting, & Harrington, 2014). Patients may complain of
a metallic or chemical taste during the delivery of chemotherapy (Bartoshuk et al.,
2012). Dysgeusia is also an early complication of radiation treatment and may precede
mucositis (J. B. Epstein et al., 2016). Xerostomia is an additional reaction to
radiotherapy treatment and may also lead to taste changes when saliva dissolves food
particles in the presentation of testate to taste receptors.
4) Dysphagia or Difficulty Chewing/ Swallowing

Dysphagia is defined as difficulty in swallowing because of
structural or movement abnormalities involving the oral cavity, oropharynx,
velopharynx, hypopharynx, larynx, and upper esophageal sphincter (Schindler et al.,
2015). Patients with cancer of the head and neck have signs and symptoms of
swallowing problems because the primary neoplasm affects the organs of swallowing,
and/or the treatment itself impacts swallowing (Russi et al., 2012). Resulting pain,
copious mucous production, xerostomia, and tissue swelling contribute to acute
dysphagia (Murphy & Gilbert, 2009). Acutely, radiation therapy results in damage to
the mucosa and soft tissue within the radiation treatment volume (Murphy & Gilbert,
2009; Rogus-Pulia, Pierce, Mittal, Zecker, & Logemann, 2014). Pain, thickened and
more viscous mucous production, xerostomia, and tissue swelling can all contribute to
acute dysphagia. Acute mucositis can worsen dysphagia (Schindler et al., 2015).

In conclusion, the most prevalence and severity physical
symptoms in patients with head and neck cancer during radiation therapy are mucositis,
xerostomia, dysgausia, and dysphagia. Moreover, there are many researches on
symptom-related treatment toxicities, such as symptom burdens, toxicity grading,

malnutrition status, and quality of life.
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2.1.4.4 Symptom Assessment

The major challenge in assessing the prevalence, severity and distress of
treatment related toxicities is lack of uniformity in the design and use of scoring scale
(Stone, Fliedner, & Smiet, 2005). Each tool that a clinician or researcher has developed
for clinical trials aims to monitor patient’s tolerance and experience during treatment.
Symptoms related to treatment toxicities and outcomes in HNC patients are reported in
Table 2.1
Table 2.1 Head and neck cancer related concerns and recommended measures
developed from clinical trials (Dirix et al., 2006; Eilers & Million, 2011; Irune et al.,
2014; Memtsa et al., 2017; Quinn et al., 2008; Ringash et al., 2015; Trotti et al., 2003).

Symptom/

Assessment Tools
Outcome

The World Health Organisation (WHO) scale
Oral Assessment Guide (OAG)
Oral Mucosa Rating Scale (OMRS)
Oral Mucositis Index (OMI)
Oral Mucositis Assessment Scale (OMAS)
The MacDibbs Mouth Assessment Tool
National Cancer Institute Common Toxicity Criteria for Adverse Events (NCI-CTCAE V4)
Daily Mucositis Score (DMS)
Oral Mucositis Weekly Questionnaire— Head and Neck Cancer
Patient-Reported Oral Mucositis Symptom (PROMS) Scale.
Patient diaries
Oral Mucositis Weekly Questionnaire — Head and Neck Cancer;(OMWQ-HN)
RTOG/EORTC grading system.
Late Effects Normal Tissue (LENT)-Subjective, Objective, Management, Analytic (SOMA)
scoring
National Cancer Institute Common Toxicity Criteria (version 3.0)
Sialometry
Xerostomia Questionnaire (XQ)
Chemosensory questionnaire
Dysgausia Taste change survey
The Scale of Subjective Total Taste Acuity (STTA)
modified barium swallow (MBS)
Swallowing-Quality of Life Questionnaire(SWAL-QOL)
MD Anderson Dysphagia Inventory (MDADI)
Performance Status Scale for Head and Neck Cancer (PSS-HN)

Mucositis

Xerostomia

Dysphagia

These acute side effects of treatment are the adversities from cumulative
doses of radiation therapy to mucosa in the oral cavity. The affected organs are salivary
glands which disrupt eating habits, choices of food intake, and difficulty swallowing.
The symptom-related outcomes include nutritional status, acute or late symptom
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toxicities, symptom burden, and quality of life. The symptoms that occur during active
treatment, especially with radiation therapy, may cause the development of malnutrition
in patients (Bressan et al., 2016; Marcelo & Katharine, 2015; Yom, 2015). The
incidence of severe toxicities (grade 3 or 4) leads to one hospital admission at least in
40% of patients as reported in a clinical trial (Igbal et al., 2017). The synergic effects
of symptoms experienced by cancer sufferers may impact treatment outcomes,
including quality of life. The status of symptom can be an independent variable or
outcome depending on research objectives (Quinn et al., 2008). The symptom-related

outcomes are shown in Table 2.2

Table 2.2 Measurement of the Symptom-Related Outcomes

Outcome Assessment Tools

Acute toxicity CTCAEV 4

MD Anderson Symptom Inventory—Head and Neck Cancer module; (MDASI-
HN)

Symptom burden
Vanderbilt Head and Neck Symptom Assessment Scale;(\VSSN)

European Organization for Research and Treatment of

Cancer Quality of Life Questionnaire-Core 30/Head and Neck 35-questionnaire;
(EORTC QLQ-C30/H&NS35)

oL
? Functional Assessment of Cancer Therapy-Head and Neck;(FACT-H&N)
University of Washington Quality of Life (UW-QOL)
Anthropometrics
Malnutrition Universal Screening Tool (MUST)
Nutritional status Short Nutritional Assessment Questionnaire (SNAQ)

Nutritional Risk Index (NRI)

Eating Assessment Tool (EAT-10)
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2.1.4.5 The Risk Factors of Increasing Symptom Severity
Factors contributing to an increased risk for symptom severity
include the disease, staging, and location. Treatment-related factors are robustly
evidenced in the combination of chemotherapy with radiation therapy. Consuming
tobacco, alcohol, poor oral hygiene, and co-morbidities are patients-related factors.
(Dirix et al., 2006; Memtsa et al., 2017; Rodriguez-Caballero et al., 2012; Stone et al.,
2005; Trotti et al., 2003)

Symptom clusters occur with some underlying biological or
behavioral mechanisms. Certain clusters are common in oncology patients, while others
can be disease-and treatment-specific clusters. The available studies have reported on
symptom clusters and symptom burdens in this type of cancer among populations in
America, and more specific in nasopharyngeal cancer patients in China. To predict a
high risk group of patients in a cluster, demographic data could be predictive for
symptom cluster characteristics such as race (white) and education (more than 12 years)
(C. Xiao et al., 2014). Research findings about symptom clusters in advanced lung
cancer patients among Thai population reported on some interesting information
concerning the uniqueness of cultural context, such as a lower score in sexual activity.
Thai culture is different from western or other cultures in term of sexual activity due to
a delicate issue. In particular, many Thais have no confidence in talking to others
regarding sexual topics because they are private and very personal issue. Thus, there is
a low scoring for this symptom (Khamboon et al., 2015).

There are multiple symptoms during active treatment. In core
cancer symptoms, the most prevalent symptoms are fatigue and dry mouth. A problem
with taste of food has the highest prevalence and it becomes peak at week three of
treatment course before worsening until the end of treatment. A recently reported,
cross-sectional study showed similar symptoms in nasopharyngeal cancer patients
receiving chemoradiotherapy. The problem with taste of food was in the fourth rank of
symptom prevalence after problems with mucus, difficulty swallowing, and dry mouth
(W. Xiao et al., 2017). These treatment-related symptoms have been studied in the field
of oncology nursing to encourage patient’s self- management to alleviate their suffering

during treatment trajectory and improve clinical outcomes.
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There is a limited number of research studies on symptom
management in head and neck cancer patients receiving radiation therapy.
Understanding and knowing the risk factors that enhance symptom burdens or symptom
distress in sub-groups, such as demographic, educational status, cultural context, and
gender, may help researchers to design or prioritize the interventions to evaluate a risk
of severe symptom clusters and personalize management strategies (Hanna et al., 2015;
Kwekkeboom, 2016).

2.1.4.6 Symptom management

More attention is given to self-management strategies by
patients. An outcome of personal efforts is to shift the responsibility of managing
symptoms to each individual. Patients essentially become their own primary caregiver
and manage the symptoms themselves on a day-to-day basis. A theory to guide
symptom management in practice is the symptom management theory (SMT), which
can be classified into symptom experience and symptom management strategies.
Symptom status outcomes can also be applied to deal with negative symptoms (Dodd
et al., 2001). Any subjective experiences that reflect changes in bio-psychosocial
function, sensation, or cognition can be defined as symptoms (Dodd et al., 2001). The
perception of physical or emotional change is termed as a symptom experience and a
patient needs to evaluate the change before responses. The change is measured as
frequency and severity. If the symptoms get worse and disrupt normal living, one
should seek help to eliminate or suppress those symptoms. Symptom management
strategies are developed to intervene at the onset of other related symptoms, while

symptom status outcomes result from implementing the strategies.
Symptom management strategies depend on an understanding of
the complexity in patient’s symptom experiences and the underlying causes. A
symptom cluster approach to address the multiple symptom experiences of cancer
patients may lead to new symptom management strategies. Identification of symptom
burdens from a symptom assessment checklist and statistical analysis may help to more
easily organize to reveal multiple symptoms in a cluster, as well as to manage and target

symptoms in a whole category. Besides the quantitative approaches, there are also
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qualitative methods to confirm patients’ experiences or distresses from symptom
clusters, and then prioritize the most distressing results in more valuable interventions
derived from the active involvement of patients.
(1) Symptom Management Interventions for Symptom
Cluster of Mucositis, Xerostomia, Dysgausia, and Dysphagia in Patients with
Head and Neck Cancer Receiving Radiation Therapy
Evidences of symptom clusters and their effects on
individual outcomes in head and neck cancer patients, especially when they received
radiation therapy are limited and few recent studies have been undertaken (Miaskowski,
2016; W. Xiao et al., 2017). Currently, the management of symptom clusters is still
being questioned and studied. To classify or identify symptoms in clusters should be
more beneficial for a healthcare provider to manage the symptoms, prompt on the range
of important symptoms, and evaluate the symptom status outcome for effective
management. To improve patients’ self-management and adherence to treatment
without disruption can promote experiences and outcomes (Aktas, Walsh, & Rybicki,
2012; Armstrong & Gilbert, 2012; Barsevick, 2007a; Jimenez et al., 2011).

A number of interventions has been proposed and verified to be
effective in dealing with the symptoms of patients with HNC. Management of each
symptom both pharmacologically and non-pharmacologically could be described in
Table 2.3

Ref. code: 25635914320063PDV



25

Table 2.3 Head and neck cancer-related management strategies and interventions
(Chung et al., 2016; Eilers & Million, 2011; Moslemi et al., 2016; Murphy & Gilbert,
2009; Nevens & Nuyts, 2016; Porter, Fedele, & Habbab, 2010; Rodriguez-Caballero et
al., 2012; Rosenthal & Trotti, 2009; Trotti et al., 2003)

Interventions
Symptoms Traditional and
ymp Non-Drug Treatment Results Results
Drug Treatment
- Patient education, hydration, )
nutritional support, infection Recommended Hon(_ey, Manuka, E.S.
. Kanuka oil
control, supportive care
Mucositis | -Oral preventive care (improve

oral hygiene, clean oral cavity

every 4 hours, employ a soft Recommended | - Sucralfate E.S

tooth brush, dental floss,

alcohol - free mouthwash)

- Artlflt_:lal_ saliva and water- Retaminendsd. L Zinc sulphate/ Zinc ES

soluble jellies supplement

- Saline or baking soda ES - Allopurinol ES

mouthwashes

- Drinking sufficient liquids Recommended | - Human placental extract E.S.

- Nutritional care Recommended | - Essential oils E.S.

- Avoid ' smoking, alcohol, | oo ended | - RhEGF E.S.

consumption of irritating foods

- Sucking ice cubes Recommended | - Benzydamine HCL E.S.

- Laser therapy BS - Indigowood root E.S.
- Cryotherapy E.S.
- Chlorhexidine No E.S.
- Aloe vera No E.S.
- Prostaglandins E1 No E.S.
- Glutamine No E.S.
- Amifostine No E.S.

Mucositis - Vitamin E No E.S.

- Povidine iodine No E.S.
- Pilocarpine NOE.S.
- Antimicrobial
mouthwashes, such as

- Stringent oral hygiene with chlorhexidine and

qu(_)ﬂgie agents and Recommended heX|t.|d|ne, pl_ay a centr_al ES

antimicrobials to prevent role in reducing bacterial

dental caries and oral infection load and inhibiting

. cariogenesis.
Xerostomia

- Pilocarpine / saliva

- Regula}r dental care and Recommended | substitutes E.S.

appropriate oral hygiene.

- Drinking water/ taking sips of

fluid, garglingwith bicarbonate | Recommended | - Cevimeline E.S.

mouthwash
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Interventions
Symptoms Traditional and
ymp Non-Drug Treatment Results Results
Drug Treatment
- Antifungal drugs,
- Using an artificial saliva Recommended Benzydamine, and ES
spray natural agents
- Sialogogic agents to
stimulate saliva
production from ES
remaining intact gland "
tissue.
g 2/ loooodiciiceane Recommended | - Amifostine E.S
eating suggestions
- Dietary counseling and
modification by the addition of | E.S - IMRT technique E.S
seasoning
Dysgausia | - Avoidance of unpleasant
foods and extending dietary Recommended | - Zinc sulphate E.S
choice
(e.g. pleasing color, form and - Clonazepam NOE.S.
smell)
- Saliva substituted No E.S.
- Enteral nutrition E.S - [PEGJ(Rercitaneous E.S
endoscopic gastroatomy)
: ! " - Parenteral feeding/
Dysph .
ysphagia Swallowing training ElS Naso'- Gastric- tube E.S
- Dietary teaching/
U E.S
modifications

Note: E.S., Statistically Significant Results

From various management strategies focusing on
pharmacological and non- pharmacological approaches in HNC patients during active
treatment, there are more evidences to support the statistically significant differences
in those studies. Limited studies are identified to solve symptoms in clusters or multiple
symptoms altogether, while the majority are acute treatment-related toxicities
(Miaskowski, 2016). Patient-education on intensive oral care protocol, cessation of
smoking and dietary-counseling is likely to be effective, based on many research
findings across the symptoms in patients with head and neck cancer during active
treatment. These non-pharmacological management strategies are demonstrated to
prevent unexpected complications, delay onset of oral toxicities, and minimize the

severity of symptoms in clusters (Moslemi et al., 2016). Patient education is an integral
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part of a nurse’s roles in supporting patients to alleviate the symptom severities
throughout treatment trajectory. Appropriate education should discuss the prospect of
oral complications, adequate nutrition, and list of signs and symptoms of infection
(Eilers & Million, 2011).

(2) Symptom Management Interventions Related to
Symptom Distress: Fatigue and Taste Disturbance

A priority of interventions is recommended for key

symptom clusters which distress patients the most and have the greatest impact on
health-related outcomes (Xiao et al., 2016). There are two types of interventions
designed to treat multiple symptoms, with focusing on cancer symptom clusters, but
not specific to only patients with head and neck or radiation treatment. Psycho-
educational and behavioral interventions are developed to help patients understand
about diseases and treatments, as well as empower them to monitor and report
symptoms. Various mode of interventions are also applied with this population,
including face to face and web-based designs. This also engages them in a variety of
self-management behaviors targeted to individual symptom experiences. Some
investigators have tested the effects of an intervention on a single target symptom as a
primary outcome and then evaluate the secondary outcome from those impacts; for
example, psychological strategies as a guided imagery to evaluate overall symptom
distresses. Targeting the symptom in a well-documented cluster is theorized to
influence other downstream symptoms in the cluster. Moreover, web-based programs
are developed to monitor and support cancer patients to control their symptom burdens
(Foster et al., 2016).

There was a study to test a multi-modal symptom
management intervention using structured exercise, relaxation training, and individual
psycho-social support in patients during admission. A statistical analysis was applied
to cluster symptoms at the entry phase, then assigned the subjects’ intervention
strategies. It was found that this process could reduce the severities and burdens of
symptoms during hospitalization (C. W. Chan et al., 2011; Chang, Mu, Jou, Wong, &
Chen, 2013; Luckett, Britton, Clover, & Rankin, 2011; Skerman, Yates, & Battistutta,
2012)
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Recommendations for symptom management strategies
across symptoms, especially in circumstances of fatigue, suggest that cognitive and/ or
behavioral strategies (e.g., activity pacing, relaxation, meditation), touch/ body-based
strategies (e.g., massage, acupuncture), exercise (e.g., physical therapy, yoga, walking),
nutrition or dietary changes, psycho-education, social support, and sensory/art therapies
are likely to be effective (Borneman et al., 2007; Capozzi et al., 2015; Du et al., 2015;
FitzHenry et al., 2014; Koornstra, Peters, Donofrio, van den Borne, & de Jong, 2014;
Meneses-Echavez, Gonzalez-Jimenez, & Ramirez-Velez, 2015; Ream, Gargaro,
Barsevick, & Richardson, 2015; Samuel, Maiya, Babu, & Vidyasagar, 2013).

Recommended treatment interventions for taste dysfunction
or related-symptoms of anorexia include exercise, nutrition or dietary changes, psycho-
education, social support, and pharmacological treatment with corticosteriods as
suggested by the National Comprehensive Cancer Network and Oncology Nursing
Society Putting Evidence Into Practice (PEP) guidelines (Buglione et al., 2016; C. W.
Chan et al., 2011; Farhangfar et al., 2014; Hovan et al., 2010; Porter et al., 2010;
Yamashita et al., 2009; Yamashita et al., 2006).

The recommendations for integrated multimodal interventions
that are likely to be effective with fatigue and taste disturbance symptoms include
exercise, nutrition or dietary changes, psycho-education, and social support with
categories of symptom management strategies across symptoms (Mason et al., 2016;
Miaskowski, 2016; Mustian et al., 2016).

2.2 Factors related to treatment adherence

Factors influencing treatment adherence in various situations or diseases
have been addressed by many researchers, including barriers and facilitators. Accepting
and declining cancer treatment has also been investigated by a qualitative research
design. Patient’s perceptions on the side effects of cancer treatment, such as restoring
and maintaining normalcy to daily life, other value activities, constructive support, and
positive beliefs about the efficacy and outcomes of treatment, are important challenges
during chemotherapy (Husebo, Karlsen, Allan, Soreide, & Bru, 2015). A study focusing
on breast and prostate cancer patients revealed important factors in agreeing to

treatment, including the convenience and success rate, necessity of treatment, trust in a
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physician, and recommendations. Reasons for declining treatment are the discomfort of
treatment, fear of side effects, and transportation difficulties (Puts et al., 2015).
Similarly, issues from a study about the adherence to treatment in patients with severe
cancer pain showed factors to encourage treatment follow-up, which include the
perception of physical and psychological benefits to follow recommendations, self-
efficacy in pain control, and trust in healthcare team. The barriers to treatment
adherence are negative attitudes towards opioid use, side-effects from drug use, and
refusal to pain as a sign of disease (Torresan et al., 2015). Other barriers of treatment
adherence are depression, potential adverse effects, and complexity of treatment
regimens (Devine, Edwards, Feldman, & adherence, 2018). The barriers to radiation
treatment adherence are reported in male more than female when head and neck cancer
is diagnosed with the planned combination treatment of chemotherapy and radiation
therapy. ldentification of these barriers that lead to non-treatment adherence can be
designed as strategies to overcomes those factors (Rangarajan & Jayaraman, 2017).

In conclusion, factors influencing treatment adherence include facilitators
and barriers, which are both physiological and psychological factors. Understanding of
these factors requires a multi-method approach to summarize and synthesize each

individual for initiating interventions.

2.2.1 Promoting Treatment Adherence

Regarding non-adherence to radiation therapy, the most common causes
included admission to a hospital and severe acute toxicities, such as mucositis, skin
dermatitis, and hematological toxicity (A. Chan, Teoh, Sanghera, & Hartley, 2009; K.
Thomas et al., 2017). The toxicities related to concurrent chemoraiotherapy should be
assessed, monitored, managed, and put evidence-based into a plan of care along the
treatment continuum, particularly patients with head and neck cancer. Treatment
adherence should be promoted to achieve optimal clinical outcomes with collaboration
among healthcare providers, patients and family. The method for a health care delivery
approach should be guided by a symptom management theory, so that patients with
head and neck cancer can develop strategies for their own care that fit the life as an
outpatient. The strategies for reducing symptoms in terms of physical and emotional

discomfort can be guided by certain activities, such as where, when, who, how, and
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why they receive treatment. In this case, the system management theory continues to
evolve as a framework for understanding symptoms, both physical and emotional,
designing and testing management strategies for evaluating outcomes (Dodd et al.,
2001). Moreover, SMT is offered as a conceptualization to guide in the selection of
effective management strategies. Patients should be at the center of a focus during every
step of care (The Healthcare Accreditation Institute (Public Organization), 2018).
Further, the researcher should practice active listening towards a patient’s observations
and understand the barriers to treatment. In order to empower patients to perform self-
management strategies, the holistic care is needed for these participants. Giving the
information and education that patients need is necessary whileempowering thems to
get involved in decision-making. In addition, the concept of patient-centered care can
be used as a framework to enhance treatment adherence, resulting in the improved

clinical outcomes and patient’s satisfaction.

2.3 Existing Care Process for Patients with Head and Neck Cancer during
Concurrent Chemoradiotherapy

Although the treatment outlook has centered on technological innovation,
equally important is service quality in order to improve patient’s satisfaction,
engagement, compliance, and ultimate outcomes. Increasingly, the research in radiation
oncology outcomes is moving to a patient-centered era, with the utilization of patient-
reporting of adverse events as a specifically desired outcome (Calisi, Boyko, Vendette,
& Zagar, 2016). Patient-centered care (PCC) is a key theme in desiging and redesigning
health care services. The principles of PCC are reflected in health care provider
approaches that respect a patient’s preferences, values, physio-psychological comfort,
plus provide open communication, emotional support, continuity, transition and
involvement of family and friends, in coordination and access to care (Picker Institute,
1993). Currently, PCC approaches seek to redress imbalances in health care and
represent a shift from previous approaches with medically dominated and disease
orientated (Santana et al., 2018). Evidences show that patient-centered care enhance
and improve health outcomes and overall patient’s satisfaction(Ekman et al., 2011).
Further, PCC means a move away from a paradigm in which a patient is simply a

passive target of medical intervention to a more progressive pattern of care centering
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on a contractual arrangement, which involves the patient as an active part in his or her
care and decision-making process (Picker Institute, 1993). The PCC approach seeks to
establish collaborative partnerships and adopts a holistic approach, seeking to meet and
acknowledge patients’ values by enhancing their engagement and involving them in
decisions (Delaney, 2018). Radiation oncology has been recognizing the patient-
centered care with ambition to achieve the optimal efficacy in treatment outcomes
(Mackenzie, Sanson-Fisher, Carey, & D'Este, 2013).

Head and neck cancer-specific patient support and education programs for
patients and families have been developed to help patients and families in managing
their symptoms (M. McQuestion & M. Fitch, 2016).Existing nursing care service model
in radiation oncology department divides the nursing care process into three parts:
before, during, and after radiation therapy.

2.3.1 Before Treatment

Patients with head and neck cancer are treated with multimodalities by a
multi-disciplinary team. Patients and their families have to see the specialists asan ENT
doctor, dentist, radiation oncologist, and medical oncologist. Patients’ scheduling for
the commencement of radiation coupled with chemotherapy treatment depend on
effective coordination from the nurses between departments. The CT-Simulation
procedure is performed with special request for immobilizing and contrast media
injection. The first day of radiation has to be the first day for chemotherapy as well.
Patient’s preparation includes physical and emotional readiness. The information for
physical preparation includes appointments to receive prescribed treatments,
accommodation, financial, or treatment plans. Emotional preparation includes distress
screening and early nursing interventions such as anxiety assistance arising from a lack
of knowledge about treatment, fear of radiation and chemotherapy side effects, social
support, and self-care strategies. However, patient overloads and paper works are the
most barriers for assessing their needs and concerns.

2.3.2 During Treatment

Symptom assessment and management are crucial during concurrent
chemotherapy. Treatment-related toxicities have to be understood by patients and their
caregivers to comprehend what is going to happen during treatment. Symptom

monitoring for acute toxicities by the radiation oncologist and nurses occurs during

Ref. code: 25635914320063PDV



32

weekly radiation therapy. Patient reporting of symptoms and toxicities should be
encouraged. Monitoring of daily vital signs and symptoms will occur before treatment.
Mild to moderate toxicities in terms of CTCAE scoring will be measured in every
patient by the oncologist to confirm treatment continuity, such as mucositis, dysphagia,
skin reaction, and xerostomia. Severe grades of radiation induced toxicities can cause
interrupted or delayed radiation or chemotherapy treatment. As a course of prescribed
radiation therapy takes six weeks to complete, this complex treatment requires the best
in health care approaches coupled with sound cooperation between the health care
provider and the patient throughout the treatment period. Treatment of head and neck
cancer involves oral intakes that might cause the reducing of food consumption and
weight loss during treatment. Therefore, maintaining their nutritional status and
achieving treatment adherence can be the most challenging issues in continuity along
treatment journey.

2.3.3 After Treatment

The late effects incurring from completed treatment arise within about four
weeks. Some effects are long lasting or lifetime in nature, such as xerostomia,
dysphagia, and trismus. There are standard guidelines to follow-up with the patient after
conclusion of treatment. Health education for the prevention of long term side effects
is a vital nursing role. Physical examination and digital imaging to ensure the rate of
treatment success are according to the NCCN guidelines.

The major concerns of nursing care during radiation therapy treatment is
symptom management, especially in patients with head and neck cancer. Thus, the
patient-centered care is a holistic approach in health care, not only focusing on physical
but also paying attention to psychological comfort for patient’s satisfaction and well-
being. Quality healthcare, in term of nursing capability in a multidisciplinary team, is
to provide care to cancer patients and their families, respecting an individual’s
preferences and values, while at the same time emphasizing effective communication
and supportive care. Especially, during the active treatment of radiation therapy,
radiation oncology nurses should consider the appropriate service to achieve optimal
health outcomes of cancer

Due to an increasing number of cancer patients, delivery treatment to

patients and service management in the hospital becomes challenging tasks. Patient
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empowerment to enable a convalescent to take care themselves at home and monitor
signs and symptoms are of paramount importance for head and neck cancer patients.
However, patient’s experiences, preference, and share decision making have not taken
into account. Therefore, the patient’ experience with radiation therapy have been
reported in refusing, discontinuing, and interrupting during treatment in many
researches. The treatment adherence becomes challenging for radiation oncology
nursing to better design nursing care process by using patient’ experience and
participatory approaches in every process of care for enhancing patient self-

management and satisfaction during radiation therapy.

2.4 Participatory Action Research

The philosophical underpinnings of participatory action research (PAR) are
harmonious with "postmodern custom that grasps an argument of moving
understandings”, whereby "objectivity is inconceivable” and “different or shared
substances exist" (Kelly, 2005, p.66). Attwood (1997) clarified that PAR's rationality
exemplifies "the idea that individuals have a privilege to decide their own particular
improvement and perceive the requirement for nearby individuals to partake seriously
during the time spent breaking down their own particular arrangements, over which
they have (or share, as some would contend) power and control, with a specific end
goal to prompt for manageable advancement”(MacDonald, 2012a). As indicated by
Stringer (1999), traditional groupings are tested by activities of seeking a full
coordinated effort by all members, who are regularly experiencing sociopolitical
changes. By utilizing PAR there might be an arrangement of open spaces, whereby
participants and researchers can reshape their insight into how political, social,

financial, and familial settings in groups may affect day by day life (Mclintyre, 2002).

2.4.1 What is Participatory Action Research?

Participatory action research refers to a research methodology that
emphasizes on participation and action (or implementation), using methods that involve
repetitive processes of reflection and action, “carried out with and by local people rather
than on them.”(Creswell, 2009; S. Kemmis & McTaggart, 2000; Spinuzzi, 2005). Also,

the participatory action research is defined as “systemic collection and analysis of data
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for the purpose of taking action and making change” by generating practical knowledge
(MacDonald, 2012b).In participatory action research, a distinctive feature is that the
control and power over the process mainly relies on the participants themselves. This
feature is similar to the person-centered care (Ekman et al., 2011). Emphasis is also on
coping with conflicting interests, where there needs to be a negotiation between a
current situation and a future vision to complement each other (Spinuzzi, 2005). It is
also concerned with the ambition of the researcher to focus on other people’s

knowledge and ideas, instead of his or her own (Steen, 2013).

2.4.2 Process of Participatory Action Research

A typical system for PAR incorporates a “"patterned procedure of truth
discovering, activity, reflection, prompting to further request and activity for change"
(Minkler, 2000). This then offers other radical options for learning improvement in
order to remain an aggregate, self-intelligent request with the end goal of enhancing a
circumstance (MacDonald, 2012a). In addition, PAR includes a cyclic procedure of
research, reflection, and activity (Marshall and Rossman, 2006; Selenger, 1997) that
"offers a scrutinizing of and testing for the prevailing positivist sociology which
inquires about the main true and substantial source of learning™ (Maguire, 1987, p. 10).
Maguire characterized PAR from a feminist point of view with consolidating the
exercises of social examination, training, and activity in an aggregate procedure. The
social examination action of PAR incorporated "a technique for social examination of
issues, including the support of persecuted and standard individuals in a problem posing
and solving”. Wadsworth (1998) additionally added to the meaning of PAR by
consolidating the impression of authentic, political, monetary, and geographic settings,
with keeping in mind the end goal to understand issues and encounter the requiring
activity for changing or enhancing a circumstance. PAR is not just a research that is
followed by action, but it is an activity that is looked into, changed, and re-examined
inside the exploration procedure by the participants (Wadsworth, 1998).

This study followed the research spiral of the action research based on the
action research spiral method with four cycles. Each cycle used a spiral of individual
and collective self-reflective cycles as a methodology of four steps: planning, acting,

observing, and reflecting (Stephen Kemmis & McTaggart, 1988).
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Figure 2.1Kemmis and McTaggart s (1988): Action Research Spiral

2.4.3 Participatory Action Research in Nursing and Health Care

The participatory action research has been increasing popularity across
disciplines in healthcare, including nursing. It was design to bridge the gap between
theory, research, and practice (Holter & Schwartz & Barcott, 1993b). Town's (1978)
proposed that a fruitful activity has a tendency to be concentrated in associations, where
there is a "prevailing force and sound part structures which sensibly and obviously
explain objectives” for the characteristics of nursing profession by a chain of
importance and practice of services (Robinson and Strong, 1988). Late nurses have
increasingly utilized the inductive methodologies with the point of building up a more
noteworthy comprehension of the way towards nursing. Holter and Schwartz-Barcott
(1993), notwithstanding, proposed that nursing research has overemphasized
naturalistic types of enquiry and they recommended that shortcomings with this
approach have driven towards PAR to conquer any limitations between practice,
observation and theory (Sparrow S., 1994).

Using patients’ experiences to improve the quality of healthcare services has
been accepted by healthcare policy makers and nursing professions in several countries
as a core component in healthcare quality as well as clinical outcomes and patient safety
(Robert, 2013). In healthcare system designs, using patients’ input with the
implementation of changes in the process of planning and designing care improvement
can bring about changes and enhance patient engagement (Khodyakov et al., 2017).
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Many research studies, to date, have focused on the advanced technique and efficacy
of treatment modalities, as well as assessment and management side effects and
toxicities. Meanwhile, a few studies have tried to understand patients’ experiences and
how they manage their cancers (McQuestion, 2006).

Currently in Thailand, the updated version of hospital and healthcare
standards (2018) suggested the framework of 3C (concepts, context, criteria), Purpose,
Design, Action, Learning, and Improve for developing healthcare quality design
processes that are focused on user needs and outcomes. In part I11-5, it was mentioned
about information and empowerment for patients and families, aiming to enhance their
abilities to take care themselves. This approach enhances the effectiveness and
efficiency to improve patient’s well-being, safety, performance, and sustainability in
healthcare industry ( The Healthcare Accreditation Institute (Public Organization),
2018).

2.4.4 Application of PAR in Clinical Nursing Practice

In a research article (Miguel Padilha, Sousa, & Pereira, 2016), the use of
PAR and the initial philosophical underpinning were demonstrated. The purpose of this
research was to use PAR in facilitating changes in the process of clinical practice that
promotes knowledge development. This article showed the importance of PAR to
implement changes in health care perception for the development of self-care
management skills in patients with chronic pulmonary disease (COPD).The results
demonstrated that PAR is an appropriate methodology to identify and drive changes
that can contribute to patient safety and quality outcomes. Moreover, the use of
participatory action research in nursing practice was depicted by nurse researchers in
Denmark, with a focus on reorganizing the follow-up after fast-tract colorectal cancer
surgery patient’ experiences to identify nursing interventions, such as a nurse-led
outpatient clinic, emphasizing bowel disorders and using patient-centered approach to
the follow-up talks (Thomsen & Hglge-Hazelton, 2017). The efforts created a
participating care and elevated the more expert role of clinical nurses in advancing
nursing practice. It was hypothesized that the participatory action research was an

appropriate system to inspire health professionals in their practice, similar to the
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encouragement of patients to participate in their care and engage the control of their
own situations.

2.4.5 Ethical Consideration in Participatory Action Research

Winter (1987) laid out various moral rules that analysts must consider when
directing PAR. In the first place, the researcher should guarantee that every pertinent
individual, boards of representatives, and experts have been advised, and that the
standards managing the work are acknowledged before starting the inquiry. All
members must be permitted to impact the work, especially the desires of individuals
who do not wish to partake must be respected (McNiff, 2010). In practice, moral issues
may emerge; for example, how to ensure cooperation, informed consent, shared basic
leadership, anonymity, and hierarchy to determine clashing necessities (McNiff and
Whitehead, 2006). An individual’s intention can be a moral issue. When a group is
formed, it might be troublesome for a person to pull back from the initial commitments
(Meyer, 1993). Special consideration is important towards individuals who can't
adequately comprehend the information given to gain any initial approval. Adequately
obtaining any authorization from parents or a guardian, if applicable, needs to be
recognized and addressed. Anonymity is an issue when a group is requested to
undertake a joint venture. In practice, many participants do not object to be named,
while others may want to stay unknown (McNiff and Whitehead, 2006). The
investigator has the obligation to guarantee that no participant is harmed during the
course of research and knowledgeable about any clashing interests and conceivable
results of choices made (Walker and Haslet, 2002). Participants are in a double role as
they are (co)researchers and also responsible for the alterations in the researched
situation and these outcomes, not always recognized by collaborators, can challenge
their positions. Issues arise when the effects of action research are in opposition to the
interests of management or existing administrative policies. These conflicting interests
can spell troubles for the successful conclusion of action research projects. This
unwanted outcome enforces the need to involve a whole organization in a project, so
that the research reflects the shared values of the institution (Vallenga, Grypdonck,
Hoogwerf, & Tan, 2009).
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2.5 Conceptual framework of this study

The development of a person-centered model to enhance treatment
adherence was guided by the person-centered care approach (PCC) from Picker
Institute (1993,2004). The person-centered is an ideal as one of the aims for health care
system improvement for providing care that is respectful and responsive to individual
patient preferences, needs, and values, ensuring that patient values guide all clinical
decisions. From the phenomenon of patients with HNC receiving concurrent
chemoradiotherapy, it is apparent that they have to take a more active role in decision-
making about their health care delivery service. Treatment-related unpleasant
symptoms and personal concerns for patients and their families without patients
treatment exceeding one month may present a difficult situation. Accordingly, the
researcher and radiation oncology team need to create a change in practice, which
commit to the continuity of care with appropriate information and education in order to
enhance physical comfort and emotional support. The findings provide a better
understanding of the experiences of patients with head and neck cancer during
concurrent chemoradiation therapy who are suffering from many unpleasant side
effects and the impact on their life along the treatment journey. Moreover, the
healthcare system consists of care receivers to foster excellence services and ensure
optimal patient and family satisfaction. In addition, the radiation oncology care system
and the person-centered care enhance the partnership between healthcare providers and
patients and their family to support patients’ ability and willingness to participate in
their own care(Delaney, 2018). The priority should focus on patients as the center of
care, with a collaboration between the researcher and the participants to find a solution
in practice that fits individual circumstances.

The participatory paradigm proposed by Heron and Reason (1997)
influences the participatory action research process by developing a person-centered
model. Mutual-Collaborative is one type of action research project that the researcher
and the practitioners coming together to identify potential problems, their underlying
causes, and possible interventions (Holter & Schwartz & Barcott, 1993a). The
highlights of participatory action research inquire about a promise to the liberationist
development, with respect to the experiences and knowledge of participants included,

and the guarantee to authentic cooperation in research (Reason, 1994). The assumption
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is that the participants can comprehend about their lives and experience while
participating in a learning process and acting in the self-guided and deliberately
political approaches to change their social setting. Therefore, the researcher and
participants come together to conduct a participatory action research for developing a
person-centered model to ensure that the nursing care meets patient and family needs
and capabilities in terms of enhancing treatment adherence and satisfaction among
radiation oncology team and patients with head and neck cancer and their family based

on the participatory action research approaches.

Radiation oncology
team

Information& Family
Education involvement
Treatment adherence
: Symptom status
Access to care Patient SZtisrlzaction
Preference, value, Continuity&
barrier, needs, transition
motivation
Physical Emotional
comfort support

Figure 2.2 Conceptual Framework of the study “The development of a person-centered

model for patients with head and neck cancer receiving concurrent chemoradiotherapy”
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CHAPTER 3
RESEARCH METHODOLOGY

This study aimed to develop a person-centered model, truly with mutual
active collaboration and decision-making within the radiation oncology team towards
a design and management of customized and comprehensive process of care for HNC
patients and their family, usinga participatory action research as proposed by Kemmis
and McTaggart’s (2000) with self-reflective cycles. The study was divided into two
phases. Phase 1 was to explore the experiences of patients with head and neck and their
family during concurrent chemoradiothetrapy, as well as the perspectives of the
radiation oncology team. Phase 2 was to develop a preliminary person-centered model

and tested for the effectiveness and efficiency.

3.1 Phase I: To explore experiences of head and neck cancer patients and their
familyand radiation oncology teamduring concurrent chemoradiotherapy
(CCRT)

3.1.1. Participants

Therewere 2 groups of participants: 1) HNC pateints and their family and 2)
radiation oncology team. All participants were interviewed on their experiences of care.

Group 1: HNC patients and their family were invited for interview at
Department of Radiation Oncology to explore the needs and problems of the existing
pattern of radiotherapy care services. Moreover, the needs of those services were
determined to achieve treatment adherence and tentatively eliminate overall barriers.
Purposive sampling was used to identify head and neck cancer outpatients who
currently received CCRT and those who were planned for CCRT during the study
period, with the selection of most prevalent and relevant factors for effective use of
limited resources, as well as a variety of specific encounters during radiation therapy
(Patton, 2002). Patient appointments within the time frame of this study were

categorized by criterion-inclusion.
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3.1.1.1 Inclusion criteria; HNC patients:

(1)Thai male or female patients with primary head and neck cancer in
early stage (T1-Y2, NO) and locally advanced stage (T3-T4, N+), who received the
combination of radiotherapy and chemotherapy as curative treatment (D Gomez et al.,
2011)

(2) Ambulatory and ability to perform self-care according to the Eastern
Cooperative Oncology Group (ECOG) score (Oken et al., 1982), defined as 0-2 (0-
asymptomatic and fully active, 1- symptomatic, but completely ambulatory, and able
to carry out light work or office work, 2- symptomatic and capable of self-care, but
unable to carry out any work activities, >50% of waking hours

(3) Age between 18-75 years (average age of HNC >50 years or 63.84
+ 12.65 years) (JA Ridge. et al., 2016; GS Stonov, 2017) (or 18 years from the hospital
cancer registry)

(4)Ability to communicate in the Thai language

(5) Willing to participate in this study, with the signed consent form

(6) Prior experience of radiation therapy within 1 year of study (as the
usual length of time to adjust with treatment) (G. Kjellsson., 2014)

3.1.1.2 Exclusion criteria

(1) Significantly with severe co-morbidities or another illness required
for hospitalization, such as dyspnea, SVC obstruction, and sepsis, which could obstruct
the interview and may impair participation in caring process and research process.

(2) Incurable cancer or palliative radiation therapy as defined by
radiation oncologist, such as metastasis cancer and end of life stage cancer

3.1.1.3 Discontinuation criteria

(1) Request to stop participation in the study

(2) Need to stop radiation treatment by participant or family caregiver
and/ or referred to a radiation center close to hometown

3.1.1.4 Inclusion Criteria; Family caregiver:

(1) Family member with relationship to HNC patients, including wife/
husband/partner/son/daughter/sibling/cousin, as the main caregiver of the patient

during radiation therapy
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(2) Ability to communicate in Thai

(3) Accompanying with the patient to Department of Radiation
Oncology department for radiology treatment

(4) Voluntary agreement to participate, with the signed consent form

(5) Age more than 18 years

3.1.1.5 Exclusion Criteria:

(1) Care giver with illness or unable to communicate with the researcher

(2)Family member with temporary care to the patient during

radiotherapy

3.1.1.6 Discontinuation Criteria:

(1) Request by the participant to discontinue the study

(2) Need to stop radiation therapy by the participant or family caregiver

and/ or referred to a radiation center close to hometown

3.1.1.7 Sample Size
The interview was used in this study, generally with saturation
concept. A previous study explored the experiences of 17 patients with head and neck
cancer by the interview (M. McQuestion & M. I. Fitch, 2016). Cresswell (1998)
suggested the number of 20-30 subjects in qualitative research. Therefore, the total
number of group 1 participants in this study were 23, including 15 HNC patients and

8 family caregivers.

Group 2: This involved the key health care professionals in radiation oncology
service to voice their perspectives. The radiation therapy department comprised 6
radiation oncologists, 10 radiation therapists, 9 radiation oncology nurses, 7 practical
nurses, and 5 allied health staffs.

A wide variety of staffs were selected for interview based on their working
experience of more than 5 years in providing direct care for patients. Data from
approximately 12-15 interviews provided sufficient insights to represent and reflect
the experiences of staffs. Thus, the total number of radiation oncology team were
23participants, including 5 radiation oncologists, 6 radiation therapists, 8 radiation

oncology nurses, 1 clerk, 1 nurse aid, and 2 radiation therapist’ assistants.
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3.1.2 Instruments
The research instruments for data collection in phase | include da demographic
questionnaire, semi-structured interview guide, audio recorder, and field notes.
3.1.21 Ademographic questionnaire was developed by the researcher.
The questionnaire comprised personal information, head and neck cancer staging, and
data of treatment.
3.1.2.2 A semi-structured interview guide was adopted for the study
and composed of open-ended questions. The questions were developed by the researcher
from literature review, which reflected the objectives of research and focused on in-depth
responses about individual experiences, perceptions, opinions, feelings, and knowledge
related to the process of concurrent chemoradiotherapy care service. One goal was to
investigate their presumptions and awareness on the existing process of care, as well as
the perspectives about the characteristics of person-centered approach. The semi-
structured interview guide in this study was reviewed by 3 experts.
3.1.2.3 An audio recorder was used to record dialogues between the
researcher and participants.
3.1.2.4 Field notes were employed to describe the verbal and non-verbal
reactions or behaviors in naturalistic situations. The reactions were immediately
recorded after individual interviews. Field notes could provide important contexts for
the interpretation of audio-recorded data and help remind the researcher of potentially

significant situational factors during data analysis.

3.1.3 Procedure

After approved by the Ethics Review Sub- Committee for Research
Involving Human Research Subjects of Thammasat University (No. 3) and Chulabhorn
Hospital, the researcher made appointments with the chief of nursing officer and the
head of radiation oncology department to provide information about the study. Then,
the researcher engaged in the recruitment with the following steps:

3.1.3.1 The researcher met with each participant at the clinic for
introduction and research objectives, with the signed consent form to participate in the

study.
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3.1.3.2 The researcher trained radiation oncology nurses to understand
the study process and emphasize the inclusion criteria of HNC patients and their family
caregivers, confidentiality, rights, and risk management.

3.1.3.3 The researcher provided the information sheet and invited
potential participants to participate in the study.

3.1.3.4 The potential participants were interested in the study and
directly contacted the researcher. The potential HNC patients and their family contacted
radiation oncology nurses. The participants met with the researcher.

3.1.3.5 The researcher provided the rights and opportunities for
participants to ask questions about the study. At the first meeting, the researcher
engaged in active dialogues to encourage participants.

3.1.3.6 Written consent forms were signed after discussing all the
questions with participants. Interviews were conducted by the researcher.

3.1.4 Data collection

In HNC patients and their family caregivers, the researcher conducted
semi-structure in-depth interview of approximately 45 minutes each in the Thai
language. All patients and family caregivers described their experiences of care,
especially during the radiation therapy treatment. The researcher asked for permission
to record the interview and took notes. Before the end of each interview, the researcher
shared the understanding of significant information obtained from participants.

For radiation oncology team, the researcher contacted the lead clinicians
to get involved and establish the name list of radiation oncologists, radiation therapists,
and allied healthcare professionals to participate in the interview as scheduled. The
structure of in-depth interviews took place in the clinic when participants were
available, with an average time of 30-45 minutes. A variety of patients’ experiences
were useful for the input of information about the existing problems regarding the care
service model. The participants identified their needs in developing a tentative person-

centered model.
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Participants’ observation and the reviewed documents were gathered along
with monitoring their practice and understanding of the concerns to serve as a basis for
formulating and refining further plans and changes.

An audio recorder was used to record all the processes and conversation of
the interview. Before recording, the researcher asked for permission, together with the
signed consent form. The researcher explained to the patients that a digital recorder was
employed to record the discussions for analysis. The recorded information was kept
private and confidential. The researcher could be the only person with access to those

records.

3.1.5. Data Analysis

The audio recorded interviews were transcribed and the data were analyzed
thematically. Following the data collection, a staff meeting to review the items arising
from interviews and observational data was held in order to identify the tentative person-
centered model. Data from interviews, audio recordings, and field notes were integrated
to ensure the trustworthiness of all information. Data generation and data analysis was
performed continuously throughout the process. The concepts were developed by the
level of data analysis, including latent content, unit of analysis, meaningful units,
condensing, abstracting, content area, code, category, and theme (Graneheim &
Lundman, 2004). The study aimed to synthesize and summarize the participants’
experiences for the development of data-driven tentative person-centered model to
enhance treatment adherence and satisfaction among radiation oncology team, patients
and their family who had experiences of receiving radiation therapy.

The first step of data interpretation was to read and re-read the verbatim text
transcript, field notes, and document review to gain an understanding of participants’
perspectives. The texts were divided into smaller parts or meaningful units. The next step
was to consider the contexts, label the condensed meaning of units by formulating codes,
and make grouping of these codes into categories (Erlingsson & Brysiewicz, 2017).

The summary of research process in this phase was shown in Table 3.1
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Table 3.1 The summary of research process in phase |

Study phase Purpose Participant Method

Identify patients and their
Phase | family’s experiences and needs
during CCRT care process

15 HNC patients and 8
family cargivers

I_Expl(_)re the -In-depth
situation and ;
- . Interview
identify .
roblems and 23 Radiation oncolo -Participant
P Establish the key healthcare ) e 9y observation
needs . ) s staffs; 8 Radiation
professionals in radiation -Document
. - oncology nurses, 5 .
oncology service and identify review

radiation oncologists, 6
therapists, 4 allied health
staffs

their sharing concerns

3.1.6 Rigor and Trustworthiness

The principle of trustworthiness suggested by Guba and Lincoin (1989) was
applied to assure the rigor of study as much as possible (Guba & Lincoln, 1989). The
four qualitative trustworthiness criteria included credibility, transferability,
dependability, and conformability, with the use of specific strategies throughout the
research process (Krefting, 1991). Credibility was illustrated by choosing participants
in group 1 with various experiences, age, gender, and perspectives for a wide variation
of inputs. Also, the selection of in-depth interview and the focus group for data
collection methods and suitable meaning units was established to enhance the
credibility. Moreover, the agreement between co-researchers and participants provided
support for the credibility of findings. At least two strategies were suggested
particularly in the qualitative study, such as triangulation, reflexivity, and member
checking (Hadi & Closs, 2016). Therefore, this study applied the triangulation together
with co-researcher and advisory board in checking the findings.

Dependability was maintained in this study to deal with data change over
time by addressing an open dialogue within the action team and nursing participants.
Transferability was illustrated with a clear description of context, culture, selection of

patients, data collection, and analyzing process.
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Transferability referred to the degree of details about the context of a
situation in deciding whether something was similar or dissimilar when compared to
another situation (Lincoln & Guba, 1985). Rich and appropriate quotations enhanced
the transferability.

Confirmability was used by multiple methods of data collection, or
triangulation was applied to compare a variety of data for the confirmed accuracy of
findings, such as focus group discussions, in-depth interviews, group meetings, and
reflection records to ensure credibility and conformability (Guba & Lincoln, 1994). In
addition, the conformability of findings was discussed with an advisory team to verify
accurate interpretation not invented by the investigator(Elo et al., 2014). A clear audit
trail was detailed to show all findings derived directly from the data and to help ensure

accuracy.

3.1.7 Ethical Considerations and Human Subjects’ Protection

The study was submitted for ethical approval to the Ethics Review Sub-
Committee for Research Involving Human Research Subjects of Thammasat
University, (No.3) (Faculty of Health Sciences and Science and Technology). All
ethical principles were respected in the study. The design of change was orientated by
the principles of commonality and responsibility between the researcher and the
participants (McTaggart, 1991). The ethical issues in this research were divided in three
parts; before, during, and after study. To conduct a qualitative research, the negotiation
of researcher’s role in the clinical unit was clearly identified by the group. The purposes
of study were discussed before the study(Orb, Eisenhauer, & Wynaden, 2001). It was
important to gain the understanding of researcher-participant relationships and
researcher’s role during data collection.

Before the study, patients must clearly understand their rights of
advanced directives, treatment decision-making, and consent for research participation
(Munhall, 1988). The participants provided their informed consent and full
confidentiality. Anonymity was guaranteed. During the study, participants could
withdraw from the study at all time. The participants were given explanations about the
right of privacy. They were protected from unauthorized individuals to gain the access

to their health information. During interviewing, some of the questions may prompt
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participants to potentially recall their uncomfortable experiences. In such cases, the
participants were advised to share as much about their experiences as they found

convenient and comfortable.

The participants were informed that they could decline to answer any
issues that may cause their discomforts. Additionally, they were allowed to refuse to
participate, withdraw consent, or stop participating at any time. The confidentiality of
participants’ information was ensured through data management. This was achieved
through the elimination of identified information from the transcribed data and careful
storage. Audio recordings of interviews were administered with participant’s
knowledge by using a digital recorder throughout the interview sessions. To minimize
confidentiality threats, the researcher performed data transcription and promptly started
data analysis. The transcribed data were devoid of personal identifiers and the hospital
number was deleted. A participant number was assigned to every transcribed interview.
Every audio recording was stored in password- protected flash drives and kept in fire-
proof cabinets. The researcher was the only person with access to data. After study, the
audio files were destroyed. The participants were explained how research findings or
reports were published (Orb et al., 2001). Registered nurse’ autonomy was respected in

research process or in case of ostracism.

3.2 Phase Il: To develop a person-centered model for enhancing treatment
adherence, symptom management, and satisfaction among radiation oncology team
and patients with head and neck cancer and their family during concurrent

chemoradiotherapy

3.2.1 Participants
Participants from phase I: the representatives from radiation oncology
team were invited for group discussion and development of person-centered model,
including 5 radiation oncology nurses, 4 radiation oncologists, and 6radiation
therapists. Also, it was opened for other interested staffs in sharing and learning about

the new model of care. Moreover, during the concurrent chemoradiotherapy care
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process, the 7 patients with head and neck cancers and 4 family members were invited
to participate in this phase.

3.2.2 Instruments
The research instruments for data collection in this phase included a

demographic questionnaire, an audio recorder, and field notes.

3.2.2.1 A demographic questionnaire was developed by the researcher.
The questionnaire included personal information and data of illness, such as head and
neck cancer staging and treatment data. These data were used to describe the participants
and provide information related to personal background, symptom status, and treatment
adherence.

3.2.2.2  An audio recorder was used to record dialogues between the
researcher and participants during the focus group.

3.2.2.3 The open-ended questions for reflection and focus group
discussion were employed to explore the participants’ feeling, perception, their needs
and idea towards the person-centered model and data was analyzed be content analysis.
Moreover, the unstructured questions used to explore the level of satisfaction and
general feeling among participants towards all components in person-centered model.
In addition, the qualitative data obtained were used as a guideline to revise and improve

the person-centered model for the future.

3.2.3 Procedure

After exploring the situation and identifying problems and needs of the
existing service process, data obtained from phase 1 were discussed, synthesized, and
summarized to explain about existing phenomenon. Based on Kemmis and
McTaggart’s (1988), the action research spiral of individual and collective self-
reflective cycles as a methodology contained four activities: plan, act and observe, and
reflect. Then, the revised-plan were continued during the model development. There
were 3 cycles in this study for model adjustment according to the participants agreement

as shown in Figure 3.1
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Observe

PLAN

Figure 3.1Four activities and three cycles in conducting the participatory
action research

Activity 1: Plan

On 8th November, 2019, at .12.00-13.00 p.m., a work shop was organized
for planning of a change at Radiation Oncology Department. There were thirteen
participants, including radiation oncologists, radiation therapists, and radiation
oncology nurses. The planning step took almost 4 weeks to identify the key stake
holders and concluded the tentative model.

The researcher built a good rapport among all participants and created
mutual understanding on a tentative person-centered model(Fig.3, p.43) and a
collaboration for the development of a person-centered model by participatory action
research spiral (Fig2, p.38).The gap of practice and service needs were identified and
the radiation oncology team created the purposes and performance indicators related to
care process for patients with head and neck cancer receiving concurrence
chemoradiotherapy.

The participants developed a road map of activities in developing the tentative
person-centered model for solving priority problems and improving their practice. They
considered to change for better outcomes in the specific context of Chulabhorn Hospital
from all participants’ agreement in the following issues: clinical practice guidelines for
caring HNCs patient during CCRT, information and education system, work procedure

or care map for caring patients during CCRT, and contact of nutritionists for lecture

Ref. code: 25635914320063PDV



o1

and training on the needs from participants. All of these issues were distributed to

responsible persons who related to those topics and volunteered to report the progress.

The planning phase in concurrence chemoradiotherapy care process was presented in

Table 3.2

Table 3.2 Action plan for developing the person-centered model

HOW TO
WHAT RESPONSIBLE | TIMEFRAME INSTRUMENT MEASURE

- Radiation
Develop clinical Oncologist CPG Each professional
practice guidelines - Radiation 5 months CNPG hasclinical
for caring HNCs Therapist Evidenced-based ractice quideline
patient during CCRT | - Radiation practice P 9

Oncology Nurse

. A Individual booklet . .
Improve information : Patient readiness,
. L Information sheet
and education system | - Radiation knowledge,
5 months Knowledge assessment

for HNCs during
CCRT

Oncology Nurse

and evaluation form

Patient and family

satisfaction

Individual symptom

Develop work - Radiation profile Symptom severity
procedure or care Oncology Team 5 months Work procedure and patient
plan during CCRT Plan of care satisfaction

- Radiation
Knowledge Oncologist lecture Lecturfrarn
improvement by - Radiation multidisciplinary team
lecture in the topic Oncology nurse 5 months Referral. form Staff satisfaction
related to care for contact the Knowledge management
HNCs during CCRT | nutritionist,

physical therapist

Activity 2&3: Act and observe

The tentative person-centered model was implemented in the radiation

oncology clinic for 4 months (December 2019-April 2020).The acting and observing

regarding participatory action research steps were done continuously during

implementing the model.

The participants as a team of radiation oncology conducted all activities and the

researcher attended as a participant observer and facilitator. The participatory learning

concept and sharing knowledge were used in learning process.
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Radiation oncologists were volunteered for a lecture on the topic of basic
knowledge of radiation and chemotherapy. Radiation oncology nurses took their
responsibilities to update the health education system, including information materials,
patient’s knowledge assessment and evaluation. Radiation therapists volunteered to
update the accommodation and location, as well as revised their working instructions
in order to prepare patients before the radiation treatment procedure. The senior
radiation oncology nurses volunteered to contact other specialists for a lecture on the
topic related to the care of HNC patients during CCRT.

The clinical practice guidelines for caring HNCs patient during CCRT,
information and education system, work procedure or care plan for patients during
CCRT, and knowledge constructed were developed and implemented among seven new
cases of patients with head and neck cancer and their four family members along the
concurrent chemoradiotherapy care process.

Observation process of implementation and results were done by recording
subjective and targeted human conduct. Informal interview or mini interview from
participants in daily routine in the clinic was done by the researcher. The participants
voiced their concerns and tried to input their opinions for problems solving. The
interactions of participants with HNC patients and their family were observed. While,

the researcher practiced in the morning round as daily routine.

Activity 4: Reflect
The evaluation of usability and outcomes of the person-centered model were
done by reflection and feedback strategies. The reflection and discussion between the
researcher and participants during the action and observation process provided a basis
for re-planning by the accumulation of knowledge from real situations and various
perspectives. There were two perspectives from reflections among patients and their
family and radiation oncology team to share their ideas in achieving the goals. The
radiation oncology team was invited to provide feedback and evaluate the process and
outcomes of practice changes.
The instruments used for process and outcome evaluation were developed as

the open-ended questions for reflection and focus group discussion. The patients and
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their family were the greatest concern, so the suggestions from patients and their family
took into account for improvement and revision of the plan in the next cycle.

Each cycle of study included plan, act and observe, reflect, and revised plan

with continuation during the model development. There were 3 cycles in this study, in

which the model was adjusted according to the participants’ agreement.
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CHAPTER 4
RESULTS AND DISCUSSION

This studywas a participatory action research (PAR), aiming to develop a
nursing servicewith emphasis on a person-centered model for patients with head and
neck cancer during concurrent chemoradiotherapy. The model development divided
into two phases. First phase was to explore the experiences of patients with head and
neck cancerand their family during concurrent chemoradiotherapy. In addition, the
experiences of the radiation oncology team were also investigated. All data and
information were used as a baseline to develop a person-centered model. Second phase
was to develop a preliminary person-centered model and tested for the effectiveness

andefficiency.The findings in each phase can be described as follows.

4.1  Phase I: To explore the experiences in patients with head and neck cancer
and their familyand radiation oncology teamduring concurrent
chemoradiotherapy

The findings of phase | could be presented in 4 sections including: 1) patients
and their family characteristics, 2) experiences in patients with head and neck cancer
and their family during concurrent chemoradiotherapy, 3) radiation oncology team’s
characteristics, and 4) experiences of radiation oncology team while providing care for

patients with head and neck cancer during concurrent chemoradiotherapy.

4.1.1 Patients and family caregivers’ characteristics

There were fifteen patients diagnosed with head and neck cancer, including
nasopharyngeal cancer (n=7) and non-nasopharyngeal cancer (n=8). This study
included five women and ten men, with ages ranged between 31 and 75 years or an
average age of 51.8 years. Almost all of them were employed and three were retired.
The patients’ interviews were conducted during the treatment process (n=7) and the
follow-up after completing treatment within 6 months (n= 8). Eight family members
came to the clinic with patients and agreed to participate in the interview. The patients

and their family’ characteristics were summarized in Table 4.1.
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demographic and medical

Patient’ characteristics

Family caregivers

Demographic Data/ status N=15 Demographic Data/ status N=

Gender Male 10 Gender Male 0

Female 5 Female 8

Age 31-45 5 Age 31-45 2

46-60 7 46-60 3

60-80 3 60-80 3

>80
Education Less than college degree 5 Education Less than college 2
degree
College degree or higher 10 College degree or 6
higher

Occupation Yes 12 Occupation Yes 7

No 3 No 1

Marital status Married 12 Marital status Married 6

Other 3 Other 2

Comorbidities No 9 Relationship Daughter 3

Yes 6 Sister 1

Religious Buddhist 15 Mather 1

Feeding tube No 9 Wife 3
Yes 3
Site of head Non- nasopharyngeal 8

and neck cancer

cancer Nasopharyngeal cancer 7
Chemotherapy Cisplatin 14
Carboplatin 1

4.1.2 The experiences in patients with head and neck cancer and their

family on problems and care process

Data analysis from the participants’ experiences (participant 1-23; pl-

p23) was identified as several categories related to concurrent chemoradiotherapy and

the process of care in this study setting, as shown by the codes as follows:

4.1.2.1 Overwhelming of information

During the RT process from week 1 to week 4, the patients and

their family caregivers sought information about how to take care themselves and

adhere to their course of treatment. The important information was provided by
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radiation oncology providers when patients needed to know how to begin the treatment
process.
“I have sought for information about cancer treatment, but what | heard from doctors
makes me panic.” p18
Numerous booklets and leaflets were given by doctors, nurses, and radiation therapists
on the first day to take home for reading and making sure that they remembered and
understood everything.
“I do not know what to ask doctors and nurses at the first time | came here. They gave
me a lot of information. The only thing | know is | want to be cured.” p15
Talking with healthcare providers was the main channel for obtaining the information
they needed. Informal discussion with other patients made some of the participants
more frustrated.
“Talking with other cancer patients showed many mixed results. It is overwhelming.
Sometimes, they make me panic more and the other time | feel better to have someone
to talk to. So, | decided to talk with no one. P17
“I have no ideas about cancer treatment. How many times of radiation treatment and
how many doses of chemotherapy are needed? | have heard from other cancer
patients... Do I have to lose my hair? P 18
“I and my family are afraid of radiation exposures. At the beginning, we did not stay
with our grandchild. PO1
(1) Seeking tailored information
According to the interviews, the majority of participants needed
information about the plan and costs of treatment, treatment duration, and self-
preparation to receive treatment. Some of the patients did not even consider what they
should know or ask, especially the elderly people. These patients let their family
members manage their routine activities and did not want to know the stage of the
disease because they believe that “whatever will be, will be.”
“I do not think too much. What doctor says is what | should do and | do meditate
everyday” P01 (75 years old), “Nothing has changed, just let it be, I am not afraid. ”
P009 (76 years old)
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In contrast, the middle-aged cancer patients were accompanied by a list
of questions in hand and participated more in their care. Sometimes, they came with
literatures or contents from medical journals to discuss with doctors and nurses.

“I was searching tons of information from the internet. | am afraid that | cannot
complete the course of treatment as prescribed and also worried about having the tube
in my stomach...” P03 (31 years old)

They asked many questions for information not included in the booklets
that they received from healthcare providers at the clinic. The patient’s concerns and
his/her understanding of the provided information were not taken into account. If they
were not asked any questions, it was assumed that they understood all of the information
given.

“Where can we stay during treatment and who can we talk to or ask any questions?
Will the cancer spread out if | start radiation? Can | stay with my grandchild? She is
only 2 years. P01

“I and my family are afraid of radiation exposures, at the beginning we did not stay
with our grandchild. P09

(2) Provision of chemotherapy information

During the treatment, patients had to face with new experiences.
If something wrong arises, they can ask for assistance from doctors and nurses to solve
any side effects. Significantly, most of the patients disclosed that they did not receive
information about chemotherapy treatment or self-care.
“The radiation therapy processes have been told perfectly, but for chemotherapy, there
is no information. | want to have both of the information because | have to receive
concurrent chemoradiation therapy. "p18
Chemotherapy was not finished in one day at the end of radiation schedule or may be
delayed for a week after completing the radiation therapy. Some patients were
prescribed adjuvant chemotherapy after radiation treatment was completed. This
regimen may cause patients to hesitate for continuing with chemotherapy, especially
those with severe side effects from chemotherapy.
“The first time I discussed the plan of treatment with doctors. She said that | have to

receive chemotherapy during the radiation for 2 times. Now, | finish the radiation and
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she told me to get one more time of chemotherapy. It was such terrible experiences from
chemotherapy. Do I really need it?” P10.

In conclusion, radiation therapy is the cause of fear and anxiety, while
patients with cancer believe that it is a mysterious aspect in their life. Moreover,
radiation therapy-related toxicities are unknown by healthy people. If they have to
receive the treatment, patients thus require more information. The combined
chemotherapy and radiation therapy also lead to more side effects than radiation therapy
alone. This combined treatment develops the most severe symptoms among patients.
So, treatment adherence is critical for the improvement of treatment outcomes and
person-centered concepts, including patient participation. This should be the main
concern of caring system in order to promote good clinical outcomes (Delaney, 2018;
Rehaman B, 2018).

In radiation therapy setting, specific information is rarely provided to
the general public. Therefore, patients have to search for information from websites or
seek help from their family and friends, who are frequently not able to provide relevant,
meaningful information or answers. Preparing patients with head and neck cancer for
what to expect over the course of treatment has to be individually tailored to each
individual’s learning style and preferences for information. A previous study showed
that the tailored information with effective communication could support nursing care
in the relief of treatment-related symptoms distresses among patients with head and
neck cancer (Rojthamarat, 2018).

4.1.2.2 Unpleasant symptom cluster

The combination of radiation therapy side effects and toxicity of
chemotherapy contributed to both local and systematic symptoms, with physical and
psychological distresses. All of the participants identified those symptoms as three or
more concurrent symptoms relating to one another, and may or may not share the same
etiology.

(1) Physical Symptoms
From the beginning, some patients did not have any
symptoms, but during the process they had to make sense of severe toxicity, particularly
when radiation was combined with chemotherapy. In some patients, the schedule of

treatment could be changed upon their health status. Almost all of the participants rarely

Ref. code: 25635914320063PDV



59

presented with a single symptom. They encountered multiple symptoms and all
individuals rated their suffering differently.
“l cannot eat anything. It is the worse symptom for me during treatment.
Chemotherapy makes me feel nausea and vomit. | could not eat. ”P10
“The worse symptom is the burning sensation at the wound on my neck.” P04
“I received 15 times of radiation treatment. | do not want to eat anything. My neck
is burnt and darkened. | lose my weight from 53 to 40 kg. ”P06
“I cannot eat or even swallow. | vomit from the first chemotherapy. Radiation
therapy makes my mouth dry, with a wound at my neck. Especially, during the last 5
days of treatment, my skin is burnt.” P05
The consequences of the active treatments were that they disrupted the
patient’s quality of life with these intense symptoms. The combined dosages of
radiation treatment destroyed the mucosa in the oral cavity and the salivary gland,
which affected the dietary pattern, decisions on food intake, and difficulty in chewing
and swallowing. This might cause the ailing health status on part of patients.
(2) Psychological symptoms
During the visit to the radiation oncology department, patients and
their family always came with hope, but at the same time they had anxiety about the
treatment process and side effects from radiation with or without chemotherapy.
Sometimes, they were afraid of radiation therapy. They also expressed the fear of living
close to their love ones because of radiation exposure.
“The big machines and strange immobilization devices are scary.” P09
“In the middle of treatment course, | cannot eat and | am afraid that | cannot finish
this treatment. My daughter asked the doctor for a set of feeding tube. | was so tired
and felt pain in my mouth. I received 20 fractions of radiation.”
“It’s painful and | am suffering from many severe symptoms. | am crying but | have
no tear drops. "P10
“Chemotherapy makeS me give up, causes nausea, vomiting. It was terrible
situations. P20
During the first day of radiation treatment, patients changed from the CT-simulation

room to the actual treatment room, which was in a different location. Some patients
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experienced the new machine and they had to stay alone in the treatment room. This
made them afraid.
“At the simulation and the treatment rooms, there was a big and noisy machine. It
annoyed me and | was not able to stay still. ”P09

Therefore, the experiences of symptoms during concurrent
chemoradiation treatment can start from the first week and reach the peak in the third
week, including alterations in tasting, pain in the mouth, loss of appetite, loss of saliva,
burns to the skin, thickening of saliva, and fatigue (Hollander-Mieritz et al., 2019).
However, symptom management in head and neck cancer patients suggests only
supportive treatment, such as analgesics, anesthesia spray, or feeding tube to maintain
nutritional status. Classifying or identifying the symptoms in a cluster would be
beneficial for healthcare providers to manage symptoms, with the reminding of every
important symptom and evaluating the outcomes of symptom status for effective
management. These symptoms often do not decrease in severity, but rather get worse
even when treatment is completed (Rosenthal et al., 2014).

Currently, multiple symptom management and involvement of
patients in the identification of symptom clusters and alleviation of those factors would
be helpful across symptoms and improve clinical outcomes (Kwekkeboom, 2016).
Providing information and education from healthcare providers as the guidance of
symptom management is necessary, but at the same time patients have to adjust their
daily life and routine activities (Rojthamarat, 2018). Therefore, the understanding of
symptom cluster burdens of patients with head and neck cancer at the time of treatment
initiation is essential in radiation oncology care. Not only physical problem oriented
but also psychological symptoms are crucial for managing and improving the quality
of life along the continuous treatment course (Hanna et al., 2015).

The treatment course of radiation takes almost two months for each specific group,
together with chemotherapy, which can cause the suffering (Pan et al., 2017)(P. Rose
& Yates, 2015). Patients need to cope with their suffering throughout the course of
treatment. Uncertainty is associated with the severity of symptoms during treatment.
Patients have reported different severities of side effects and tried many strategies to
handle those symptoms, with different decisions whether or not to continue and adhere

to treatment for their disease.
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The participants who received concurrent chemoradiation therapy
reported more side effects than those who underwent radiation therapy alone.
Moreover, they felt uncertain about the combination of treatment at the beginning.
Nevertheless, all patients in this study could get through this uncertainty until the
accomplishment of treatment as planned. These findings provide the insights into an
uncertainty of living through treatments, especially among patients with head and neck
cancer during concurrent chemoradiation therapy. One study reported that uncertainty
can be correlated with symptom distresses and recommended to investigate other
factors that influence the uncertainty during and after treatment (Haisfield-Wolfe et al.,
2012). Hence, these results provide the challenges to nursing care for individual patients
with head and neck cancer throughout the treatment course.

4.1.2.3 Strategies for adhering to treatment regimens

Patients who received the concurrent chemoradiotherapy would
suffer much more from toxicity and other side effects than radiation alone. Even though
they had to face with the same situation each time, radiation therapy would give them
different experiences. Thus, two sub-categories of strategies for the adherence to
treatment regimens, including support and symptom management, could be described
as follows:

(1) Support

Cancer patients individually had to take the initiative for their care
or receive assistance from their family, with recommendations and support from the
radiation specialists. The radiation treatment took 6-7 weeks, 5 days a week. The
radiation schedule and service flows would eventually be familiar to patients. They got
the radiation time slot two days in advance and received the same screening every day,
such as registering, having their vital signs taken, being billed for the cost of treatment,
and contacting the cashier. This main information received from the radiation
oncologists, radiation therapists, and radiation oncology nurses in the department was
routine. Support from family and friends, and also radiation oncology team, had the
most positive impact on patients during treatment course.
“Staffs here are very kind and they call me as their relatives. ” P01

“Doctors give me good recommendations. | have friends and family support me. ”P03
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“After I talked with the doctor, he makes me trust. Nurses give me information as
friends, not treat me like inferior. ”P04
They stated that when they suffered from treatment toxicity, they received cheerful
words. The accompanying of their family created motivation for them to adhere to
treatment as prescribed.

(2) Coping strategies

It was crucial in monitoring symptoms and side effects from treatment
with proper management to obtain treatment adherence. During the radiation treatment,
patients met the radiation oncologist and radiation oncology nurses at least once a week.
They may ask the healthcare providers about his or her concerns related to the radiation
side effects and prescribed supportive care, such as medication if there were any pains
or skin reactions. Some patients tried to add more nutrients to their diet in order to
replace the energy that they lost from treatment. Success was registered in some cases
and patients maintained their health status for many weeks. In some cases, patients felt
nothing or got worse, such as from skin reactions.

“Now, it is the 16™fractions of radiation treatment. The only symptoms | am afraid
is a lack of saliva and a loss of taste. | am doing research on my own by adding more
protein and mixed fruits supplements. If I do the right way, I will continue and see the
side effects. The side effects from chemotherapy make me feel like jelly ”. P18
Patients sought new and different strategies to alleviate their symptoms and side effects
from informal channels, such as other cancer patients and health care professionals
sometimes.

“What I can do is to continue eating what | can eat and add oral supplements as
prescribed by the doctor. ” P20
Some patients utilized food recipes to maintain their appetite.

“I have imagined what | have eaten before and what it tastes like. I cannot eat spicy
taste. | do not want to count the days of treatment, just let it go day by day. ’P18
Some participants liked meditating, praying, and reading books before going inside the
treatment room because this made them calmer. After the radiation treatment was
finished, the doctor made an appointment approximately 4 weeks later for follow-up on

any acute side effects and treatment outcomes.
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The course of treatment took 6 to 7 weeks for one RT regimen and it was found that
most symptoms of distress escalated during week three and worsened through the entire
course. The last two weeks of the concurrent chemoradiation process were the toughest
time for the patients and their family. The patients thought that they could adhere to
treatment, but at the same time symptoms occurred, which could be discouraging and
made the patients feel tired and they could not tolerate the treatment any longer.

“Now, it is the 16"fractions of radiation treatment. The only symptoms | am afraid
is a lack of saliva and a loss of taste. | am doing research on my own by adding more
protein and mixed fruits supplements. If I do the right way, I will continue and see the
side effects. The side effects from chemotherapy make me feel like jelly.” P 18

“I do not know what will happen next. Now, | am at the 15"radiation treatment.
Sometimes, | pray before going into the treatment room.” P17

“The worst experience from radiation treatment was the positioning with the
immobilization mask. It was terrible. |1 cannot breathe normally. Every day before |
come to receive the radiation, | have to pray, but eventually some days | cannot make
it.” p01
“Chemotherapy makes me give up, as well as causes nausea and vomiting. It is a
terrible situation.” P20
This was the time that patients needed the most support and cheerful encouragement
from the health care team and their family. The ideas of fight or flight from the
treatment process grew in tandem with the peak of toxicities. Mouth pain, plus skin
wounds from treatment, created the most suffering. Some patients dropped out, or
strayed from their proscribed course of treatment due to the side effects. A
chemotherapy regimen may be given to patients after completing their radiation
therapy. This may be due to the unpredicted symptom experiences and the importance
of continuity of care.

Therefore, identifying the factors that influence radiation therapy combined
with chemotherapy is crucial for success or disruption in the treatment regimens. Some
study reported that social and economic situation, healthcare system, individual’s health
condition, therapeutic treatment, and patients themselves are the five dimensions that
impact the adherence to treatment. Moreover, non-adherence to treatment can be

intentional or non-intentional on the part of patients (Mathes, Jaschinski, & Pieper,
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2014). According to a previous study, the person-centered communication could be a
frame of practice for nursing care to consider the patients’ ways of reasoning (Ohlen,
Carlsson, Jepsen, Lindberg, & Friberg, 2016).

Cheerful speech, understanding of patient’s experiences and concerns,
patients’ preferences for information, as well as language, financial issues,
transportation, and other support needs from radiation oncology nurses are very
important for helping patients overcome their suffering before, during, and after
treatment. Family and social supports are key factors to comfort and encourage the
patients during treatment in terms of helping them in daily routine activities, such as
cooking, accompanying patients to the clinic, cheerful speech from family members,
etc. In this study, the participants came up with many strategies for adhering to
treatment, which were identified as being helpful for them to stay calm and positive,
such as praying, reading, and seeking information from doctors and nurses.

The patients and their family’s experiences during concurrent chemoradiotherapy were
described in Table 4.2.

Table 4.2 The patients and their family’s experiences

Code Sub-categories Category

Too much information
Cannot remember
Confusion

What I need to know
Searching from website

Seeking tailor information

information

Overwhelming

I know nothing

Lack of information about Chemotherapy | Chemotherapy information provision

Sore mouth, sore throat, thick saliva, dry
mouth, difficulty swallowing

Taste change, weight loss

Skin burn

Nausea, vomiting

Fatigue, dizziness, drowsiness
Bloating, constipation, GERT

Blood, kidney malfunction

Physical symptoms cluster

Mask tight
Worry

Fear Psychological symptoms
Suffering
Hopeless

Make sense of the situation
Talk with others

Support from friends Support

Unpleasant symptom

Support from family
Support from doctor, nurse, therapist

Strategies to adhere to
treatment regimen
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Code Sub-categories Category

Good environment, atmosphere

Praying

Tips from others
Asking experts
Reading
Meditation
Family support
Wait and see
Try and error

Coping strategies

4.1.3 Characteristics of radiation oncology team

Radiation oncology team including specialized healthcare staffs in this
particular setting composed of radiation oncologists, radiation therapists, and radiation
oncology nurses. This setting also had the allied healthcare staffs who helped the
patients and their family along the process. Eight eligible radiation oncology nurses
were invited to both individual and focus groups, based on their willingness and
availability (n=8). Radiation oncology nurses worked closely with other
interdisciplinary team in the radiation therapy department. The radiation oncology team
included radiation oncologists (n=5), radiation therapists (n=6), and allied health staffs
(n=4). The participant’s characteristics were shown in Table 9. (Expert; E1-3, Focus

group; F1-3)

Table 4.3Radiation oncology staffs and radiation oncology nurses’ characteristics

Radiation Oncology Nurse (n=8)

Radiation Oncologist (n=5)

Radiation therapist (n=6)

Allied health (n=4)

1 Senior Nurse Educator
2 Clinical Nurse Specialist
5 Registered nurse

1 Head of Radiation Oncology
Department
4 Radiation Oncologist

2 Senior Radiation therapists
4 Radiation therapists

2 Radiation therapy’
assistance

1 Clerk

1 Nurses’ aid

4.1.4 The experiences of radiation oncology team while providing care for

patients with head and neck cancer during concurrent chemoradiotherapy

The key health care professionals in radiation oncology service participated
and voiced their perspectives. The radiation oncology team’s perspectives relating to
their experiences in providing care for HNC patients and their family, as well as the
ways to improve radiation therapy services and nursing care, were identified into four

key categories and eight sub-categories as follows:
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4.1.4.1Environment of healing

(1) Symptom management strategies

All participants had the same feelings about management of side effects,
with various organ involvements and close monitoring of the symptoms during the
treatment.
“Weekly visit radiation oncologists would be recommended, but sometimes it seemed
not enough. Some patients’ symptoms occurred during treatment when they stayed at
home at weekend or woke up, and found that they scratched on their skin because of
itchy dry skin. Some patients faced difficult situations, such as secretion obstruction,
fatigue, severe mucositis, and need of NG insertion, but how much we can help them.
1t’s very difficult to deal with those complications in complex problems.” E2
“The patients don’t know what to do when symptoms occur, but | have already taught
them from the information in booklets. ”’F1
“When I give health education to patients, they seem not interested in the information
I've given, but | know that they are talking with other patients for some tips of self-
care.”’F2
“The radiation oncology nurses should be expertise in managing symptoms during
radiation therapy treatment for early detection, assessing the severity of symptoms,
monitoring the side effects, and helping the patients to overcome those suffering
symptoms. This help them alleviate the distresses and comply to treatment towards
better quality of life. "E/

(2) Supportive
Humanistic interactions with patients were mentioned in

some participants referred to therapists who controlled treatment machines. The
meaningful relationships with radiation oncology staffs became precious environments
and impressed patients during and after radiation therapy.
“When I talk with the patients at the end of treatment session, they always thank you
the staffs in our department. Service behaviors of nurses make them impress and feel
like home. Some patients prefer to be called as Loong, Pah, just as we call our
relatives. ”E2
“I think the radiation oncology nurses should make the patients trust in our

professional skills, along with holistic approaches, to make them feel accepted and
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understand the treatment side effects and management from the beginning. | have an
example. One day, | have just hugged the patient, a middle age lady with
Nasopharyngeal cancer during Radiation 16 fractions, who looks sad and fatigue.
Suddenly, she cried and told me that she felt so tired and her husband left her alone.
Just hug and ask them with sincere heart and look into their eyes. | believe that the
empathy and consistency would make the patients not feel alone. When they have
problems, they tell us. ”E]
“Nurses should be in close monitoring and proactive to look after this group of
patents. ’E2
“In our department, the group support or formal health education seems not
appropriate because the life style or major population are working men/women and the
diseases are not the same. "F2

Therefore, advanced technology relating to the evidenced-based
radiobiology to treat cancer patients is considered as having more values in caring
process for individual patients and healthcare providers who deal with newly advanced
environments (Liu, Bozic, & Teisberg, 2017). A previous study on the relationship
between individual cancer patients’ perceptions of their treatment experiences and the
level of their anxiety during radiation therapy showed that the treatment environment
and psychosocial climate of the clinic significantly impact the level of anxiety. There
are two climates for the increasing or decreasing level of cancer patients’ anxiety. A
climate of safety can reduce the anxiety level, while having difficulty in treatment
experience, worrying about treatment machine, and feeling isolated in the treatment
room, can increase the level of situational anxiety during radiation therapy (Mullaney
et al., 2016). Moreover, a comforting environment can lower stresses, with physical
surrounding and nature-based designs that influence a sense of well-being. Some
studies seek the best practice solution with patients’ engagement based on their
perceptions in designing the visual environment (Blaschke, O'Callaghan, & Schofield,
2018).

In order to achieve optimal health outcomes in patients with cancer during
either curative or palliative intents, the healing environment should be well designed
for cancer care. More importantly, it is reaffirmed the relationship between practitioners

and patients as the center of focuses with favorable conversation, physical environment,
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and behaviors towards cancer patients and their family (Estores & Frye, 2015). Thus,
the radiation oncology nurses’ perceptions about their communication skills should be
improved in some levels. This can articulate the insights from the nurses’ experiences
and awareness in creating the optimal healing environment and compassionate
approaches to provide effective treatment for patients with cancer in the department of
radiation oncology.

4.1.4.2 Nursing role and Competency development
(1) Scope of service
The nursing team focused on the same direction and saw the pitfalls

of routine care. All participants mentioned about grey zone of practices between nurses
and radiation therapists, as well as between nurses and radiation oncologists in many
Issues.
“Nurses cannot take action in referring patients to see nutritionists. Doctor haven'’t
taken into account” F2

“Can we prescribe normal saline solution or skin care routine products for patients?
If the doctors are not available in the clinic, telling them to prescribe it may make them
not satisfy and they may or may not prefer to prescribe the cream.” F2

“When patients have something wrong, they will tell technicians in treatment room.
They sometimes do not tell us, or they might think those staffs are doctors. ” F1

“Why Techs don 't take the scheduling book into their account, this job makes us have
no time. Now, Techs are responsible to advise and educate the patients.” F/

(2) Knowledge and skill deficits
The knowledge about head and neck cancer treatment, side effects,

and management for individual’s problems were added for every level of staffs.

“I have no confidence to educate patients with head and neck cancer. They have too
much suffering. ”F1

“I can tell the patients in daily routine care, but in case of severe side effects or many
involved factors, this will make me frustrate to approach. ”F1

“This group of patients suffers and there are many involved factors, such as financial,

personal, and disease problems, which will create the symptom burdens. The Radiation
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Oncology Nurses should understand the basic radiobiology or plan of treatment in each
case, which will make us comprehend the treatment-related side effects. "E/

“They have a lot of problems and suffering, but I cannot help them too much. We don 't
have any tools or instruments. We can only talk and educate them, or tell them what
should to do. ’E2
Skills of staffs to take care of this group of patients and also their family should be
prioritized.

“I have learnt from my experiences While seeing the patients with the doctors or
attending the seminars or meetings regularly. This makes me more confidence and talk
with the patients and their family every day to enhance my skills. ”F2
“I work in other fields, not oncology. | need to practice more or maybe | do my
attending with senior nurses when they educate patients and their family. This can help
me have more understanding. Patients come with different conditions, Sometimes, I can
still ask for help if I cannot help the patients.” F1

Therefore, the roles of radiation oncology nurses mainly focus on health
education for cancer patients in the treatment process. Radiation oncology nurses play
a vital part of radiation therapy treatment in preparing patients over the course of
treatment and dealing with all factors relating to individual patients for radiation
therapy. Radiation oncology nurses, including NP and CNS, are important members in
the multidisciplinary team with different roles and obligations to direct patient care and
particular treatment procedure of patients receiving radiation therapy. With the
complexity of disease itself and the combination of treatment modality, especially in
head and neck cancer patients, the radiation oncology nurses with advanced practice
can add their value to the quality of patient care and make differences in patients’
experiences (Carper & Haas, 2006).

Knowledge and skills of radiation oncology nurses have to be improved in
a specialized setting to provide better care in difficult situations, especially in patients
with head and neck cancer during radiation therapy (P. Rose & Yates, 2015). Nursing
is considered as crucial in the coordination of caring process and mainly in educating
patients and their family to perform self-care as outpatients. The specialized clinical
nurses can be confident to provide a holistic care, but sometimes they do not get

adequate clinical information in terms of treatment areas and specific side effects.
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While, the radiation oncology therapists are responsible for daily treatment of patients
and see the changes of skin and nutritional status, as well as manage the positioning in
treatment room. The radiation oncology nurses need to have knowledge and skills in
advanced treatment modality and technology to drive cancer care, with accurate
assessment and intervention of possible unpleasant toxicities. Significantly, the
radiation oncology nurses are essential to advocate the rights, health education, and care
of patients (Gosselin-Acomb, 2006).

Professional competence should be a priority for improvement of nursing
confidence to enhance better nursing care in patients. To provide effective nursing care
for individual cancer patients, it is important to clearly identify the roles and
responsibilities of radiation oncology nurses with other staffs. There are high
expectations from radiation oncology team and patients, but competency is mostly
needed for improvement. The radiation oncology nurses’ perceptions about their
communication skills should be improved in some levels, with insights from nurses’
experiences and awareness in creating optimal healing environment for patients in the
radiation oncology department. Patients with head and neck cancer experience a variety
of health problems and side effects from their disease during the treatment process. The
patients described their symptoms and side effects as uncertainty and non-expectation.
In a recent study, most patients experienced the interactions between themselves and
healthcare providers in the healthcare plan and self-management goals, which formed
the partnership support as a sense of relief from the disease (Rehaman B, 2018). A
primary nursing/collaborative practice framework is the model of care in the radiation
therapy department for individual patients. Similar findings in older nurses with more
experiences in cancer care were reported more on their acknowledgement and patient
supports rather than young nurses (P. M. Rose, 2016). The person-centered approach is
a main concern in cancer care process to improve treatment outcomes (Hansson et al.,
2017). Currently, healthcare systems focus on patient-centered care concepts to
promote the quality of care. Focusing on patient safety and treatment effectiveness
should be a priority in the sustainability of healthcare providers using the person-
centered model of care (Delaney, 2018; The Healthcare Accreditation Institute (Public

Organization), 2018). Hence, adopting the concepts of person-centered care could be a
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way to improve the quality of nursing care in patients with head and neck cancer during
radiation therapy.

4.1.4.3Fragmentation of care and discontinuity
(1) Multidisciplinary involvement
From the interview, they all referred the importance of nutrition,
rehabilitation and physical therapy to be involved in caring process.

“Clinical practice guidelines should be revised and developed in providing good
clinical practice with multidisciplinary team in clinic, especially nutritionists because
patients with head and neck cancer really need to see nutritionists to maintain their
nutritional status. "E'/

“I have discussed with some patients who have to see the rehabilitation staffs before
starting radiation therapy. Their oral health status seems better than other patients who
do not see specialists.” F2
“I think, in case of the organ involvement and effects of treatment, patients should see
the physical therapists, especially in case of edema around their neck to prevent the
stiffness. "F1
(2) Discontinuity

The continuity in this high risk population were discussed in the team and
suggested to improve the monitoring, early assessment, and make some guidelines to
care for this group of patients.
“The patients with head and neck cancer should be closely monitored for their
symptoms and side effects along the treatment journey. Before treatment, they were
afraid and ran away from the treatment. During treatment period, they faced with the
symptom burdens. After treatment, the delay side effects might occur in next 6 months. ”
El
“Every profession have their own responsibility, including RON and RTT. If we
perform the early detection of side effects and refer the patients to see the doctors for
managing symptoms, this will increase the team value and treatment outcomes. "E2
“We collaborate with nutritionists for early detection of nutritional status, but we now

stop doing it due to lack of staffs. "F2
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The proactive of prevention from complications during the radiation treatment was the
most challenging from their perspectives.

Hence, the complexities of disease itself and treatment-related toxicities
should be a concern to involve a multidisciplinary team for each individual patient and
their family to increase their treatment outcomes and quality of life. Patients with head
and neck cancer require a multimodality treatment, including radiation therapy, with or
without chemotherapy, or concurrent chemoradiotherapy for locally advanced head and
neck cancer. In addition, the patients need proper and tailored treatment plans.
Consequently, the treatment-related toxicities can cause unpleasant symptoms and side
effects that impact patients’ quality of life (Lo Nigro, Denaro, Merlotti, & Merlano,
2017). Thus, the optimal management of patients with head and neck cancer should
involve multiple health care professionals with relevant expertise, such as head and
neck surgery, radiation oncology, nutrition, medical oncology, rehabilitation, medical
physics, physical therapy, radiation therapy, and radiation oncology nursing. In order
to standardize the practice guidelines for radiotherapy in head and neck cancer, the
compliant radiation planning and concurrent chemoradiotherapy should be available in
all cancer centers (Nutting, 2016). The mixed skills and knowledge sharing from the
multidisciplinary team are helpful for more confidence in dealing with the difficulty of
nutrition and rehabilitation supports during and after radiation treatment.

The continuity of care and treatment for approximately more than six weeks
is the most concern for both healthcare providers and patients with head and neck
cancer. A previous study at the radiation therapy clinic reported on the continuity of
care improvement with primary therapists from the first visit of cancer patients through
the treatment course. The results showed the improvement of satisfaction scores among
patients and stakeholders (Lee et al., 2019). In addition, a recent research demonstrated
that the continuity of care in individual cancer patients who receive nursing care from
the same healthcare providers during a specified period of time could improve patients’
experiences of dealing with the disease and treatment-related toxicities (Kuo et al.,
2019). Interestingly, the initiative quality improvement in a cancer center yielded the
efficacious outcomes of caring continuity in order to optimize the caring delivery
services and reduce unnecessary patient visits, with high scores in acceptability and

appropriateness (Gonzalez, Moreira, Casanova, & Bettoli, 2019). Therefore, these
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findings were beneficial for the continuity of care in cancer patients, especially those
with head and neck cancer along the treatment course.

4.1.4.4 Person-centered approach
For summary of individual interview and focus group
discussion, the major concept was emerged from their perspectives: a person-centered
approach for individual patients.
(1) Patient-centered care
Assessment of individual” experiences would provide a person-centered
care rather than a focus on problem- or symptom-oriented issues in the clinic.
“The respectful to patients, concerns for their life style, and questions on what they
prefer to eat, how they can manage side effects, whether they can follow the
recommendations, and if the suggestions make sense for them, are all the problematic
issues which | always have to handle due to the complexities of various organ
involvements and many factors related to symptoms.” 2
“I think that it’s difficult for some patients to follow the instructions, such as eating
foods with high calories, exchange dietary or liquid diet in case of difficulty swallowing,
and no money to buy the blender or no one to take care of aging patents. ”E2
“Patient’s background and their lifestyle should be concerned when we create the
health education plan and I think that it’s adjustable to teach patients how to take care
of themselves if we assess all those things and discuss with them to find the right
solutions.’F1
(2) Family involvement
In Thai culture, patients always come to receive cancer treatment with
their relatives. To make decision on radiation treatment, the healthcare providers
encouraged family members to discuss with doctors at the beginning. In older patients
with head and neck cancer, who received the radiation treatment with or without
chemotherapy, they needed caregivers to take care of them.
“If I have to teach the aging patient, I always invite their family members 10 help the

patients to remember health information.”’F2
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“Sometimes doctors told the patients about plan of treatment and side effects and
patients agree to start Radiation, but later on one of family member wanted to discuss
with the doctor again and refused the treatment. ”F'/
“In Thai culture, the daughter or son have to take care their parents. So, we need to
invite their family members who are the main decision makers to get involve in the
treatment process. "E/
“[ think that I understand the patient’s condition. | need to assess their readiness or
their health status first if they can understand the instructions. | should teach the patient
alone because nowadays their relatives need to work for earning money. It is this way
that | have an experience to take care of my mom, but I need to work. I should go with
her if | could, but most of the time | am busy. Anyway, | am a nurse and | always ask
for the progress. So, | am capable to help my parent. ”E2

Therefore, patients with head and neck cancer experienced a variety of
health problems and side effects during the treatment process. The patients described
their symptoms and side effects as uncertainty and non-expectation. In a recent study,
most patients experienced the interactions within themselves and healthcare providers
regarding healthcare plans and self-management goals, which formed partnership
supports as a sense of relief from the disease (Rehaman B, 2018). A primary
nursing/collaborative practice framework can be the model of care in the radiation
therapy department for individual patients. Similar findings in older nurses with more
experiences in cancer care reported their acknowledgement of patient supports as in a
person-centered approach among younger nurses (P. M. Rose, 2016) towards the
improvement of patient care and treatment outcomes (Hansson et al., 2017). Currently,
healthcare systems focus on the patient-centered care concepts to promote quality of
care, patient safety, and treatment efficacy as a priority in sustainability among
healthcare providers using a person-centered model of care (Delaney, 2018; The
Healthcare Accreditation Institute (Public Organization), 2018). Hence, adopting the
concept of person-centered care could be a way to improve the quality of nursing care

in patients with head and neck cancer during concurrent chemoradiotherapy.
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The radiation oncology team’s perceptions of caring system when providing care for
patients with head and neck cancer and their family during CCRT were illustrated in
Table 4.4

Table 4.4The perspectives from radiation oncology team for head and neck cancer
patients and their family during radiation therapy with chemotherapy

Code Sub-categories Category

Competency, knowledge, attitudes, being a

nurse, skilled, nursing evidence-based Scope of service

practice,
Scope of service in educating HNCs, Job

Knowledge and skilled
deficit

Radiation Oncology
Nursing role and
Competency development

description

Trust in healthcare personnel,
Service behavior,

Seeing the same provider,
Good communication,
Emotional support

Symptom management

Symptom management
strategies
Supportive

Environment of healing

Individual teaching,

Tailor information and education,
Monitoring nursing outcomes,

Reduce patient loneliness and suffering
through treatment course, Care for patients
as our relatives

Patient-centered
Family involvement

Person-centered
approaching

Clinical practice guideline

Collaboration about patient queue and
preparation

Involve nutritionist, PT, OT in managing
care

Monitoring side effect from nurse and RTT
for early detection

Multidisciplinary
involvement ,
discontinuity

Fragmentation of care

4.2 Phase 1l: To develop a person-centered model for enhancing treatment
adherence, symptom management, and satisfaction among radiation oncology team
and patients with head and neck cancer and family receiving concurrent
chemoradiotherapy

The person-centered model was developed continuously into 3 cycles. Each
cycle have 4 activities: planning, acting, observing, and reflecting (Kemmis&
McTaggart, 1997), by using results from HNC patients and their family’s experiences,
as well as radiation oncology team’s perceptions to lay the foundation for the
improvement of a tentative practical model. Data obtained from participants group 1
and participants group 2 were presented inTable 11. All stake holders related to
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patientswith head and neck cancer receiving concurrence chemoradiotherapy care

process concerned the gaps of practice and service needs in providing a better care for

those patients.

Table 4.5Caring process gaps of practice and service needs from group 1 and group 2

Caring issues

Gaps of practice and service needs

Group 1

Patients and their family
caregivers

- Overwhelming of information and seeking tailored information
-Inadequate knowledge about radiation therapy and chemotherapy
- Symptoms management and self-care during treatment

- Supportive care needs: physical, psychological aspects

Group 2

Radiation oncology team

- Ineffective collaboration and communication among radiation oncology team

- Fragmentation of care from multidisciplinary approach and discontinuity

- Lack of working procedure and guidelines in order to provide nursing care in the
same practice

- Lack of advanced knowledge and expertise in caring for HNC patients, especially
nurses, therapists, and allied health staffs

This phase consumed a period of 4 months to complete. In the middle of

this phase, the Covid 19 pandemic was an inevitable event that delayed the PAR process

in some issues. However, the participants continued to work in the clinic and required

urgent management to reduce the number of patients during the pandemic situation.

Accordingly, the informants continued on their action plans and implementation of a

person-centered model within the timeframe. Figure 4 illustratedthe process of

developing model of PAR cycles in this study.

Patient experiences and team
perceptions for developing
tentative model

g

Plan Action

Reflect Observe

1. Key stakeholders setup

2. Clinical practice guidelines
3. Work procedure created
.:>|:> 4. Information and education
system

5.Role and competency
development

d

Implementing and evaluating
tentative person-centered model
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1. Try out with HNCs
2. Revised model
3. Try out again

4. Adopt model <:| <:| Reflect Observe

Plan Action

1. Treatment adherence

blan Action 3 : 2. Patient and family
Implementing and evaluating satisfaction

—> tentative person-centered model —>| 3. Radiation oncology
Reflt OB team satisfaction

Figure 4 The activities of person-centered model development spiral

According to Figure 4, there were four activities of each participatory

action research within 3 cycles. These activities were presented in details as follows:

4.2.1 Cyclel
4.2.1.1 Activity 1: Plan
In order to develop the person-centered model, the researcher let

the key participants play an active role in the research process. The researcher invited
radiation oncology team participants and presented the data obtained from phase |
together with the participants, and brought the related-caring issues, gaps of practices,
and service needs to be discussed for improvement. After that, they conducted several
meetings using the department usual meeting schedules. This was seen as a strategy to
enable the participatory action research cycle to actively run along with the
routinization of the department environment.

(1) Creating the clinical practice guidelines

The clinical guideline consisted of expected outcomes of each period of
care for HNC patients during CCRT. It composed of essential elements of care process

from first consultation visit, CT-simulation procedure, transfer plan, first day of
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radiation, during radiation and chemotherapy, and last day of radiation. Each process
consisted of assessment, patient education, diet, exercise, symptoms management, and
records. The participants considered the care continuity and recourse utilization by
integrating social service for these patients.

Along with the professional responsibilities in order to take care of HNC
pateints during CCRT at the radiation oncology department, the guidelines were
developed by each discipline as follows:

- Radiation oncology nurses: A work instruction of nursing care plan for HNC
patients during CCRT
- Radiaiont therapist: A work instruction of CT-simulation positioning for
HNCs patients
- Radiation oncologists: A clinical practice guidelines for HNCs
(2) Creating a work procedure
In the planning phase, a new work procedure was established and
proposed to the radiation oncology team. While, the previous work procedure mainly
focused only the job assignment for each discipline as a service flow. This new work
procedure consisted of roles and responsibilities for all members in a team. In this way,
collaboration, communication, and clarification of job allocation could be better. From
the patients and their family’s needs, together with the radiation oncology team’s
concerns, the intra- and inter-department collaboration with multidisciplinary team was
administered towards the optimal outcomes. There were more focuses on each issue
with a clear vision to accomplish the person-centered care. The road map of caring
patients with head and neck cancer was identified for possible solutions. All members
shared their ideas and participated in the action plan of practical problem solving.

The continuity of care was a goal for cancer care, especially HNC patients
who received CCRT. Multimodalities and multidisciplinary were fragmented in caring
process. Radiation therapy and chemotherapy scheduling made patients and their
family confused. Therefore, the radiation oncology nurses took this into account to
create the monitoring system for the follow-up of patients’ symptoms and side effects.
The follow-up during treatment was crucial for monitoring the acute side effects from
treatment and giving appropriate treatment. The team of radiation oncology developed

guidelines for the follow-up of patients with the appointment system of the hospital.
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The registered nurses printed out the name list of HNC patients who underwent
radiation and follow-up on appointment in a day for reviewing the medical background
and other personal information, such as telephone number and address two days ahead
before the appointment date. The practical nurses made the call to remind the date of
appointment and prepare the patients approximately 2 days ahead. On the date of
appointment, if the patients did not show up, the practical nurses would make the call
for updating the patients’ status. If the patients were unavailable and required to change
the date, the nurses would coordinate with the team to response their needs. For
instance, if they were discontinued treatment due to side effects, nurses would do the
close monitoring.
(3) Developing the information and education system

The suffering from symptoms could occur throughout treatment
course. The caring map and support for those symptoms was written by the team in
caring guidelines. For instance, oral mucositis, skin reaction, weigh change, and food
consumption were assessed by radiation oncologists every week, with the NSS for
rinsing every 2 hours. The NSS plus sodium bicarbonate was provided by radiation
oncology nurses from the first day of radiation therapy. Monitoring oral discomforts,
skin reactions, and other symptoms were recorded in the individual symptom profiles
and monitored by the nursing educators. If the severity of skin reaction was at high
grade and found by the radiation therapists during radiation treatment, the patients were
referred to the nurses for evaluation and consultation with the doctor.

The symptom management strategies were provided to the
patients and their family by radiation oncology nurses during the health education
session. The nurses assessed the patients’ needs and preferences to deal with any
symptoms and engaged the patients and their family to participate in their self-care.
Informal group support would be given in front of the radiation treatment room, so the
nurses were there for prompting answers and questions.

Regarding the disease itself and complexity of treatment, the
patients and their family sought the tailored information to receive treatment. In this
study, the tailored information was provided by the radiation oncology team from the
first consultation visit until the end of treatment. In the first visit, patients and their

family discussed with radiation oncologists about the radiation therapy and
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chemotherapy to make decisions on the starting of concurrence chemoradiotherapy.
After that, the CT-simulation appointment and preparation were given by radiation
oncology nurse with a package of important information that patients needed to know
before starting radiation and chemotherapy, such as treatment benefits, symptom
management, financial issues, and transportation to hospital, chemotherapy process,
and daily service flow. The leaflets provided to the patients were equipped with
individual information and needs. It was identified by patient’ name and organ related
leaflets, not the general information. The chemotherapy regimens were prescribed by
medical oncologists and given at the inpatient ward. There was collaboration between
OPD, IPD, and Department of Radiation Therapy to schedule patients for radiation
within 30 minutes after finishing chemotherapy.

The health education system for patients with head and neck
cancer lacked the continuity of teaching to patients along the caring process. The
radiation oncology nurses focused on the service flow information, symptom-related
treatment, and self-care before starting radiation therapy and chemotherapy. The
patients’ needs and their concerns sometimes were not taken into account due to lack
of time. Also, the treatment schedule for receiving radiation and chemotherapy were
not the same time every day, depending on the available of treatment room. Therefore,
the health educator nurses could not monitor the patients’ symptoms at night time for
treatment schedule. The patients did not see the importance of seeing the nurses for
health education because they saw the doctors every week and met the radiation
therapists every day.

The information for patients to receive radiation treatment was
related to the procedures and CT-simulation. The CT-simulation was the important
process before starting radiation therapy, with treatment planning and accuracy issues.
This procedure needed the patients to lie down on the moving couch with special
immobilization devices, such as the plastic mask, the oral pipe, and shoulder retractor,
while making sure that patients stayed still. This usually took forty five minutes for the
whole process. Patients needed contrast media injection during CT-scan for clearer x-
ray. The appointment time and the preparation should coordinate with therapists and

patients for invasive procedure.
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The package of information that the patients should know was
provided before starting radiation treatment. The process of radiation treatment were
composed of many steps, and staffs should provide all information that patients needed
to know before deciding to start treatment. The inadequate information to patients were
situational analysis, with the sharing of their ideas to improve in practice. The final
conclusion was the development of information package that patients needed to know
at the consultation visit, CT-simulation day, and the last day of radiation therapy.

(4) Developing the radiation oncology nursing roles and
competency

Radiation oncology nursing roles and competency were the first
priority for improvement. The lectures on the topics related to patient care with head
and neck cancer during radiation and chemotherapy were held every months, with
nutritional issues, rehabilitation, prevention, radiation therapy, and chemotherapy
regimens. The updated knowledge from other professionals were raised for
nutritionists, physical therapists, and rehabilitation specialists. Therefore, the classroom
for lecturing related topics were held by radiation oncologists, nutritionists, and
physical therapists in the department and scheduled at the meeting room for a total 3
months.

In order to provide effective care for HNC patients and their
family to foster treatment adherence and satisfaction, the person-centered approach was
the key success. Individual patient had their background, limitation, and needs
differently. Additionally, the focused symptoms usually done in practice now changed
to be more person-focused. The educational materials were developed for individual
needs. The health education about symptom management was more focused with the
assessment of patients’ background and preferences to follow the instructions. Some
patients did not like sweets in order to maintain their energy. So, the nurses adjusted
this solution with patients’ agreement to deal with this problem. Family support was
very important in Thai culture. Especially, this specific population needed caregivers
to support in difficult time. Cheer-up speech and accompanying persons with patients
for daily treatment was identified by patients. Hence, the radiation oncology nurses

should focus the care to HNCs patients and their family as a center of care.
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The patients’ needs in term of symptom burdens were physical suffering
and psychological distress. The supportive care was integrated into actions from all
staffs. The service behaviors of radiation oncology team should be in gentle and clear
communication to HNC patients and their family. The participation of patients and their
family in every step of treatment was the key to success in dealing with complex
situations, such as radiation scheduling, doctor scheduling, and self-care. The nurses
were the coordinators in radiation therapy process to communicate, negotiate, and
advocate for all stakeholders towards optimal HNCs patients and their family’s needs
and concerns.

Therefore, the competency of radiation oncology nurses should be
included in these topics as follows,

- Physical and psychological symptom assessment and management
- Counselling and empowerment
- Knowledge about basic of radiation therapy, chemotherapy regimens
- Side effects related to radiation therapy and chemotherapy and management
- Nursing care for patient receiving concurrent chemoradiotherapy
- Nutrition management for head and neck cancer patients
The radiation oncology nursing’ roles should be as follows;
- The nurse coordinator
- The nurse advocator

- Professional radiation oncology nurse

The planning activities for the person-centered model was developed
from participatory action approach with plan of care, which will be illustrated in Table
4.6

Table 4.6Plan of care for patients with head and neck cancer receiving concurrence
chemoradiotherapy

Responsible When How/ Tools Indicators
person / Purpose Process
Consultation & Care
planning
Radiation -The team ensures patients | -Tailored information is provided -Information
oncologist have easy access to the about the expected outcomes and leaflets for
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Responsible When How/ Tools Indicators
person / Purpose Process
services they need, the expenses to the patient / family was | patient and 1.100 %
Radiation admissions process clear and easy to understand. There | family receive
oncology tailored to the health was a process for obtaining consent information
nurse problem or patient needs, | from the patient / family prior to -Referral form
timely with good providing services and CT- for counselling | 2. 100%
coordination. Under Simulation. Nutritionist, complete
appropriate and efficient -And ensuring that patients / Rehabilitation consent
systems and supportive families receive the necessary clinic form
environment. information sufficiently with
understanding and have time to
consider before making a decision.
And there was an appropriate
record.
CT-Simulation
All patients were - The patient assessment was -CT-Simulation | - 100%
Radiation correctly, completely and | comprehensive and coordinated to request form assessed and
therapist appropriately assessed for | reduce redundancy, the radiation -Psychosocial recorded in
their needs and health oncology team collaborates, assessment the HIS
Radiation problems analyzes and correlates the evaluation
oncology assessment results. Urgent and -Nursing record
nurse critical problems and needs were form
Radiation identified.
oncologist - The initial assessment of each
patient consisted of: Health history,
physical examination, perception of
their needs by the patient and
family, assessment of
psychological, social, economic
factors.
- Under a safe environment and
adequate resources. A clinical
practice guidelines and resources
are used to guide patient
assessment.
- The radiation oncology team
explained the assessment results to
the patient and their family in clear
and easy-to-understand language
Radiation First RT& CMT
oncologist Symptom assessment
Radiation The radiation oncology - Patient care planning was linked -Individual RT | - 100 %
therapist team creates a well- and coordinated between schedule physical
coordinated patient care professions, departments and -CMT booklet | symptom
Radiation plan with clear goals. service units. -Information and
oncology Corresponds to the health | - The patient care plan responds to a | leaflet psychologic
nurse problems / needs of the holistically assessed problem / need | -Symptom al assessed
patients of the patient. profile
- Evidence-based practice and a
clinical practice guideline were
used to guide the planning of
patient care.
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Responsible When How/ Tools Indicators
person / Purpose Process
Informing and
empowering patients /
families - Patients / families have an -Knowledge - 100%
opportunity to decide on a course of | assessment received
The team provided treatment after adequate information
information on patient / information is obtained. And - Knowledge
family health conditions participate in care planning assessment
and planned activities to - There was communication / - Knowledge
empower the patient / coordination between professionals and skilled
family to be competent of the radiation oncology team and assessment
and responsible for their related departments. In order to - skill
own health care. Including | bring the patient care plan into training and
linking in health action at the right time. The demonstrate
promotion into every step | radiation oncology team members d
of the care. understand the roles of other - symptom
stakeholders toxicities
- The patient care plan was grading
reviewed and adjusted when there score

was indication of an altered patient
condition or severe symptoms.

- A patient assessment plan and
define learning activities. The
assessment covers the patient's
problems / needs, competence,
emotional state, readiness for
learning and self-care.

- The team provided essential
information and assist learning for
self-care and health behavior
conducive to good health to the
patient and the family in
appropriate time with clear and easy
to understand. The perception,
understanding and ability to
implement the information obtained
are assessed.

- Provided appropriate emotional,
psychological and counseling
assistance to patients and their
families.

- The care team and patient / family
jointly formulate appropriate self-
care strategies for the patient, as
well as continuing to monitor any
barriers to self-care.

- Provider team organizes essential
skills-building activities for patients
/ families. And ensuring that the
patient / family can act on their
own. Such as making wounds,
cooking and sucking mucus

- The teams assess and improve
learning management and patient /
family empowerment processes.
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Responsible When How/ Tools Indicators
person / Purpose Process
Second RT& CMT

Radiation - The patient care plan is reviewed | -Referral form | - symptom
oncologist Symptom monitoring and adjusted when there is for counselling | toxicities
Radiation Empowerment indication of an altered patient Nutritionist/ grading
oncology condition or symptoms. Dietitian score
nurse -Knowledge

and skill

assessment

Third RT & CMT

Radiation Symptom monitoring - The patient care plan is reviewed | -Referral form - symptom
oncologist Empowerment and adjusted when there is for counselling | toxicities
Radiation indication of an altered patient Nutritionist/ grading
oncology condition or symptoms. Dietitian score
nurse -Knowledge

and skill

assessment

Last RT day

Radiation - Patient and care giver - According to the empowerment -Patient -Satisfaction
oncology training (wound care, principle to give patients and their satisfaction
nurse exercise for preventing families the potential and questionnaire

complication)

-Discharge plans are
planned so that patients
can take care of
themselves and be cared
for properly according to
the condition of the
problem and needs after
finishing the course of
treatment.

confidence in managing their own
health care.

-Information
leaflet
-Knowledge
and skill
assessment

4.2.1.2 Activity 2&3: Act and observe

Once this tentative person-centered model was developed, the

participants implemented this model with seven head and neck cancer patients who

underwent CCRT. The researcher conducted a participatory observation, while the

participants attended activities at the department and documented afterwards. The

participants voiced their concerns and tried to input their opinions for problem solving.

While, the researcher presented to patients with head and neck cancer and their family’s

experiences, with sad and empathic expressions. All participants were interested in

participating into the lectures from nutritionists, rahapbilitation specialists, and

radiation oncologists on the topics related to the improvement of knowledge for taking

care of patients with head and neck cancer. The allied health staffs who never joined

the lectures came to sit in this room. However, the contents about the basicradiation
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therapy were too difficult for them to understand. Therefore, the staffs developed
dialogues for the allied health staffs to communicate with patients. The collaboration
between inter-disciplinary, inter-department, and multidisciplinary team was emerged
from lectures and knowledge sharing between healthcare professionals. Therefore,
work instructions and work procedures between departments were announced. The job
assignments, in particular for updating the accommodations nearby the hospital, were
done by the collaboration of nurses and therapists. There were group meetings with
health education materials between the nursing team. The useful symptom management
strategies were developed from brain storming to monitor symptoms during treatment
in individual patients with head and neck cancer.

The evaluation of process and outcomes of person-centered model and
its implementation was observed and reflected simultaneously and continuously. For
measuring the outcomes of person-centered model and process development from the
radiation oncology team perspective or expert’s views indicated that treatment
adherence and satisfaction were the outcomes of the model. During the implementation
of this tentative model, the radiation oncology team found out that the feedback from
patients and their family during CCRT was identified and they tried to have the
solutions. For instance, the patients and their family suggested that the nurses should
not stand over the head of patients when teaching of behaviors. They planned caring
activities with the care team and implemented. On the last day of radiation therapy, the
nurses provided the exit interviewing with patients and their family, also the satisfaction
questionnaire for evaluating the care process from person-centered model.

The results from patients and their family caregiver’s part found that the
symptom status was maintained in the moderate score and no one had to discontinue
during the concurrence chemoradiotherapy in seven cases. The symptom severity rating
scale was rated by individual patient and the most severity symptoms included
problems with tasting food, difficulty with voice/speech, and sore mouth/throat,
respectively. In addition, the concurrent chemoradiotherapy adherence was achieved as

planned in those seven HNC patients.
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4.2.1.3 Activity 4: Reflect
There were reflections from patients with head and neck cancer and their family and
the radiation oncology team after implementing the person-centered model in the clinic.
These reflections and discussions between the researcher and the participants during
action and observation processes could provide the basis for accumulating knowledge
and various perspectives.

(1) Reflect of the patients and their family

The patients with head and neck cancer and their family members were
satisfied with the caring process from the first consultation visit. They felt that the staffs
at the radiation oncology were polite and friendly with open-mind for their questions.
The service behaviors of all staffsin the radiation oncology team were very impressive
and very helpful. The information they really needed to know about clinical outcomes
was told by the radiation oncologists. The issues related to the radiation treatment as
daily routine were told by radiation oncology nurses. The participant stated that
“Cheerful speech from all staffs was very helpful and make me feel warm” (p01). Some
of the patients and their family stated that “during treatment they were supported by the
radiation oncology team, even I really had the suffering moments” (p06).

Thesuggestions for giving health education behaviour of nurses should
be done in the way without standing up while giving information to the patients who
were sitting on the chairs. Some patients talked about the radiation schedule, which
should be the same time every day. The participants mentioned that “The information
given by nurses should be better if you sit at the same level to patients” (p07), “the
schedule should be the same day every day, it will be bettter for me for planning
everything” (p05). Their feedback was analzed to confirm the sub-categories of
supportive and service behaviors, including service mined, service behaviors, cheerful
speech under the category of environment of healing.

The HNC patients and their family stated that the caring process and the
service model in this clinic was excellent when compared with other hospitals. The
impression they mentioned most was the service minded of all staffs. During active
treatment, patients and their family were assessed their nutritional status and 2 patients
were referred to the nutritionists and another 2 patients were referred to the speech

therapy for early prevention. In this way, the collaboration between department was
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confirmed the continuity of care. Participants in the person-centered model consisted
of 7 new cases of HNC patients and their family who could adhere to the CCRT without
disruption during treatment.

(2) Reflect of the radiation oncology team

The participants stated at the beginning that they started the study
with a feeling of ‘be commanded’, but after sharing their feelings and concerns in daily
practices, they felt more comfortable to speak out. Especially, when they thought about
patients’ suffering during treatment, this made them more concerned with the wording
they used or communicated to patients and their family. The difficult part of problem
solving was a lack of time and the overload number of patients to develop the materials
or contacted the specialists for giving lectures. The opportunity from model
development was the sharing of knowledge from other professionals regarding the
conflicts in routine practices. The participants stated that ““/ think we did not do the best
because of patient overload sometimes and that made us lack of time to develop
something new. After we did something together and shared more ideas, | think we did
better things ”(F03)

The radiation oncologists initiated to teach the basic knowledge of
radiation therapy for all staffs, with the model of person-centered. They not only gave
knowledge to all staffs but also cultivated good attitudes and some useful skills. After
completing the nurses’s brain stroming, the head of department was appreciated this
activity due to the similar conceptswith the hospital in the USA. The roles of radiation
oncology nurses and raidation therapists in teaching patients were in the grey zone of
practice. The discussions and development of the work procedure for indicating roles
and responsibilities were helpful and could strengten the relationship between the two
professionals. The profile of symtom stategies was developed from the nursing care
team for patients with head and neck cancer during radiation therapy. The individual
symptom profile was the tool for monittoring the symptoms and side effects during
treatment.

The radiation oncologists reported that they preferred the nurses and
therapists who could do the symptom assessment as early detection and referred to them

before the symptom getting worse. However, the doctor preference was in prescribing
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the skin care products to prevent skin irritation from radiation. The prescription of
normal saline solution for rinsing to prevent oral mucositis should be done by nurses.

The therapists stated that they just realized that the nurses worked so
hard and were busy with the paper work, such as radiation schedule, patient payment,
and inform consent. They were willing to help for giving information to the patients
and their family about radiation therapy process. It was very helpful to conduct the work
flow and identify the nursing roles and responsibilities for contact in case of referring
the patients.

The radiation oncology nurses stated that they were proud to be the
radiation oncology nurses at this department. This working environment was very
friendly in daily routine basis. When each professional did some mistakes, they could
speak with open minded in the meeting and sharing the ideas with “no blame no
shame”. The basic knowledge of radiation and chemotherapy in individual nurses was
gained with more confidence to discuss as complex problems in patients with head and
neck cancer and their family. The nurse mentioned that the continuity should be
provided to patients after finishing concurrence chemoradiotherapy for monitoring the
acute side effects and assessed the self-care ability.

All care provider participants believed that it was the great opportunity
to improve their knowledge and skills in order to take care this group of patients. The
knowledge gained from this development process could make them more confidence to
take care the patients and their family. The relationship between radiation oncology
team was described in a better feeling. The participants stated that after listening the
patient’s experiences they felt more empathy to this group of patients. However, the
suggestions from stakeholders mentioned that the fulfillment of the care model in this
group of patients should invite more specialists, such as dentists, radio-biologists, and

ENT doctors to share their expertise of caring the patients.

4.2.2 Cycle 11
4.2.2.1 Activity 1: Revised plan of care for the 2" cycle
After implementing the first cycle for a total of four weeks,
feeding back from the reflection and evaluation from all stake holders, as well as the

revised plan of person-centered model should be implemented in the clinic afterwards.
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The continuity of care was the most concerned from the radiation oncology team.
Hence, the follow-up after completing treatment was the adding issue in the model of
care. The last but not least, the reflection from participants was the supportive care
behaviors. For instance, a cheerful speech from the team was most needed from

patients. Therefore, the revision of plans was shown in Table 4.7

Table 4.7 Revised plan of care from participants’ reflection.

Responsible When How/ Outcomes Tools
person / Purposes Process
Radiation During RT -Cheerful speech Patient Excellence
oncology -Service behaviors satisfaction Service
nurses - Service minded Behaviors
Follow Up
Radiation The radiation - There was an appointment system | > 80% follow | - Guideline for
oncologist oncology team builds | for patients to resume treatment up rate following up
cooperation and when indicated. There is a system - Telephone
Radiation coordination for for helping and advising patients reminding
oncology effective follow-up discharged from the hospital as before
nurse and ongoing care of appropriate. appointment
patients. - There was continued follow-up day
care to ensure that the needs of the
patient are met. And use the follow-
up results to improve / plan future
services.

4.2.2.2 Activity 2&3: Act and observe
Implementing the revision of person-centered model for three
weeks and getting feedback from all stakeholders by mini interview and monitoring the
outcomes found that all activities and plan of care were deployed with simplify and
more understanding of radiation oncology team. Patients with head and neck cancer
and their family were adhere to treatment as planned. Side effects from treatment-
related most found were sore mouth and throat, nausea and vomiting, taste disturbance,

and problem with mucus, respectively.
4.2.2.3 Activity 4: Reflect

After implementing the second cycle for total four weeks,

feeding back from all stake holders were discussed in the meeting. The symptom
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assessment and management were the most concerned topic to the radiation oncology
team. The patients and family mentioned about the self-management, especially in

managing symptoms and strategies for adhering to the treatment regimens.

4.2.3 Cycle 111
4.2.3.1 Activity 1: Revised plan of care for the 3" cycle
The reflection from all participants were taken into account in
revising plan of care. The service needs and gaps of practice were solved almost every
topic-related to the concurrence chemo-radiation therapy care process. Therefore, the
revision of plans was shown in Table 4.8

Table 4.8 Revised plan of care from participants’ reflection from the second cycle

Responsible When How/ Outcomes Tools
person / Purposes Process
During RT
Radiation -Early detection and - Adopted the toxicity grading score Symptom CTCAE score
oncology team | management in side from CTCAE for radiation assessment Mucositis, Skin
effects from CCRT oncology nurse to perform early Early reaction, weight
detection and refer to radiation detection change.
oncologist.
Radiation - Self-management - The radiation oncology nurses not Treatment Empowerment
oncology team | and treatment only provided counselling but also adherence and family
Patient and adherence empowering patients to adhere to involvement
family the treatment. Family involvement
was also the key factor to
encourage patient success in the
treatment journey.

4.2.3.2 Activity 2&3: Act and observe
After deploying the revised plan of care in person-centered model
in practice, the changing practice to meet the needs and close the gaps from participant’s
concerned were acted and observed.
4.2.3.3 Activity 4: Reflect
In the final meeting, the summary of reflection in every aspects

were discussed and shown in Table 4.9
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Table 4.9 Summary of closing the gaps of practice and service needs

Caring issues Gaps of practice and service needs Satisfied
Group 1 - Overwhelming of information and seeking tailored N
information \
Patients and | -Inadequate knowledge about radiation therapy and \
their family | chemotherapy \

caregivers | - Symptoms management and empowerment during treatment
- Supportive care needs: physical, psychological aspects

Group 2 - Ineffective collaboration and communication among N
radiation oncology team
Radiation - Fragmentation of care from multidisciplinary approach and \
oncology discontinuity
team -Lack of working procedure and guidelines in order to provide \
nursing care in the same practice
- Lack of advanced knowledge and expertise in caring for \

HNC patients, especially nurses, therapists, and allied health
staffs

Finally, in drawing a person-centered model, it was noted that this
model emerged from a collaborative practice among radiation oncology team and
patients with head and neck cancer and their family to develop the good quality of care.
Figure 5 showed that the change of person-centered model was revised for patients with
head and neck cancer during concurrent chemoradiotherapy in an overall picture of
treatment delivery at a cancer center setting. Obviously, this model focused the patients
as a center of supportive care from the radiation oncology team, with caring activities

and caring process.
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Antecedent Contributed of model Outcomes
: - Person-centered Patient out
an(? approaching - Treatment
- Empowerment adherence
competency - Collaboration - Satisfaction
— - Continuity - Symptom status
Radiation - Information and
oncology » education
teamwork - Work procedure
- Clinical practice
Environment of guideline
healing =—
Staff outcome
- Satisfaction

Figure 4.2 The person-centered model for patients with head and neck cancer during

concurrent chemoradiotherapy

In conclusion, the outcomes of practice demonstrated the changes in the
process of care. Previously, each professional had their own work instructions and
service flow for patients. In this new model, there was a collaboration from every
discipline in radiation oncology department to work on the caring plan for HNC
patients. Therefore, the fragmentation of care would be less in the caring system and
enhanced a professional relationship to work together. Evidently, there was a change in
the department atmosphere and improved staff satisfaction. The summary of activities
and outcomes of improvement during revision of the person-centered model was
illustrated in Table 4.10

Table 4.10 The activities and outcomes of improvement during revision of Person-
Centered Model
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PAR Participant and Outcomes
Purpose/ Activities Methods
Cycle
- Radiation oncology -ldentify stake
team holders
. : - Focus group on 8th
Summarize and synthesize November, 2019 at _Identify the
PAR the data from phase I. 12.00-13.00 o clock . ds and
Cvele | -Building a common ' ' serwci nee ts_an.
y understanding , motivation, _Radiation oncolo gapCS:IC_) _pralc ICE,
and share decision making team 9y pra-ctilcr:elca
plan | fromall participants and -HNC patient and their | guidelines
initiated the action plan b
Act & > flect th family -Work
Observe | P_arfIICIpants Al -Participant observation | procedure created
existing problems and share 1 :
- -Document review -Information
concern to improve model of ¥4 .
Reflect A -Radiation oncology and education
: team, patient and their | system
family -Role and
-Focus group competency
-Interview development
- Identify a process for
investigating the issue and e
formulate the revised plan. L Rkiiiondncalo ) ’.\:ﬁt satisfied
SRCRIIgehie Belech team, patient and tr?g/ir \t,)\“h S?NIC?{I
centered strategies and how to 0 ehavior whtle
. ' family giving
change in developing model. N usufaer et el nf tion to th
- Learning from last cycle nd information to the
PAR Cycle | -Observe the action process in e OCUSIIOLD SJjP 2 patients and
y 0, November, 2019 at family
1 terms of patient’s health
: . 12.00-13.00
behavior, nurse-patient Collaboration
Re-plan | interaction, radiation oncology -Participant observation | inter-intra
team interaction, and nursing X
L -Document review department
Act & activities. Continuity i
-Monitoring treatment i OQ[ nuity In
Observe | adherence, patient’s symptom monl torlng q
experience and satisfaction Sy dmp f?cmst an
Reflect | among radiation oncology S1de ETIects

team and patients during
CCRT process.

- Reflecting and getting
feedback the impact, process,
and outcome of the person-
centered model individually
and with public sphere.

-Share and learn on
Friday 6, December
2019.

- Environment of
healing
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PAR Participant and Outcomes
Purpose/ Activities Methods
Cycle
- Radiation oncology _Symptom
-Communicate, share, and team assessment for
learn before implementing - HNC patients and early detection
Cvele 3 revised model of person- their family
y centered. - Empowering
-ldentify a process for -Share and learn : d
Re-plan . : ) patients an
overcoming the barrier and -Interview family
formulate an action plan. involvement
-Focus group on 24
April 2020
- Identify the succession or -Treatment
Act& | limitation to achieve the _Riflistion Je adherence
person-centered model. e 9y | -Symptom status
Observe | - The pattern, characteristics . -Patient and
- HNC patients and famil
and outcomes of person- their famil nly
centered model, together with y satisfaction
Reflect satisfy from all stakeholder - Staff satisfaction

were achieved

The lessons learned from this study were that the person-centered model

based on participatory action research was a tool for a better change in practice. As a

head nurse of radiation oncology department, I have seen the problems and needs of all

stake holders in real situations, but I cannot control or monitor every care process.

Nursing care for patients with head and neck cancer who underwent radiation with or

with out chemotherapy, in the complex of radiation therapy and chemotherapy process

plus disease itself, caused the healthcare professionals to deal with those problems and

mentioned symptoms adverse effects, but lack of concerns in the person-centered care.

This study not only provides the change in practice guidelines but also presents the

attitude of all stakeholders to involve in this study. The radiation oncology team are

able to participate in any quality improvements in the clinic, but they need some change
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agent and opportunuty to voice their concern. Patients and their family are important in
the care process, understanding their experiences and needs should be cultivated the
individality and person-cenetred care. Importanly, the team of multidisciplinary to take
care of this group of patients promote the knowledge management and skill mixes to
enhance quality of care. In conclusion, this kind of research approach was suitable for
solving problems and encouraging the participation from all individuals in the

healthcare system in order to sustain the quality of healthcare service.
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CHAPTER 5

CONCLUSION, IMPLICATIONS, AND RECOMMENDATIONS

This chapter presented the conclusion, implications,and recommendations
of the findings. Also, the limitations of this study was exemplified.

5.1 Conclusion

This study was a participatory action research aiming to develop a person-
centered model for patients with head and neck cancer during concurrent
chemoradiotherapy. The activities for model development were divided into two
phases. The first phase was designed to explore the experiences and needs of those
patients and their family regarding the care process and radiation oncology services
during concurrent chemoradiotherapy. Whereas, the experiences of radiation oncology
team were also investigated in terms of the facilitations and enhancements to patients
and their family towards a shared-decision making and full participation while
receiving concurrent chemoradiotherapy. All information and data can lay a foundation
to develop a tentative person-centered model for the delivery of concurrence
chemoradiotherapy services. The second phase was purposed to develop a person-
centered model based on the approach of participatory action research. Data collection
included the interviews and observations with focused-groups and document reviews.
Besides, the Graneheim and Lundman’s steps were applied throughout the study for
content analysis.

The findings provided a better understanding of the true experiences,
problems and needs of head and neck cancer patients during their concurrent
chemoradiotherapy, including unpleasant side effects, overwhelming information, and
strategies to adhere to treatment regimens. In particular, the professionals’ barriers of
radiation oncology team were comprehensively exemplified regarding the role and
competency, healing environment, teamwork, as well as fragmentation of care during
treatment, which patients and their family was significantly the center of this service
delivery model. The antecedent of person-centered model derived from the

participatory action research approach, specifically, the crucial role of radiation

Ref. code: 25635914320063PDV



98

oncology nurses and their competent as a pivotal part in building the effective radiation
oncology teamwork, as well as the healing environment to efficaciously manage the
suffering of unfavorable symptoms. Whereas, clinical practice guidelines, work
procedures, educational and information systems, continuity, empowerment, and
person-centered approach were implemented as the model contribution in providing a
direct care for head and neck cancer patients, with good collaboration between the
radiation oncology team and other healthcare professionals. The specific outcomes
were treatment adherence, symptom status, and satisfaction from changing the practice
to better care process for both patients and healthcare team. This participatory action
research was conducted based on the Kemmis and McTaggart’s approach (1988),
including the action research spiral of individual and collective self-reflective cycles as
a methodology with four activities to plan, act, observe, and reflect. Then, the revised-

plan was continued during the model development, with 3 cycles in this study.

5.2 Implications
5.2.1 Implication for nursing practice

When considering the radiation oncology nursing role in Thailand, a
design of nursing service delivery model with appropriate competency should be
prioritized.

The nurse-patient ratio has not been set up in the Thai nursing council,
especially for the out-patient specialty nursing area. Additionally, the patients and
family’s experiences while receiving the complexconcurrent chemoradiotehrapy
treatment should be paid into attention. Therefore, the consuming time and the expertise
of nursing workforce should be reconsidered in accordance with the Thai Nursing
Council and the level of cancer center policy maker.

The person-centeredness in the care process is not only the patients’
experiences but also the healthcare provider’s viewpoints of their problems and needs
in real practice. Therefore, creating a person-centered care in the radiation oncology
system should include radiation oncology team’ perspectives in the care process to
obtain an insight into their perceptions concerning challenges in the existing care
process for patients with head and neck cancer during concurrent chemoradiation

therapy. Focusing on a person’s needs and preferences may generate changes and
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improve patient’s experiences, with some added benefits of increasing the radiation
oncology nurses’ satisfaction. The findings from this study could be applied in nursing
practice as follows:

5.2.1.1 Outreach services emphasizing the competency of radiation
oncology nurses, with tailored information for patients with head and neck cancer and
their family, are highly needed .

5.2.1.2 Radiation oncology nurses can promote more patients’
participation towards a shared-decision making and empowerment in the care process.
Patients should be encouraged to perform their self-management with positive
experiences during treatment, which often involves different levels of suffering.

5.2.1.3 The findings could be adjusted as a guideline in providing
services to patients with other types of cancer.

5.2.1.4 Nurses can apply the lessons gained from this study as a
guideline for the development of a nursing service model towards quality improvement,
such as appointment systems, follow-up shedules, wound caring, etc.

5.2.1.5 A guideline could be developed for nurses who work in a cancer
center towards the roles of Thai radiation oncology nurses in the radiation oncology
department.

5.2.2 Implications for nursing research

This model should be continously developed and applied as a guideline
for the nursing research in diffferent topics as follows:

5.2.2.1 Treatment adherence in cancer patients, focusing on the process
of participatory action research and working in partnership with multdisciplinary team

5.2.2.2 Development of an effective model for participatory workin to
enhance knowledge and trainning

5.2.2.3 Development ofa person-centered model in other groups of
cancer patients, such as breast and gynecological cancers in other cancer centers or
different settings

5.2.2.4 Replication and extension in accordance with the contexts of
other societies and regions to be applied among patients in other groups towards a

nursing model that suits the overall needs
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5.3  Recommendations for further study

5.3.1 The participatory process of this study can be applied with other
groups of cancer patients in other contexts, such as in-patient ward, community, and
palliative care unit.

5.3.2 The process of this model developmentcould be replicated among
patients with head and neck cancer in other cancer centers, with different contexts to
ensure their particular needs and measure the differences towards the needs for
treatment adherence and satisfaction in healthcare services.

5.3.3 A longitudinal study of at least six months should be considered to
identify attitudes and perceptions of those participating in this model towards an
understanding of nursing service model.

5.3.4 A studyneeds to be conducted to develop a model for the capacity of
patients with head and neck cancer and their family towards the proactive self-
management in healthcare services.

5.3.5 A study may be performed to find a model for developing the capacity
of radiation oncology nurses as the leader in providing knowledge about radiation
treatment adherence and person-centered model.

5.3.6 A study is recommended to understand the impact of nursing service
at the policy level among cancer centers for the integration of person-centered in
nursing service.

5.3.7 Further study should be suggested to explore nursing capabilities in

assessing individuals’ experiences for a patient-centered care in nursing practice.

5.4 Limitation of the study

This study had some limitations for the generalization of findings due to
the scope of research on a person-centered modelwhich based on the needs of
participants in a cancer center ofone setting in Bangkok only. Moreover, the nature of
participatory action research was done in a specific area of interest. It was likely that
the contexts in other groups may require different forms of nursing care model. The

applications from these findings met the maximum benefits for only patients with head
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and neck cancer during concurrent chemordiotherapy, under the context of Chulabhorn
Hospital.

In addition, the complexity of disease should require the involvement of
more specialists to participate and share their knowledge in taking care of patients, such
as ENT doctors, dentists, medical oncologists, biologists, inpatient nurses, and chemo-
nurses. Moreover, the person-centered model may need some replications and revisions

for the optimal effectiveness.
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Appendix D

Section 1:Demographic data and IlIness Questionnaire

Note: Please answer the questionnaire about your personal data and fill in
the blanks or mark v" in [that corresponds to your information

Part 1 Personal data

1.
2.
3.

4.
5

Sex [IMale [IFemale

Age years

Marital status LJSingle[JMarried
[/Widow/Divorced/Separated

Religion [JBuddhist ~ [IChristian  [llIslamic

Education Level [INo [JPrimary education

[ISecondary education[JBachelor degree
[JHigher than Bachelor Degree
Profession [JIGovernment officer [IState enterprise officer
[JOffice employeel IBusiness owner
[l Farmer [1Housewife[ IStudents
[INo [] Others(please specify ................ )
Income per month (Socioeconomic status)
[1<10,000 []10,000 — 20,000  []20,001 — 30,000
(130,001 — 50,000 (150,001 — 100,000 [I> 100,000

Social supporter [Yes [INo (please
specify......... )
8.1 Healthcare supporter [INo [IYes(Relationship ............ )
8.2 Travel supporter [INo LJYes(Relationship.............. )
8.3 Caregiver athome  [INo [IYes(Relationship.............. )

9. Healthcare coverage [JUniversal Health Coverage

[ISocial Security

[JGovernment office

[] State Enterprise

[Self-payment

[1Others (please specify.........c..cccc........ )

Ref. code: 25635914320063PDV



Section 2 Illness data (for researcher)

1. Weight (1" day of treatment)......... Kg.Weight (last day of treatment)......... Kg.
2. Height eovviiiiieiiiinnnann, cm
3. DiagnosiS.cceeeeeeieereernniinenns

Disease site
[] ....Tongue (oral)
....Oral cavity, exclude tongue
...Pharynx
...Larynx
...Thyroid
...Salivary

...Paranasal sinus

L R TR AN, SRR - % 5600000 06 A

5. Comorbidities [INo DYes(please Specify..eeeennn... )
6. History of surgery [INo  [yes (please specify........... ) Date ..........

7. Treatment plan [ IRadiation therapy [ Jconcurrent chemo-radiotherapy

[ ] Radiation therapy -Technique [ 3D-CRT [J IMRT [ VMAT

SIDIOEIE0 000 oocoood 800 d it o doadtio SHGI0 o TR SNSUN
S ATC e siolaioiers slTI ol e ois oo T Yo A e e o o nsesosnnesosnsosass
SHITTITIRR B0 & R ot oY PSRRI
[] Chemotherapy “Type and dOS€..ccvuueiiiieerrernniseeeereennnnnmnn.
8. Patient with feeding tubes [INo  [yes please specify......... Date..........
9. Feeding tube used for > 1.2 of intake [INo[ ] yes please specify..ceeeenneinnnns
10. Tracheostomy/ laryngectomy stoma [INo DYesplease specify....Date.......
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Informed Consent Form
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(Personalized self-management symptom cluster profile)
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Appendix J

Concurrent chemo-radiotherapy treatment adherence checklist

Radiation treatment

Chemotherapy treatment

N Radiation As planned C_:hemgtherapy As planned
Radiation Dose (cGy) (Cisplatin 100 mg/
therapy m2)
Fraction Yes No Yes No
( ) (Total dose.......... (Remark) (Dose......c..o..... ) (Remark)
Day 1 Cycle 1 :Day 1
Day 2 Day 2
Day 3 Day 3
Day 4
Day 5
Day 6
Day 7
Day 8
Day 9
Day 10
Day 11
Day 12
Day 13
Day 14
Day 15 Cycle 2: Day 1
Day 16 Day 2
Day 17 Day 3
Day 18
Day....
Day 32 Cycle 3: Day 1
Day 33 Day 2
Day 34 Day 3

Day 35
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