@ healthcare

Special Issue Reprint

Mental Health and Nursing
Care of Individuals with
Cancer and Their Families

Edited by
Margaret Fitch

mdpi.com/journal/healthcare

ml\DPI

F



Mental Health and Nursing Care
of Individuals with Cancer
and Their Families






Mental Health and Nursing Care
of Individuals with Cancer
and Their Families

Editor
Margaret Fitch

=z
rM\D\Py Basel o Beijing « Wuhan e Barcelona e Belgrade ¢ Novi Sad e Cluj ¢ Manchester
F



Editor

Margaret Fitch

Bloomberg Faculty of Nursing
University of Toronto

Toronto

Canada

Editorial Office

MDPI

St. Alban-Anlage 66
4052 Basel, Switzerland

This is a reprint of articles from the Special Issue published online in the open access journal
Healthcare (ISSN 2227-9032) (available at: www.mdpi.com/journal/healthcare/special_issues/

cancer_nursing).

For citation purposes, cite each article independently as indicated on the article page online and as
indicated below:

Lastname, A.A.; Lastname, B.B. Article Title. Journal Name Year, Volume Number, Page Range.

ISBN 978-3-0365-9667-9 (Hbk)
ISBN 978-3-0365-9666-2 (PDF)
doi.org/10.3390/books978-3-0365-9666-2

© 2023 by the authors. Articles in this book are Open Access and distributed under the Creative
Commons Attribution (CC BY) license. The book as a whole is distributed by MDPI under the terms
and conditions of the Creative Commons Attribution-NonCommercial-NoDerivs (CC BY-NC-ND)

license.


www.mdpi.com/journal/healthcare/special_issues/cancer_nursing
www.mdpi.com/journal/healthcare/special_issues/cancer_nursing
https://doi.org/10.3390/books978-3-0365-9666-2

Contents

About the Editor . . . . . . . . . . . e e
Preface . . . . . . .

Keren Dopelt, Noam Asna, Mazal Amoyal and Osnat Bashkin

Nurses and Physicians’ Perceptions Regarding the Role of Oncology Clinical Nurse Specialists
in an Exploratory Qualitative Study

Reprinted from: Healthcare 2023, 11, 1831, d0i:10.3390/healthcare11131831 . . . . ... ... ...

Ching-Hui Cheng, Shu-Yuan Liang, Ling Lin, Tzu-Ting Chang, Tsae-Jyy Wang and Ying Lin
Caregiving Self-Efficacy of the Caregivers of Family Members with Oral Cancer—A Descriptive
Study

Reprinted from: Healthcare 2023, 11, 762, d0i:10.3390/healthcare11050762 . . . . . . .. ... ...

Hiroko Komatsu and Yasuhiro Komatsu

The Role of Nurse on the Treatment Decision Support for Older People with Cancer: A
Systematic Review

Reprinted from: Healthcare 2023, 11, 546, d0i:10.3390/healthcare11040546 . . . . . . . .. ... ..

Sukhuma Klankaew, Suthisa Temthup, Kittikorn Nilmanat and Margaret I. Fitch

The Effect of a Nurse-Led Family Involvement Program on Anxiety and Depression in Patients
with Advanced-Stage Hepatocellular Carcinoma

Reprinted from: Healthcare 2023, 11, 460, d0i:10.3390/healthcare11040460 . . . . . . .. ... ...

Meinir Krishnasamy, Heidi Hassan, Carol Jewell, Irene Moravski and Tennille Lewin
Perspectives on Emotional Care: A Qualitative Study with Cancer Patients, Carers, and Health
Professionals

Reprinted from: Healthcare 2023, 11, 452, d0i:10.3390/healthcare11040452 . . . . . . . . ... ...

Chia-Chi Hsiao, Suh-Ing Hsieh, Chen-Yi Kao and Tsui-Ping Chu

Development of a Scale of Nurses’ Competency in Anticipatory Grief Counseling for Caregivers
of Patients with Terminal Cancer

Reprinted from: Healthcare 2023, 11, 264, d0i:10.3390/healthcare11020264 . . . . . . .. ... ...

Ellen Karine Grov and Siri Ytrehus

Do You Feel Safe at Home? A Qualitative Study among Home-Dwelling Older Adults with
Advanced Incurable Cancer

Reprinted from: Healthcare 2022, 10, 2384, d0i:10.3390/healthcare10122384 . . . . ... ... ...

Laura-Anne Aitken and Syeda Zakia Hossan
The Psychological Distress and Quality of Life of Breast Cancer Survivors in Sydney, Australia
Reprinted from: Healthcare 2022, 10, 2017, d0i:10.3390/healthcare10102017 . . . . . ... .. ...

Yuri Nakai, Yusuke Nitta and Reiko Hashimoto

Intervention of Coordination by Liaison Nurse Where Ward Staff Struggled to Establish a
Therapeutic Relationship with a Patient Because of Failure to Recognize Delirium: A Case Study
Reprinted from: Healthcare 2022, 10, 1335, d0i:10.3390/healthcare10071335 . . . . ... ... ...

Normarie Torres-Blasco, Rosario Costas-Muiiiz, Lianel Rosario, Laura Porter, Keishliany
Sudrez and Cristina Pefia-Vargas et al.

Psychosocial Intervention Cultural Adaptation for Latinx Patients and Caregivers Coping with
Advanced Cancer

Reprinted from: Healthcare 2022, 10, 1243, d0i:10.3390/healthcare10071243 . . . . . . ... .. ..






About the Editor

Margaret Fitch

Dr Margaret Fitch has been an oncology nurse, educator, and researcher for more than 25 years.
She has contributed many publications and presentations at national and international conferences.
She is currently a Professor (Adjunct) in the Faculty of Nursing and the School of Graduate Studies

at the University of Toronto.

vii






Preface

As individuals face a cancer diagnosis and are treated for this disease, they will face changes,
challenges, and life-changing consequences. Emotional distress can emerge to a greater or lesser
degree and have a significant impact on the quality of life. Nurses have an important role in
identifying emotional distress and mental health challenges.

The articles in this collection offer insights and enhanced understanding of mental health
and nursing care of individuals and their families facing the emotional distress of confronting a
life-threatening illness.

I appreciate the authors who have contributed to this Special Issue and provided their

perspectives on the topics from different parts of the world.

Margaret Fitch
Editor
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Abstract: The purpose of the study was to examine the attitudes of nursing and medical teams
about the role of oncology clinical nurse specialists in the healthcare system in Israel, where, unlike
many countries in the world, such a role has not yet been developed or professionally defined.
We conducted 24 interviews with physicians and nurses between August and October 2021. The
interviews were transcribed and analyzed using a thematic analysis method. The Consolidated
Criteria for Reporting Qualitative Research checklist was used to report the study. Five main themes
emerged from the interviews: (1) contribution to the healthcare system, (2) contribution to the patient,
(3) drawing professional boundaries, (4) additional responsibilities and authority for oncology clinical
nurse specialists, and (5) the field’s readiness for a new position of oncology clinical nurse specialists.
The findings provide evidence about the need to develop the role of clinical nurse specialists in the
oncology field due to its potential benefits for nurses, physicians, patients, family members, and the
healthcare system. At the same time, an in-depth exploration of the boundaries of the role and its
implementation, in full cooperation with the oncologists and relevant professional unions, is needed
to prevent unnecessary conflicts in the oncology field. Professional development training programs in
nursing must create a platform for open dialogue between key stakeholders, nurses, and physicians,
in order to help all involved parties, place the benefits to the patients above any personal or status

considerations.

Keywords: oncology; nursing; clinical nurse specialists; cancer patients; expanding nurses” authority;
professionalization; policy; education

1. Introduction

Israel has approximately 200,000 cancer patients, with some 29,000 new cases an-
nually [1]. The oncology field involves complex clinical treatments and deals with com-
plicated psychosocial issues associated with patients and their family members [2]. In
recent decades, countries throughout the world have developed medical support positions,
such as clinical nurse specialists, as a strategy to meet the healthcare system’s challenges.
Studies show that clinical nurse specialists can provide the necessary medical care in situa-
tions meeting the position’s definitional framework and, in a manner, offering the optimal
response to patients’ needs [3-5]. In the United States, there are about 300,000 clinical
nurse specialists, and in the United Kingdom, about 3300, whereas in Israel, there are only
358 clinical nurse specialists working in the fields of supportive care (102), geriatrics (80),
diabetes (32), surgery (30), premature infants (28), pain (8), rehabilitation (4), and policy
and administration (74) [6].
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There are barriers and disagreements regarding the definition, authority, and recogni-
tion of this role in Israel’s healthcare system, which make it difficult to expand it to other
clinical areas [7]. Oncology nursing is a challenging and evolving profession that requires
regular updating about both the medical aspects of the disease and the mental and social
factors related to its diagnosis and treatment [8]. The oncology clinical nurse specialist can
improve patients” health outcomes and quality of life indicators [9] and thereby increase
patients’ satisfaction with the treatment and involvement in disease management [10,11].
Moreover, integrating clinical nurse specialists leads to decreased rates of hospitalization,
mortality, and complications [12].

A recent study in Israel examined the experiences of 39 clinical nurse specialists in
supportive care. The nurses reported dissatisfaction with the work environment and with
how their role was recognized and implemented by hospital physicians and managers. In
addition, the limited authority they were granted did not correspond to the description of
the role [13]. These findings are consistent with the results of a previous study conducted
in Canada, which found barriers to the implementation and assimilation of clinical nurse
specialists, including the lack of a model to guide the implementation of the role, lack of an
agreed-upon description of the role and responsibilities; and lack of ongoing support and
mentorship [14].

Despite the positive evidence of the inherent benefits of oncology clinical nurse special-
ists, there is disagreement about the role’s definition and necessity. A study that examined
the perceptions of this role in the field of oncology found that definitions of the position
were unclear. While physicians and managers perceived the role of an oncology clini-
cal nurse specialist as “helping” medical practitioners in managing their workloads, the
oncology clinical nurse specialists themselves perceived their role as promoting holistic,
patient-centered care and proactively meeting the unique oncology patients” needs [11].
Conflicts concerning the boundaries of the role, lack of resources and organizational and
systemic support, and physicians’ fear that clinical nurse specialists will replace them limit
the potential of the role and reduce its essential contribution to quality care in oncology [11].

The growing number of cancer patients and their multiple needs, the shortage of
oncologists, and the rapid changes in the clinical, organizational, and technological envi-
ronment in the field of oncology highlight the need to update the clinical and managerial
skills of oncology nurses. The literature shows that oncology clinical nurse specialists offer
many advantages. However, in contrast to many countries around the world (the United
States, Canada, the United Kingdom, Japan, Brazil, and others), in Israel, the position of
an oncology clinical nurse specialist has not yet been established. Implementation of this
role in the healthcare system in Israel depends to a large extent on a characterization of
the position, understanding its benefits for the healthcare system and the patients, and
an in-depth understanding of the barriers to its implementation that must be taken into
account already at the planning stage. The purpose of the present study is to examine the
potential contribution of oncology clinical nurse specialists as seen through the eyes of
medical and nursing professionals.

2. Methods

We conducted an exploratory qualitative study using semi-structured interviews. The
study was approved by the Ashkelon Academic College Ethics Committee (Approval No.
20-2020). The Consolidated Criteria for Reporting Qualitative Research (COREQ) checklist
was used to report the study.

2.1. Population and Procedure

Semi-structured in-depth interviews were conducted between August and October
2021, after informed consent was obtained from twenty-four healthcare professionals from
various medical centers in all geographical parts of Israel, using purposeful sampling.
Purposeful sampling is a non-random sampling technique that uses specific criteria or
purposes to select a sample [15]. The aim is to collect in-depth information from the right
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respondents. The inclusion criteria: oncology doctors or nurses, doctors or nurses in the
position of decision-makers, or clinical nurse specialists. We continued the interviews until
theoretical saturation was reached. To recruit interviewees, we contacted people working in
the field of oncology and invited them to take part in the study. We asked each participant
to provide the name of a colleague who would be willing to participate in the research.
Among the twenty-four interviewees, six were physicians and eighteen nurses. Seven
interviewees were males, and seventeen were females. All interviews were conducted over
the telephone due to COVID-19 social distancing restrictions and were audiotaped and
transcribed verbatim in Hebrew. It was emphasized to the interviewees that their details
would remain confidential, no findings would be published under their name, and they
did not have to answer all the questions, or they could stop the interview. The interviewer
was a Clinical Psychology graduate student, trained in qualitative research methods and
supervised by KD and OB. There was no relationship between the interviewer and the
participants. The interviews lasted between 30 and 50 min.

2.2. Study Tool

The in-depth interview guide was developed in collaboration with oncology staff
members and drew on our literature reviews. The interview guide was validated using
the content validation method by two oncology nurses and two physicians to ensure
that the questions were relevant to the study goals. The guide was pilot tested with
one oncology nurse to ensure a smooth interview flow and verify comprehension of the
questions. Information collected during the interviews included perceptions toward the
role of nurses in cancer care and the need to develop oncology clinical nurse specialists
training (Appendix A).

2.3. Data Analysis

The interviews were transcribed accurately by a professional and analyzed using a
thematic analysis method based on grounded theory [16] in the ATLAS.ti v.8 software
(Berlin, Germany). The Grounded Theory method uses both an inductive and a deductive
approach to theory development. Our analysis included incorporating deductive themes
arising from the research topics and based on a literature review of quality in cancer
care and cancer survivors’ needs, together with inductive themes that emerged from the
data [17]. The interpretive analysis was done close to the interviews in several stages:
(1) the interviews were read at least once by KD and OB to gain in-depth knowledge of
the data. (2) KD and OB identified ideas, categories, and themes related to the study’s
objectives. (3) central themes were redefined to include encoded quotes and examples
based on re-reading the transcripts. Relevant passages were marked and allocated to one
of the content themes. The themes and quotes were examined iteratively by all authors and
documented in English at the final stage. The description of the findings was accompanied
by citations from the interviewees and thus provided continuous evidence for matching
the interpretation and the interviewees’ unique voices.

3. Results
3.1. Participants” Characteristics

Participants’ characteristics and codification are available in Table 1.

Table 1. Characteristics of the interviewees (P = Physician, N = Nurse).

Code Gender

Role

P1 Male Hospital Oncologist, Head of the Oncology department

P2 Male Community family physician, Member of the National Secretariat of the Israel Medical Association (IMA)
P3 Female Hospital Oncologist

P4 Male Hospital and Community Oncologist, Head of the Oncology department
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Table 1. Cont.

Code Gender Role
P5 Male Hospital and Community Oncologists
P6 Male Public Health physician, Board member of the Organization of State Employee Physicians, IMA
N1 Female Senior nurse, working at the Department of professional development in Nursing Management, the Ministry
of Health
N2 Female Hospital Oncology nurse
N3 Female Community Oncology nurse
N4 Female Community Palliative nurse
N5 Female Community Palliative nurse
N6 Female Community Palliative and Oncology nurse
N7 Female Hospital Oncology nurse
N8 Female Hospital Oncology nurse, Board member of the Association for Oncology Nursing
N9 Female Hospital Palliative nurse, also working at the Nursing Management, the Ministry of Health
N10 Female Hospital clinical nurse specialist
N11 Male Hospital Palliative nurse
N12 Female Hospital Palliative and radiotherapy nurse
N13 Female  Senior Nurse, Head of the ambulatory division in a hospital, including Oncology and Hematology clinics
N14 Female Hospital Palliative nurse
N15 Female Senior Nurse, Department of professional development in the Nursing Management, the Ministry of Health
N16 Female Hospital Palliative nurse, breast cancer specialist
N17 Female Hospital Palliative nurse
N18 Female Head of the hospital nursing oncology division

3.2. Main Themes

Five main themes emerged from the interviews: (1) contribution to the healthcare
system, (2) contribution to the patient, (3) drawing professional boundaries, (4) additional
responsibilities and authority for oncology clinical nurse specialists, (5) the field’s readiness
for a new position of oncology clinical nurse specialists. A conceptual map of the main
categories is presented in Figure 1.

Contribution ‘ ‘ professional boundaries ’ The field’s

readiness for a

To the healthcare system Drawing professional new position
boundaries |:> of oncology
clinical nurse

To the patients Additional responsibilities specialists

and authority for oncology

clinical nurse specialists

Figure 1. A conceptual map of the main categories.

The themes, with quotes that illustrate each, are presented in Tables 2—-6.
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Table 2. Theme 1—Contribution to the healthcare system.

Quotes

“Knowing how to get a person settled back at home, for example, can reduce hospitalizations.
When a patient goes home with instructions and is in contact with a clinical nurse specialist, this
will reduce visits to the emergency room and hospitalizations and contributes to the wellbeing of

the patient and the family.” (N16)

“If there are nurses who know how to respond and do physical examinations and observe the
patients” problems before the physician arrives, that would help. Many times, a physician just
reviews the tests and does not have time to physically see the patients and talk to them.” (N4)

“We have a clinical nurse specialist in surgery for the emergency room. She does more than half of
the work, so the doctor is freed up to do surgery. She makes diagnoses. She sends for imaging.
The patient is not delayed and doesn’t have to wait for the physician to come from the operating
room.” (N14)

“This could certainly provide a solution to the distress and pressure we live with. I don’t think
there is competition here. There is enough load on the system.” (P4)

“You need a clinical specialist nurse in practically every field. Certainly, in oncology, the patient
needs the emotional support aspect. Being with them, the support, is very, very important. Also, a
nurse who knows the patient well can give personalized care, tailored to the patient.” (N10)

“Nurses complement physicians” work—and I emphasize: complement not replace. They do not
need to replace a physician’s work—they need to complement a physician’s work. The medical
profession must be maintained. I come from within the system and understand the constraints of
the system. Therefore, I allow myself to say that I do not agree with the [response to the]
constraints of the system, that if there is a shortage of physicians, nurses are brought in.” (P6)

“The goal of the nursing administration is to promote the nursing profession, not the system.
Despite our evidence, as physicians, that she improves patient care.” (P2)

Table 3. Theme 2—Contribution to the patient.

Quotes

“Today, oncology is looking towards the community. People live with metastatic disease for many

years, and they live in their community. A person can receive chemotherapy or biological therapy

with pills in the community, without going to an inpatient department at a hospital or a radiation

institute. Also, the population is older, people live longer, and they have underlying diseases as

well as cancer. That’s why the treatments are more and more often given in the community. And
this will continue.” (N8)

“You can reduce referrals to the emergency room. All patients run to the emergency room, but the
emergency room is a very difficult experience for the patient. It exposes them to infections, and
they wait for many hours. If someone in the community will go to the patient and take care of
things that a nurse can do at the patient’s home, it will be great for everyone.” (N3)

“No one sees the patient as a whole, all the various aspects related to dealing with his medical
condition. And I think that nursing, specifically, is a field that really keeps an overall view of the
patient.” (N5)

“Many patients in the community fall through the cracks, they are neither here nor there. There
are oncology patients in advanced stages, but not yet in hospice or terminal. They need follow-up.
A clinical nurse specialist in oncology can provide the solution.” (N3)

“The nurse frees me from the secondary things. This does not free me from seeing the patient,
from providing treatment and instructions. But it improves service to the patient.” (P5)
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Table 4. Theme 3—Drawing professional boundaries.

Quotes

“What will this contribute to oncology? They [CNS] will learn how to alleviate pain and
symptoms. What can a nurse contribute more than a clinical nurse specialist in palliative care
does? Beyond that, someone could only prescribe chemotherapy, and I don’t think anyone [a

nurse] would want to take that on herself.” (N9)

“Specifically for oncology? I think there is such a shortage of nurses, that this seems to me like a
luxury. As it is, there are not enough nurses, in my opinion.” (N16)

“It will hurt the quality of treatment. It cuts into the professional authority that until now has been
given to physicians. It also hurts the physician’s status and standing. The physicians feel that their
authority is being undermined. Instead of making the effort to find, train, and employ enough
physicians, they bring in personnel of lower quality to do things that are proper medical functions.
The result of all this diminishes the quality of medical services. Maybe it’s in exchange for
increased availability, because there are more nurses. But it’s definitely a reduction of quality.” (P6)

“The medical profession has only two unique aspects: making a diagnosis and providing
treatment. Only a physician can do those things. Whether there is a need for a mid-level
practitioner in oncology is a question you should ask oncologists. I think there is. Should that
mid-level practitioner be a nurse? In my opinion, no. They should talk to us, the physicians, about
this, and it should be done in a way that is cooperative and not adversarial ... In many
professions, this is not a real need in the system. If there is a real need in the system and we need
personnel who are not physicians, we need to create assistant physicians, then we will have an
additional profession and will not take the best nursing minds away from nursing and towards
medicine, when we already have a shortage in nursing.” (P2)

“There can’t be any confusion between professions. Nurses have enough to do. I am not sure they
should also be given options that require a broad understanding of the patient. In this case,
openness is based on a misrepresentation of the problem of job standards. The problem of
standards is that an informed decision is made by the people who control the flow of money. You
don’t have to abolish the professional criteria to cover the money that is going to other places.”
(P1)

Table 5. Theme 4—Additional responsibilities and authority for oncology clinical nurse specialists.

Quotes

“The difference between a nurse in an oncology ward and a clinical nurse specialist is their
authority and in-depth learning. [They can do] things that an ordinary nurse doesn’t have the
authority to do: prescribe medications, give referrals for tests, make decisions regarding treatment.
At the same time, they have excellent psychosocial skills. [They know] how to communicate with
families and people in complicated situations, [to deal] with ethical dilemmas, to support a person
at the end of life, and to manage a decision-making process in cooperation with the patient and
the family.” (N8)

“The added value is that she can provide a sense of balance to patients. She will outline the
treatment. Today, she receives instructions from a physician. But if she has the whole range of
knowledge about the treatments, the indications, she will have room to take independent action.
If we have a clinical nurse specialist in oncology, she will need, for example, to have the ability to
respond and make a medical decision about starting a new medication.” (P1)
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Table 6. Theme 5—Conflicts of oncology clinical nurse specialists” professional status.

Quotes

“I don’t know if the field is ready. How many of the other teams, such as physicians or
paramedical teams understand what this role is, what it includes, how to cooperate with that role?
Here, I think it might be a little more problematic.” (N2).

“I think that even now there is not full implementation of the responsibilities that already exist.
There is a lot of complexity around it. I don’t know if I would be involved in expanding the list of
responsibilities, but I would be involved in seeing that what is already on the list is carried out.”

(N16)

“There are physicians who accept it, and there are physicians who have a hard time with
it—mostly physicians in the community. Physicians in the hospital love the [clinical nurse]
specialists because, for them, this is another significant help in treating the patient.” (N18)

“I think physicians also understand that this is important. The future is going in that direction. If
the United States already had this thirty years ago, accepting nurse specialists [working]
independently is very common there, so there is no reason why it couldn’t happen in Israel. In my
case, some raised their eyebrows and said, “‘Who are you, as a nurse, to tell me what to do?”” (N10)

“Only if you are weak, then you are afraid of the rise of the nurse. The nurse will not take my
place. But she is my right hand.” (P5)

Theme 1—Contribution to the healthcare system.
Nurses and physicians described multiple benefits of oncology clinical nurse specialists
to the healthcare system:

Reducing and alleviating the burden on physicians;

Improving service and treatment for patients;

Reducing hospitalizations;

Creating a professional role at an intermediate level that can help patients;
Providing a perspective that advances the profession of nursing.

SN

However, some physicians argue that the solution to the workforce problem is to add
physicians and not to transfer responsibilities to nurses.

Theme 2—Contribution to the patient.

In terms of contribution to the patient, interviewees mentioned a response that is
holistic and available and reduces bureaucracy and waiting time. It is particularly important
to integrate the role of clinical nurse specialists into community healthcare settings and
to improve services and support for convalescents. The nurse will maintain continuity
in the transition between the hospital and the community. This can reduce the need for
hospitalization to receive further treatment and alleviate the burden on physicians so that
most treatment for convalescents will occur in community settings.

Theme 3—Drawing professional boundaries.

Clinical nurse specialists in various fields expressed concern about the Ministry of
Health’s unwillingness to grant real responsibility to clinical nurse specialists. They also
described dilemmas regarding nurses’ willingness to take on the responsibility of managing
treatments or administering medications.

According to the physicians’ perception:

1.  In practice, nurses know how to recommend the proper pain relief medications, but
do not have the authority to prescribe them. A physician must make referrals for tests
and approve the administration of any medications because, ultimately, the physician
is responsible for the patient;

2. Creating a role for clinical nurse specialists unnecessarily “wastes” the nursing
workforce. A nurse does not need to be a physician’s assistant. For this purpose,
paramedics, for example, can be trained;
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3. Politically, the process of creating a new role with expanded responsibilities must
be coordinated with the physicians” unions so that it will have their support and
recognition and not be perceived as “eroding” the physicians’ role. There is a fear that
physicians’ status will change as a result, or that there will be discomfort regarding
the quality of nursing personnel in the healthcare system;

4. Interms of administrative hierarchy, there is a question as to whether clinical nurse
specialists will be subordinate to the director of the nursing department or to the head
physician of the relevant department since the clinical nurse specialist has authority
similar to that of a physician.

Theme 4—Additional responsibilities and authority for oncology clinical nurse
specialists.

Nurses suggested expanding the responsibilities of oncology clinical nurse specialists
to include:

Prescribing pain-relieving medications;

Giving referrals for tests (i.e., blood tests, imaging);

Interpreting test results for patients;

Giving referrals to other professionals (nutritionists, pharmacists, etc.);
Participating in making therapeutic decisions;

Managing the treatment according to structured protocols;

Assisting the patient during the transition back into the community;
Calling the patient/family with updates.

PNNA L

Physicians suggested that the position of OCNS should include the following:

1.  Providing a holistic response to patients, especially in terms of follow-up and transi-
tion back into the community

2. Providing long-term follow-up for patients after the intensive treatment; this would
be a unique added value of the position of administering pain-relieving medications.

Theme 5—Conflicts of oncology clinical nurse specialists” professional status.

Oncology nurses raised concerns about how physicians would accept oncology clinical
nurse specialists. Clinical nurse specialists in other fields mentioned the gaps between the
job definition compared to their actual responsibilities and the current situation in the field.
The main gap pertained to prescriptions for medications given by nurse specialists, which
the Pharmacists Ordinance does not recognize. So, despite their professional knowledge
and experience in giving prescriptions, their authority is not recognized in practice. Another
issue is that the nurses’ responsibilities are not being implemented, making it difficult
to grant them more extensive responsibilities. Clinical nurse specialists described the
challenges in the implementation process and gaining recognition of their role by the
physicians. All nurses mentioned the importance of recognition of this role by physicians.

Physicians referred to the importance of implementing and defining the role in order
to promote cooperation in the workplace so that more physicians will recognize clinical
specialists as having the knowledge and authority to give advice and as people who can
offer teaching and training.

4. Discussion

The current study aimed to examine the perceptions of nursing and medical teams
about the role of oncology clinical nurse specialists. The findings reveal a complex picture
regarding the OCNS role and the need for expanding nurses’ authority. The delegation of
authority from physicians to nurses represents one of the most important elements in the
professionalization process of nursing [18] and expanding nurses” authority is a significant
contributor to professional autonomy [19]. Various studies describe positive attitudes of
physicians and nurses toward expanding nurses” authority in several areas based on their
belief that this will improve the quality of care [20-22].

The oncology nurses, some of the clinical nurse specialists, the nurses from the Ministry
of Health nursing management, and the oncology physicians were unanimous about the
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need for oncology clinical nurse specialists’ role and about the ability of the nurses to serve
as case managers. Nurses related that they see the development of an oncology clinical
nurse specialist as an opportunity for professional development, especially in community
healthcare settings. From an oncologist’s perspective, oncology clinical nurse specialists
provide a reliable, professional workforce that can relieve their burden and improve the
quality of service to the patient.

Our findings are consistent with other studies conducted around the world indicating
the importance of the oncology clinical nurse specialists in several aspects: improving
cancer diagnosis and treatment services [23]; preventing the need for hospitalization
and emergency services [23,24]; reducing hospitalizations [25]; issuing faster and more
accurate therapeutic prescriptions; providing a reliable, accessible, and available source
of information [26]; and providing psychosocial support for patients and their family
members [27,28].

According to interviewees, the oncology clinical nurse specialist role can offer the
added value of comprehensive treatment because currently, no single healthcare profes-
sional performs the function of providing overall management of the treatment. Similarly,
Griffiths [29] reported that oncology clinical nurse specialists view the treatment of cancer
patients from a holistic perspective. Brooten [30] finds an economic rationale for expanding
the authority of oncology clinical nurse specialists because they provide high-quality care
while potentially reducing healthcare’s high costs, given that they earn significantly lower
wages than physicians.

In the United Kingdom, clinical nurse specialists provide care once performed by
physicians (prescribing medications, making diagnoses), thereby reducing the burden on
physicians [31], shortening waiting times for receiving oncology services, and making
treatment accessible to patients who live in peripheral areas [32]. Since 2010, the Australian
government has been operating rural oncology clinics managed by oncology clinical nurse
specialists to bridge gaps in access to oncology services between big cities and remote
areas [9,33]. Therefore, a training and implementation model for clinical nurse specialists
in oncology will empower nurses, benefit patients, reduce healthcare costs, and relieve
the burden on oncology physicians, especially in peripheral areas suffering from a lack of
physicians.

Despite all the inherent advantages and potential of the oncology clinical nurse special-
ists, some of the clinical specialist nurses and physicians from professional organizations
thought that such a position is not necessary, and that even if extra assistance is needed, it
can be provided by physician assistants (for example, paramedics who will undergo appro-
priate training) and not necessarily by a clinical nurse specialist nurse. Reasons given for
this approach included: possible erosion of physicians’ status; physicians not recognizing
the role and broad responsibilities of clinical nurse specialists; objections to compromising
and accepting fewer professional personnel rather than increasing the number of physi-
cians; and ambiguity regarding the role and the need for a clear and precise definition its
responsibilities. Oncology nurses also raised concerns about a lack of recognition of the
role on the part of the doctors. The scientific literature frequently mentions topics such as
tension with other professionals, intruding on the responsibilities of other professionals
in a way that harms teamwork, and ambiguity of the role of clinical specialists working
in a multidisciplinary team [34]. Other studies have found that the main challenges in im-
plementing this role are a poor understanding of it among decision-makers, lack of clarity
about the role, lack of support from management, and misunderstanding of it among the
medical staff [35-37]. Additionally, previous studies have documented condemnations of
the role and criticisms of inappropriate and wasteful use of nursing personnel [27]. All
these reasons mentioned in the interviews in the current study and in previous studies
indicate that interviewees and researchers in the field agree that it is necessary to define
clear responsibilities for the clinical nurse specialists and the maximum limits of the role’s
authority [27,38].
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Given the global shortage of medical and nursing staff, the World Health Organization
(WHO) stated in the Munich Declaration [39] that healthcare systems must develop new
roles for nurses working in hospitals and in the community. The interviewees in the
current study said they think that the new role is crucial for community healthcare. Many
cancer patients are treated in community healthcare settings, and cancer survivors need
treatment and follow-up care in the community. Continuity between treatment in hospitals
and community healthcare clinics has a considerable effect on oncology patients. Studies
show that such continuity is linked to high patient satisfaction, improved quality of life
and mental health indicators [40,41], improved responsiveness to treatment, and better
therapist-patient communication [42]. In contrast, lack of treatment continuity was found
to be related to increases in the use of unnecessary medical services [43], hospitalizations,
and visits to emergency medical facilities [42].

Cancer requires complex treatment, the use of different sections of the healthcare
system, and multiple caregivers. Patients and their families frequently report a lack of
information concerning treatments, professionals, ways to communicate with healthcare
providers, and above all, how to navigate the healthcare system [44]. Oncology clinical
nurse specialists can fill this vacuum and play a key role in facilitating cancer patients’
encounters with the system. Support for this role was found both in research in the field of
oncology and in studies that examined managing chronic care by nurses [45—48].

Study Limitations

The sample is limited but is considered reasonable for exploratory studies using quali-
tative research methodology [49]. We made efforts to include a wide range of stakeholders
related to the research topic from various settings and regions in Israel in order to obtain
responses from a broad and diverse swath of the healthcare system in Israel. Moreover, the
interviews were transcribed from Hebrew, the native language of Israel. This may have
increased the chances for variations in the interpretation of our data. We made all efforts to
ensure methodological rigor and validity of the translations from Hebrew to English by
using a standardized codebook, meeting frequently, sharing and comparing our results,
and performing a pilot analysis. Throughout the study, we conducted an internal quality
audit during our meetings, adapted from Tong et al. [50], to determine whether the data
were collected, analyzed, and reported consistently according to the study protocol.

5. Conclusions

Multidisciplinary, coordinated, and holistic treatment may respond to the psychosocial
and clinical issues facing the oncology field. The findings of this study provide evidence
about the need to develop a new role of oncology clinical nurse specialists in Israel due to
its potential benefits for nurses, physicians, patients, family members, and the healthcare
system as a whole. At the same time, the conclusions drawn from the study reveal a complex
challenge. An in-depth exploration of the boundaries of the role and its implementation, in
full cooperation with the oncologists and relevant professional unions, is needed to prevent
unnecessary conflicts in the oncology field. Professional development training programs
in the nursing field must create a platform for dialogue between management and key
stakeholders of nursing and medical departments in order to help all involved parties
place the benefits to the patients first, and above any personal or status considerations.
The role of oncology clinical nurse specialists can potentially impact the quality of care,
prevent hospitalizations, alleviate the pressure and burden on physicians, and reduce costs
for the healthcare system. In addition, we recommend extending the responsibilities of
oncology nurses to those that exist in various countries around the world (e.g., Germany,
Australia, the United States, etc.) and formally designating them as treatment managers.
Additionally, we recommend that more nurses be available in the community to provide
support, companionship, and follow-up to cancer survivors. Based on these findings, we
recommend further research examining cancer patients’ attitudes toward this suggested
new role in oncology nursing in Israel.
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Appendix A Interview Guide

1.  Tell me a little about yourself, your current role, and any previous noteworthy roles
you performed.

2. What do you know about the role of a clinical nurse specialist in Israel and worldwide?
How about developing clinical expertise among nurses, arguments for and against?

3. What do you think is the contribution of a clinical specialist nurse to patients and the
healthcare system?

4.  InIsrael today, there are clinical specialists in nursing in only six fields. Do you think
the role of a clinical specialist nurse in oncology is required in Israel? In the hospital?
In the community? In both? What do you think its added value is?

5. Inyour opinion, what should the functions and authority of a hospital oncological
nurse include?

6.  Inyour opinion, what should the functions and authority of a community oncological
nurse include?

7. In your opinion, does the development of clinical specialists erode the authority and
status of doctors?

8. From your experience—how was the role of clinical specialist nurse received by both
the nurses and the doctors? Did you feel the resistances and barriers that you had to
remove? Can you give examples?

9. Would you like to add anything?
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Abstract: In Taiwan, oral cancer is the fourth most common cause of cancer death in men. The
complications and side effects of oral cancer treatment pose a considerable challenge to family
caregivers. The purpose of this study was to analyze the self-efficacy of the primary family caregivers
of patients with oral cancer at home. A cross-sectional descriptive research design and convenience
recruiting were adopted to facilitate sampling, and 107 patients with oral cancer and their primary
family caregivers were recruited. The Caregiver Caregiving Self-Efficacy Scale-Oral Cancer was
selected as the main instrument to be used. The primary family caregivers” mean overall self-efficacy
score was 6.87 (SD = 1.65). Among all the dimensions, managing patient-related nutritional issues
demonstrated the highest mean score (mean = 7.56, SD = 1.83), followed by exploring and making
decisions about patient care (mean = 7.05, SD = 1.92), acquiring resources (mean = 6.89, SD = 1.80),
and managing sudden and uncertain patient conditions (mean = 6.17, SD = 2.09). Our results may
assist professional medical personnel to focus their educational strategies and caregiver self-efficacy
enhancement strategies on the dimensions that scored relatively low.

Keywords: caregiving self-efficacy; family caregiver; oral cancer

1. Introduction

In 2018, oral cancer incidence and death were the highest among men in Taiwan, and
oral cancer was the fourth most common cause of cancer-induced death in men [1]. When
patients with oral cancer undergo treatment and experience its side effects [2—4], patients
themselves, their families, and medical caregivers encounter great challenges in caregiving.

Stage classification of oral cancer includes four stages according to the size of the
primary tumor (T), involvement of locoregional lymph nodes (N), and distant metastases
(M) [5-8]. Stage Iis determined by T1-2 and NO-1, stage II by T1-2 and N2 or T3 and
NO0-2, and stage III by T4 or N3. Stage IV is for patients with metastatic disease [7]. This
classification can aid in treatment planning, the estimation of recurrence risk, and the
assessment of patient survival [5]. The overall 5-year survival rate for patients in a cohort
study at Memorial Sloan Kettering Cancer Center was 63% [9]. In a multicenter retrospective
analysis, an advanced T stage was significantly correlated with poor overall survival and
disease-specific survival of patients [10]. Lymph node involvement is the most important
prognostic factor in oral cancer. The survival rate is reduced by 50% when compared with
those with similar primary tumors without neck lymph node involvement [11,12]. The
impact of oral cancer at different stages on patients’ physical symptoms and impairments
was supported, especially the impact of advanced oral cancer [13].

Oral cancer treatment may involve the combined use of surgery, chemotherapy, and
radiotherapy, among which surgery is the most essential [14]. However, surgical treat-
ment may change patients’ facial appearance and cause oral disabilities, such as impaired
communication and eating functions [2]. In addition, patients with oral cancer encounter

14



Healthcare 2023, 11, 762

the side effects of chemotherapy or radiotherapy. Therefore, care for oral cancer is more
challenging than that for other cancers [15].

In Taiwan, family members play a crucial role in the home care of patients with oral
cancer, as exemplified by the trends during outpatient treatment. For instance, these family
members handle patients” nutritional problems, make care decisions, manage disease-
related emergencies, and seek relevant resources [16]. However, the difficulties they
encounter during home care [16] may discourage these family members from putting effort
into patient care, particularly when they lack belief in their own capability, worsening the
subsequent care results.

Self-efficacy refers to an individual’s capability belief or perceived capability to per-
form specific health care behavior [17]. During health care processes, self-efficacy is an
essential ability that helps individuals overcome difficulties and strive for better health [18].
Self-efficacy is a key factor that affects health care behavior [19] because self-efficacy posi-
tively affects individuals” behavioral motivation and persistence when they encounter care
difficulties [18].

In the research literature, investigations that examined the difference in gender regard-
ing self-efficacy produced inconsistent findings. Several researchers described self-efficacy
as one factor that accounts for gender differences [20,21]. While some researchers suggested
that men reported greater self-efficacy than women [20], others suggested that females
reported greater efficacy than men [21]. In contrast, no gender differences regarding
self-efficacy ratings were noted in some studies [22-24].

Bandura [25] also suggested that age may be a factor that contributes to personal
efficacy due to the biological processes of aging resulting in declining ability. Research on
the effects of age on self-efficacy has produced mixed results [20,22-24]. Several studies
indicated no relationship between self-efficacy ratings and age [20,22,24].

Educational and socio-economic levels may also be personal factors that are associated
with self-efficacy since they lead to better access to resources. A researcher has suggested
self-efficacy expectations as one factor that accounts for educational differences in responses
to outcome measures [22]. However, several studies showed no relationship between self-
efficacy and educational levels [23,24]. Most studies on the effects of economic levels on
self-efficacy showed no significant difference [23,24].

Understanding the self-efficacy of family caregivers can assist medical teams to un-
derstand their capability belief in taking care of patients with oral cancer at home, identify
relevant influential factors, and provide countermeasures to enhance their capability belief
in patient care. This may improve the home care quality for patients with oral cancer.
Therefore, the purpose of this study was to assess the self-efficacy of the primary family
caregivers of patients with oral cancer at home.

2. Methods
2.1. Study Design

The current study adopted a cross-sectional descriptive research design and conve-
nience recruiting to facilitate the sampling and discussion on the self-efficacy of the primary
family caregivers of patients with oral cancer at home.

2.2. Sample and Procedure

In total, 107 primary family caregivers of outpatients were recruited for a structured
questionnaire survey. The participants were enrolled from the radiology outpatient depart-
ment of a teaching hospital in northern Taiwan from May 2016 to May 2018. Only patients
who (1) were aged >20 years; (2) were diagnosed as having oral cancer; and (3) received
oral cancer-related surgery, chemotherapy, or radiotherapy were included. Moreover, the
family caregivers of these patients were required to be (1) aged >20 years, (2) recognized
as the primary family caregivers by the patients, and (3) living with the patients.

After this study passed the ethical review and the family caregivers signed the in-
formed consent form, a research assistant distributed our questionnaires to the family
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caregivers. The assistant checked whether the retrieved questionnaires were completely
filled out immediately after the caregivers submitted them. The participants who missed
items were asked to fill them out. Regarding patient medical characteristics, they were all
collected from medical records by the research assistant.

2.3. Ethical Considerations

This study was approved by the institutional review board of a teaching hospital in
northern Taiwan (VGHIRB No.: 2014-04-001AC). The research assistant verbally explained
the research objective, data protection principles, and research procedures to obtain the
participants’ consent and asked them to sign the informed consent form. Codes were used
in the questionnaire in place of personal information to protect participant privacy. For
participants who were unwilling to proceed with the survey or were not physically suitable
for further investigations, the research assistant acknowledged their withdrawal intention
and stopped collecting their data.

3. Measures
3.1. Sociodemographic Variables

The current study collected the sociodemographic variables of the family caregivers
and patients” medical characteristics. The collected sociodemographic variables were sex,
age, marital status, education level, religious affiliation, employment status, and household
income. The collected medical characteristics were the time of sickness, stage of cancer,
current treatment status, and treatment side effects. Information related to the family
caregivers, such as the family caregivers’ relationships with the patients, manner of care,
and care time, were also collected.

3.2. Caregiver Caregiving Self-Efficacy Scale-Oral Cancer

The current study applied the Caregiver Caregiving Self-Efficacy Scale-Oral Cancer
(CSES-OC) [26] to estimate the self-efficacy of the family caregivers. The scale consisted
of 18 items. According to factor analysis, the scale could be divided into four subscales:
acquiring resources (AR; six items), managing sudden and uncertain patient conditions (MS;
five items), managing patient-related nutritional issues (MN; four items), and exploring
and making decisions on patient care (MD; three items). Some examples of the items for AR
are “I am confident that I am able to acquire financial support”, “I am confident that I am
able to seek consultation on the provision of sick family member care”, and “I am confident
that I am able to acquire respite from caregiving”. Examples for MS are “I am confident
that I am able to manage the sudden onset of conditions in the sick family member”, “I
am confident that I am able to handle uncertainty about cancer progression”, and “I am
confident that I am able to handle the sick family member’s uncertainty about death”.
Examples for MN are “I am confident that I am able to prepare a suitable diet” and “I am
confident that I am able to improve the sick family member’s willingness to eat”. Examples
of the items for MD are “I am confident that I am able to explore the most suitable care
for the sick family member” and ” I am confident that I am able to make decisions on sick
family member care”. The Cronbach’s alpha of each subscale ranged between 0.78 and 0.91,
and that of the overall scale was 0.95. The test-retest reliability with a 2-week interval was
r=0.83 (p < 0.001), and its criterion-related validity with the General Self-Efficacy Scale
was 1 = 0.59 (p < 0.001). Regarding the scale used, an 11-point Likert-type scale ranging
from 0 (not at all confident) to 10 (completely confident) points was adopted, where the
higher the total score, the higher the self-efficacy [26].

3.3. Statistical Analysis

The current study used SPSS for Windows (version 22.0; SPSS, Chicago, IL, USA) for
the data processing. Descriptive statistics, such as means, SDs, frequencies, and percentages,
were obtained to examine the family caregivers’ sociodemographic variables, patients’
medical characteristics, caregiver—patient relationships, manner of care, care times, and
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caregiving self-efficacies. The differences in the variables in caregiving self-efficacy (e.g.,
family caregivers’ sociodemographic variables, patients’ medical characteristics, caregiver—
patient relationships, and manner of care) were estimated using the independent sample ¢-
test and analysis of variance (ANOVA). In addition, a Pearson product-moment correlation
test was performed to verify the correlation between caregiver age, care time, patient time
of sickness, and caregiving self-efficacy.

4. Results
4.1. Sociodemographic Variables of the Primary Family Caregivers and the Manner of Care

The current study recruited 107 primary family caregivers as participants, with a mean
age of 51 years (SD = 10.8 years, range = 20-70 years). Among the participants, 91.6%
were female, 72.9% were the patients’ spouses, 56.1% had an education level of senior high
school and above, 87.9% were married, 26.2% were continuing their job, 47.7% had an
annual household income of <TWD 500,000, 86.9% had a religious affiliation, and 26.2%
had a chronic disease (Table 1). Moreover, 41.1% provided care with the assistance of other
caregivers, 40.2% provided care without rest, 83.20% had no experience in patient care, and
the mean care time was 36.4 months (SD = 40.3 months, range = 1-171 months; Table 1).

Table 1. Sociodemographic variables of the primary family caregivers and the differences in overall
caregiving self-efficacy between or among groups (n = 107).

Variable Number Y% Mean SD t/F p
Sex t=-0.19 0.85
Male 9 8.4 6.77 1.40
Female 98 91.6 6.87 1.68
Relationship with the patient t=-0.37 0.71
Spouse 78 72.9 6.83 1.76
Other 29 27.1 6.96 1.37
Education level t=152 0.13
Junior high school and below 47 439 7.14 1.66
Senior high school and above 60 56.1 6.65 1.63
Marital status t=0.66 0.51
Married/cohabiting 94 87.9 6.90 1.68
Other 13 12.1 6.58 1.45
Employment status F=1.25 0.30
Resigned 19 17.8 6.33 1.53
Employed, providing care after work 28 26.2 7.05 1.52
Employed, on leave 11 10.3 6.45 1.72
Other 49 45.8 7.06 1.74
Annual household income (in TWD) F=013 0.88
<500,000 51 47.7 6.80 1.59
510,000-1,000,000 39 36.4 6.88 1.79
>1,010,000 17 15.9 7.03 1.61
Religious affiliation t=1.32 0.19
Yes 93 86.9 6.95 1.63
No 14 13.1 6.32 1.79
Chronic disease t=0.01 0.99
Yes 28 26.2 6.86 1.78
No 79 73.8 6.87 1.62
Manner of care F=116 0.32
With the assistance of other caregivers 44 411 7.16 1.56
Independent, full-day care 28 26.2 6.63 1.93
Independent, non-full-day care 35 32.7 6.69 1.52
Weekly care time F=024 0.78
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Table 1. Cont.

Variable Number % Mean SD t/F p
Without rest 43 40.2 6.88 1.77
With weekly rest time 24 224 7.04 1.65
With irregular rest time 40 37.4 6.74 1.55
Past care experience t=1.02 0.31
Yes 18 16.8 6.50 1.48
No 89 83.2 6.94 1.69
4.2. Patients” Medical Characteristics
Among the 107 patients with oral cancer, the mean time of sickness was 42.5 months
(SD = 44.4 months, range = 1-171 months). Of all the patients, 36.4% had stage IV oral
cancer, 78.5% had completed their treatment, and 36.4% were still experiencing the side
effects of the treatment (Table 2).
4.3. Caregiving Self-Efficacy of the Primary Family Caregivers
The CSES-OC was used to measure the self-efficacy of the primary family caregivers.
The overall and subscale (i.e., AR, MS, MN, and MD) scores were considered. The mean
overall self-efficacy score was 6.87 (SD = 1.65). Moreover, of all the subscales, MN demon-
strated the highest mean score of 7.56 (SD = 1.83), followed by MD (7.05, SD = 1.92), AR
(6.89, SD = 1.80), and MS (6.17, SD = 2.09) (Table 3).
Table 2. Patients’ medical characteristics and the differences in overall caregiving self-efficacy
between or among groups (1 = 107).
Variable Number % Mean SD t/F p
Stage of cancer F=0.50 0.68
Stage I 22 20.6 7.00 2.09
Stage II 32 29.9 6.59 1.55
Stage III 14 13.1 7.16 1.81
Stage IV 39 36.4 6.91 1.43
Current treatment status t=0.79 0.43
Receiving treatment 23 21.5 6.62 1.67
Not receiving treatment 84 78.5 6.93 1.65
Side effects t=0.84 0.40
Yes 39 36.4 6.69 1.60
No 68 63.6 6.97 1.69
Table 3. Caregiving self-efficacy in primary family caregivers (n = 107).
Variable Mean SD Minimum Maximum
Acquiring resources (AR) 6.89 1.80 1.50 10.00
Managing sudden and uncertain patient conditions (MS) 6.17 2.09 1.00 10.00
Managing patient-related nutritional issues (MN) 7.56 1.83 1.75 10.00
Exploring and making decisions on patient care (MD) 7.05 1.92 2.00 10.00
Total self-efficacy 6.87 1.65 2.00 10.00

4.4. Differences in the Sociodemographic Variables of the Primary Family Caregivers and Manner
of Care in Caregiving Self-Efficacy

No significant correlations were discovered between the overall self-efficacy score and
age (r = 0.06, p > 0.05) and between the overall self-efficacy score and care time (r = 0.08,
p > 0.05). Moreover, no significant differences were noted for the other sociodemographic
variables and manner of care in caregiving self-efficacy (Table 1).
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4.5. Differences in Medical Characteristics in Caregiving Self-Efficacy

No significant correlations were discovered between the time of sickness and the
overall self-efficacy score (r = 0.11, p > 0.05). Moreover, the differences among patients’
other medical characteristics in the overall self-efficacy were nonsignificant (Table 2).

5. Discussion

In this study, the researchers analyzed the caregiving self-efficacy of the primary
family caregivers of patients with oral cancer. Results of the current study may aid pro-
fessional caregivers in understanding the capability belief of primary family caregivers in
facing challenges during the care process and the most challenging tasks they are likely
to encounter.

According to the self-efficacy classification proposed by Kobau and Dilorio [27], a
self-efficacy score of 4-7 (range: 0-10) denotes a moderate level of self-efficacy. Here, the
mean caregiving self-efficacy score was 6.87, indicating that the caregivers in this study
had moderate self-efficacy. However, because the scoring methods used for measuring
self-efficacy have varied between previous relevant studies [28-30], the researchers could
not compare the results of the current study with those of other studies directly. The mean
self-efficacy score of the current study was close to that of Liang, Yates, Edwards, and
Tsay [22], where the opioid-taking self-efficacy of patients with cancer was estimated, and
it was slightly lower than that of Kobau and Dilorio [27], where the self-efficacy of patients
with epilepsy was assessed. The possible reason for this was that the care difficulty differed
between diseases, which may have affected the participants’ perceived level of capability.

Here, the caregiving self-efficacy in the MN dimension scored the highest, with a mean
score of 7.56. Handling the nutritional issues of patients might not be the most challenging
task for caregivers. Increasing their willingness to eat and preparing suitable food for
them [26] were found to be essential behavior tasks to promote their physiological recovery.

The self-efficacy in the MD dimension scored the second highest, with a mean score of
7.05. In this dimension, the behavior tasks relevant to caregiving self-efficacy included man-
aging the side effects due to cancer treatment and making treatment-related decisions [26].
These types of behavior tasks aim at providing home-based medical assistance.

Moreover, the AR dimension scored the third highest, with a mean score of 6.89. Here,
the caregiving self-efficacy-related behavior tasks encompass managing emotional issues,
receiving care counseling, and being able to rest during the care process [26]. Emotional
management was related to tasks such as dealing with the emotions of patients who
were facing oral cancer treatment and prognosis, as well as the emotions of caregivers
themselves [16,26]. According to the current results, this was the second most challenging
set of behavioral tasks. It was a self-assistance behavior task related to the maintenance of
the physical and mental health of the caregivers themselves.

Finally, the MS dimension scored the lowest, with a mean score of 6.17. For caregivers,
handling the safety and death issues of patients was the most challenging task. The caregiv-
ing self-efficacy-related behavior tasks include handling sudden situations, managing the
uncertainty in the disease process, and managing poor prognosis [26]. These most difficult
care tasks indicate the care priorities for patients and their family caregivers for health
care professionals.

Family caregivers’ capability belief (i.e., self-efficacy) is a key factor that affects subse-
quent care behavior and care results [31,32]. Professional medical personnel can increase
family caregivers’ capability belief according to the four sources of efficacy beliefs in the
self-efficacy theory: family caregivers’ performance accomplishment, vicarious experience,
professional caregivers’ verbal persuasion, and consideration of family caregivers’ physical
and emotional arousal [17,32]. Furthermore, professional medical personnel could integrate
relevant educational strategies, including diary logs [33], videos, and brochures [32], to
improve family caregivers’ capability beliefs in taking care of patients with oral cancer.
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In this study, the researchers adopted a cross-sectional descriptive research design.
Therefore, the current study could not obtain the changes in family caregiving self-efficacy
with respect to the patient’s condition or required care time. The present study involved
all patients in the disease period. The timing of patient enrollment was not controlled.
Some patients were still undergoing their course of treatment, some patients had finished
their treatment. Different times or stages of treatment may affect the challenge of the
care of family and, therefore, may affect their ability cognition. In addition, the sample
size was small for all sociodemographic and medical variable groups. It is unlikely that
statistical differences could be detected in this population. On the other hand, the current
research used convenience sampling, which may have caused sampling deviation. Families
with large care loads may have been eliminated naturally. The samples were collected
from a teaching hospital in northern Taiwan alone, which might affect the inference of the
current results.

6. Conclusions

Our current results indicated that family caregiving self-efficacy scores in the CSES-
OC MS and AR items were the lowest and the second lowest, respectively. The current
study recommends that professional medical teams focus their educational strategies and
caregiver self-efficacy enhancement strategies on the dimensions that scored relatively
low (i.e., handling patients’ safety and death issues and managing physical and mental
health problems through self-assistance). For example, issues in these dimensions include
managing the emotional distress of a sick family member and the caregiver themself,
handling uncertainty about the sick family member’s cancer progression and death, and
managing the sudden onset of conditions in the sick family member. Through family
caregivers’ performance accomplishment, vicarious experience, professional caregivers’
verbal persuasion, consideration of caregivers’ physical and emotional arousal, and using
educational media, the self-efficacy of family caregivers regarding taking care of a patient
with cancer may be increased. The current results are from an exploratory study. The
cut-off point of the self-efficacy score in this study refers to the research results of other
patient groups. The current study suggests that more studies are needed.
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Abstract: Background: The number of older adults with cancer is increasing worldwide. The role
of nurses in supporting patients” decision-making is expanding, as this process is fraught with
complexity and uncertainty due to comorbidities, frailty, cognitive decline, etc., in older adults
with cancer. The aim of this review was to examine the contemporary roles of oncology nurses
in the treatment decision-making process in older adults with cancer. Methods: A systematic
review of PubMed, CINAHL, and PsycINFO databases was conducted in accordance with PRISMA
guidelines. Results: Of the 3029 articles screened, 56 full texts were assessed for eligibility, and 13
were included in the review. We identified three themes regarding nurses’ roles in the decision-
making process for older adults with cancer: accurate geriatric assessments, provision of available
information, and advocacy. Nurses conduct geriatric assessments to identify geriatric syndromes,
provide appropriate information, elicit patient preferences, and communicate efficiently with patients
and caregivers, promoting physicians. Time constraints were cited as a barrier to fulfilling nurses’
roles. Conclusions: The role of nurses is to elicit patients” broader health and social care needs to
facilitate patient-centered decision-making, respecting their preferences and values. Further research
focusing on the role of nurses that considers diverse cancer types and healthcare systems is needed.

Keywords: older adults; cancer; decision-making; nurse

1. Introduction

Population aging has substantially contributed to an increasing number of new cancer
cases worldwide [1]. The global cancer burden is expected to be 28.4 million cases in 2040, a
47% rise from 2020 [2]. The number of new cancer cases among older adults (aged 65 years
and older) is expected to double by 2035 (14 million) [1]. Age is a risk factor for cancer
due to the duration of carcinogenesis, the vulnerability of aging tissues to environmental
carcinogens, and other bodily changes that favor the development and the growth of
cancer [3].

Healthcare providers (HCPs) involved in the treatment of older adults with cancer
face many challenges. Older adults with cancer often have age-related frailty [4,5], co-
morbidities [6,7], and polypharmacy [8,9], which complicate the cancer diagnosis and
create uncertainty in decisions about treatment goals and outcomes [7]. In addition, the
involvement of caregivers and other key persons in decision-making affects the decision
structure and process [10,11]. Thus, clinical practice guidelines for older patients with
cancer provide recommendations for the appropriate implementation of validated and
standardized clinical assessment tools and decision-making models for this vulnerable
and prevalent demographic group [12]. However, over 50% of older patients with ad-
vanced cancer experience severe toxicity during the first 3 months of chemotherapy [13].
In managing cancer drug-related adverse effects and the quality of life, assessment of
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the values and preferences of older adults with cancer is critical to informed treatment
decision-making [14].

In recent years, there has been growing evidence that geriatric assessments (GAs)
can be used to assess and manage the vulnerability of older adults with cancer [7,14], and
can aid in shared decision-making (SDM) regarding treatment and interventions among
patients, caregivers, and oncologists [12]. Nurses are at the frontline in the care of patients
with cancer, particularly in this new era of SDM [15]. Advanced nurse practitioners play a
pivotal role in determining and facilitating the preferences of patients with cancer [16]. The
nursing role during cancer SDM can be complicated and requires flexibility [17]. Although
the importance of nurses’ roles has been discussed, a synthesis of the roles of nurses in the
treatment decision-making process of older adults with cancer and their effects is lacking.
Therefore, this systematic review examined the contemporary roles of oncology nurses
throughout the cancer treatment decision-making process of older adults with cancer.

2. Methods
2.1. Search Question

What roles do oncology nurses play in the treatment decision-making process of older
adults with cancer?

2.2. Search Strategy

This review was based on a systematic, comprehensive search of three databases,
including CINAHL, PubMed (via MEDLINE), and PsycINFO, and was conducted in accor-
dance with PRISMA guidelines [18]. Manual searches of reference lists and gray literature
were also performed to identify relevant articles. Searches were limited to articles pub-
lished in English, database inception to September 2022. To address the research question,
a broad range of key search terms based on the MeSH (Medical Subject Headings) topics
of “decision making”, “older adults”, “cancer”, and “nurse” were used. For other MESH
terms, and a combination of free-text searches refer to Supplementary Files S1 and S2.

2.3. Eligibility Criteria

The literature searches aimed to identify qualitative, quantitative, and mixed-method
studies that provided a description of the roles of the nurse throughout the treatment
decision-making process for older adults with cancer. Studies were limited to those that
focused on adults > 60 years of age. Additionally, reviews, letters, case studies, editorials,
and conference abstracts were excluded.

2.4. Quality Appraisal

Two reviewers (H.K. and Y.K.) discussed and selected the articles to be included in
this review. Studies were selected using a two-step process. Articles were first screened
by title and abstract to determine their relevance to the search question. The PRISMA
search strategy [18] was used to filter articles and remove duplicates. Full-text articles were
then retrieved and independently reviewed to determine whether the inclusion criteria
were met. Two researchers (H.K. and Y.K.) independently evaluated the studies that met
the inclusion criteria for methodological quality using the Mixed Methods Appraisal Tool
(MMAT), V.2018 [19].

2.5. Thematic Analysis

We provided a narrative summary by conducting a qualitative synthesis to identify
key themes based on thematic analysis [20]. First, free line-by-line coding of findings from
included studies was conducted into related field. Next, thematic analysis was undertaken
to construct themes related to the research questions across studies.
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3. Results

A total of 3029 articles were identified through database searches supplemented by
manual searches. Of these, 534 duplicates were removed; studies that were unclear on the
involvement of nurses in decision support or did not focus on decision support in patients
with cancer, such as those focused on cancer screening, cancer healthcare system, and
treatment decisions among physicians, were excluded. Studies that focused on pediatric
oncology patients were also excluded because they did not meet inclusion criteria. The
remaining articles underwent full-text review and 13 were deemed suitable for inclusion
(Figure 1).

§ Records identified through Additional records identified
= Database searching Through other source
& (n=3003 ) (n=26)
£
]
Records after duplicates removed
(n=534) Records excluded
(n=2439)
o
£
€ * unclear on the involvement
g of nurses in decision support
o9
@ * focused on cancer screening,
cancer healthcare system
S Records screened S
(n=2495) + focused on treatment
decisions among physicians
=z + focused on pediatric
= ! atient:
;§ oncology patients
20
w Full-text a'tl.C|.ES: .assessed Full-text articles
For eligibility Excluded, with records
(n=56) (n=43)
— * Not focused on treatment
i decision-making
k1
T Studies included in " Patients and nurses
3 L . perceptions of treatment
2 Qualitative synthesis
= (n=13)

Figure 1. PRISMA flow diagram.

3.1. Study Characteristics

Table 1 presents the main characteristics of the 13 studies included in this review.
Seven studies were conducted in European countries [21-27], and six in the USA or
Canada [28-33]. Two studies used a quantitative cross-sectional design [22,24], one
used a retrospective cohort design [26], one used a quasi-experimental design (pre-post
study design) [32], one used a mixed-method design [28], six used a qualitative de-
sign [21,23,25,27,30,31], and two were case studies [29,33]. Only one study examined
the effect of a nurse-led GA on treatment modifications and outcomes [26]. One pre-post
study examined the effect of a Communication Skills Training module on the HCP’s SDM
approach to meetings with older adults with cancer and their family [32]. Two case studies
described the usefulness of nursing practices in the treatment decision-making of older
adults with cancer [29,33]. One quantitative cross-sectional study examined the perception
of HCPs (including nurses) on treatment decisions of older adults with cancer [24]. One
cross-sectional questionnaire survey investigated older women'’s preferences for receiving
information about breast cancer treatment options [22]. Qualitative studies focused on
perceptions in older adults with cancer and their partners’ decision-making [30], and the
perceptions of older adults with cancer [31], HCPs [21,27], and older adults with cancer,
their families, and HCPs [23,25].
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3.2. Quality Assessment

Among the 13 included studies, two were case studies and did not undergo quality as-
sessment; the remaining 11 primary studies underwent methodological quality assessment
using the MMAT [19]. These studies met 100% of the quality criteria, with the exception
of one study that met 75% of the quality criteria, and had high quality scores (Table 1,
Supplementary File S3).

3.3. Themes of Included Studies

The data were categorized into three themes regarding the nurse’s role in the treatment
decision-making process of older adults with cancer: (a) accurate GAs, (b) provision of
available information, and (c) advocacy.

3.4. Accurate GAs

The oncology nurse plays an important role in assessing the factors to be considered
in the cancer treatment decision-making process by properly implementing GAs in older
adults with cancer. Festen et al. conducted a retrospective analysis of the outcomes of
nurse-led GAs and patient preference assessment; they found that nurse-led GAs may lead
to the tailoring of treatment decisions to the patient’s frailty status and preferences, and
improve outcomes [26]. There was no significant difference in one-year mortality between
the unchanged and modified group (29.7% versus 26.1%, p = 0.7). There were, however,
significantly fewer days spent in hospital (median 5 vs. 8.5 days p = 0.02) and fewer grade
II or higher postoperative complications (13.3% versus 35.5% p = 0.005) in the modified
group. Additionally, two case studies reported on the usefulness of advanced practice
nurses. Specifically, Shahrokni et al. reported on comprehensive geriatric evaluations and
effective GA-based interventions performed at the Geriatrics Service department in the
Memorial Sloan Kettering Cancer Center [29]. At this center, geriatric nurse practitioners
performed GAs to identify geriatric syndromes, derive patient references, and efficiently
communicate with patients, caregivers, oncologists, and primary care physicians [29].
Similarly, Strohschein et al. conducted a case study of an 89-year-old man with head and
neck cancer [33]. The authors concluded that oncology nurses could identify and address
age-related concerns, facilitate communication, and contribute to personalized care by
integrating GA tools into their practice.

In these three studies, nurses were responsible for comprehensive GAs in collaboration
with a multidisciplinary team for cancer treatment [26,29,33]. Nurses conducted adequate
comprehensive GAs by selecting standardized assessment tools for each domain, based
on the geriatric domain framework. GAs performed by nurses led to timely interventions,
proactive follow-ups, support of patient goals and values, and coordination of care. How-
ever, as GAs aim to tailor care to individual patients and improve outcomes [26], extra time
must be spent on patient assessments during the decision-making process [26,33]. Thus,
time is sometimes a limiting factor in the implementation of GAs.

In older people, oncology nurses can facilitate treatment planning and recovery by
conducting an accurate GA. A key issue related to this is the acquisition of competencies
for effectively and efficiently assessing patients in the presence of time constraints.

3.5. Provision of Available Information

Nurses play a role in the timely provision and sharing of information in the treatment
decision-making process, based on a relationship of trust with the patient. A qualitative
study reported that nurses attempted to compensate physicians’ shortcomings by provid-
ing patients with additional information and opportunities for discussion, and sought to
form trusting relationships to enable a continuity of care and facilitate access to support
during treatment [21]. As older adults are sometimes reluctant to share personal infor-
mation, nurses should focus on building trusting relationships with elderly patients [21].
Furthermore, pertinent patient information is not always available at the time of treatment
decisions. Therefore, nurses need to continuously collect quality, available, and timely
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information about older adult patients, assessing what is happening in their daily lives, to
enable informed treatment decisions [21].

The importance of nurses’ provision of information was also indicated in studies on
the perceptions of older adults with cancer. In a survey by Burton et al. of older adults with
breast cancer who needed information for treatment decision-making, nearly 40% indicated
that a face-to-face discussion with a nurse was their preferred source of information [22].
Furthermore, most women stated that a breast care nurse (45/55, 82%) was the ideal person
with whom they would discuss their treatment decisions [22]. These results suggest the
importance of the role of nurses in providing information and ensuring that women receive
their preferred level and amount of information, as well as their involvement in treatment
decision-making using decision support tools.

On the other hand, in a qualitative study on perceptions regarding treatment decisions
in older adults with cancer, the majority of patients were satisfied with the communication
with their oncologists, and none of the patients mentioned nurses as having input or pro-
viding support in their treatment decision-making process [31]. Therefore, nurses must
be actively involved in decision-making processes so that their role is recognized by pa-
tients. For example, nurses may coach patients on how to seek evidence-based discussions
regarding treatment options and provide supplementary education on treatment options.

McWilliams et al. conducted a qualitative study on treatment decision-making in
older adults with cancer and dementia and their families, as well as HCPs, including
specialized nurses [23]. One important theme was the effective communication of clinically
relevant information, and the authors provided the following recommendations: taking
more time with the patient, exchanging information, and understanding the options for
cancer treatment. HCPs may need to speak slowly and repeat information several times
to help patients and their families navigate treatment decision-making, and avoid vague
descriptions of side effects, complex information, and a lack of timely information [23].
Shahrokni et.al points out that effective and efficient communication between oncologists
and primary physicians or geriatricians, and nurses, especially among older people and
their families, needs to be promoted to drive decision-making among older people [29].

Training in communication skills is required to promote the communication of clini-
cally relevant information. Shen et al. evaluated a Communication Skills Training module
for HCPs by applying a SDM approach to meetings with older adults with cancer and
their family [32]. The results indicated a significant effect of training on overall skill; HCPs’
self-efficacy in utilizing communication skills related to shared geriatric decision-making
significantly increased from pre- to post-training. Communicating in a way that promotes
true SDM is even more important when facing critical treatment decisions in older adults
with cancer who may experience cognitive decline [32].

Studies on the perceptions of HCPs show that nurses who are trusted by patients
play a role in treatment planning through the timely provision of information. Survey
studies of the perceptions of older people with cancer highlighted the importance of nurses
providing information, while other studies showed that there was little recognition of the
input or support provided by nurses during treatment planning. Therefore, nurses need to
be actively involved in the decision-making process to make patients aware of their role
and to strengthen and train their communication skills.

3.6. Advocacy

Oncology nurses play an important role in advocating respect for individual values
and preferences of older adults with cancer in their treatment decisions. Bridges et al.
surveyed clinicians, including nurses, on the characteristics of cancer treatment decision-
making in older patients with cancer and found that nurses play an important role in
advocating for the patient’s autonomy and the right to make informed decisions [21].
Oncology nurses involved in multidisciplinary teams focus on complex patient-centered
information, such as comorbidities, psychosocial and supportive care needs, and patient
preferences, indicating the importance of nurses’ input in calling attention to broader
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issues at the meeting [21]. However, there is a difficulty in nurses providing consistent
contributions to multidisciplinary team meetings [21].

On the other hand, Tariman et al. [28] reported on the preferences of older adult
patients newly diagnosed with symptomatic myeloma for participation in the decision-
making process and found that most patients wanted to share treatment decision-making
with their physicians or make decisions themselves. Therefore, physicians and nurse
practitioners must practice full disclosure of treatment options to their patients so that they
can make truly informed decisions [28]. Further, the authors discussed the importance
of the following roles of oncology nurses for respecting and helping individual patients
with their preferences: (a) making sure patients receive disease and treatment-related
information, (b) encouraging patients to express their decisional role preference to the
physician, (c) developing a culture of mutual respect and value of the patient’s desire
for autonomy in treatment decision-making, (d) acknowledging that the patient has a
right to make treatment choices, and (e) providing psychological support to the patient
during decision-making, from the time of diagnosis to the end-of-life. Because the level
of preference for participation is highly variable across patients, and may have personal
meaning for each patient, physicians and oncology nurses must also elicit the patient’s
preferences, explore what participation truly means for him or her, and facilitate the
patient’s decision-making process [28].

The utility of decision aids (DAs) in eliciting patient preferences and providing proac-
tive support has been evaluated. In a study of HCPs by de Angst et al. [24], 60% of nurses
used DAs to elicit individual patient preferences, suggesting that DAs can be beneficial in
supporting SDM. However, oncology nurses were more in favor of DAs than oncologists.
In a study of older adults with advanced prostate cancer and their decision partners by
Jones et al. [30], participants viewed DAs as helpful in treatment decision-making. DAs
allowed issues that they were not aware of to be highlighted, thereby helping them to con-
sider the issues in depth and discuss them with HCPs [30]. Enabling patients and decision
partners to discuss issues more thoroughly and providing the time to do so improved their
understanding and confidence in their decisions [30]. Additionally, DAs facilitate closer
patient-HCP relationships, allowing for more patient-centered and productive conversa-
tions [30].

Older adults with cancer often have adult children or spouses involved in treatment
decisions [25,27]. Therefore, nurses need to consider the impact of family involvement
and family relationships on decision-making processes when supporting the patient’s
decision-making. Griffiths et al. indicated the necessity of an assessment that considers
multiple factors and ensures psychological well-being in order to help patients apply their
individualized abilities in the decision-making process [25]. Dijkman et al. explored how
surgeons and nurses perceive the involvement of adult children of older patients with can-
cer in treatment decision-making [27]. The results indicated that nurses use the following
six strategies to support positive family involvement in treatment decision-making: focus
on the patient, acknowledge different perspectives, involve adult children, get to know the
family system, check that the patient and family members understand the information, and
stimulate communication and deliberation with adult children [27]. However, involving
families in treatment decision-making also triggers specific complexities and challenges
in treatment decision conversations that call for the development and implementation of
practical patient- and family-centered strategies [27].

Studies on the perceptions of HCPs demonstrate the need for both nurses and physi-
cians to fully disclose all treatment options to enable patients to make informed decisions.
In particular, the preferred level of participation varies greatly from patient to patient
and may have personal implications for each patient, and attention should be paid to the
influence of family involvement and family relationships on decision making. Nurses need
to develop communication skills to support patients” decision making, by eliciting patients’
information needs and preferred level of participation.
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4. Discussion

This review is unique in that it focused on the role of nurses in the treatment decisions
of older adults with cancer. Previous work reported on physicians’ perceptions of the
decision-making process in patients with cancer [34-36] or the role of nurses [37]. One of
the novel features of this review is the inclusion of data on the effect of GAs by nurses.
By conducting GAs, nurses identified geriatric syndromes, elicited patient preferences,
and promoted efficient communication with the patients, caregivers, and physicians. The
current literature suggest that tailoring treatment decisions to a patient’s frailty status and
preferences leads to improvements in patient outcomes.

However, time constraints regarding the implementation of GAs were mentioned [26].
Therefore, for nurses to fulfill their expected role in a multidisciplinary team, they need
to acquire competency in efficiently and effectively conducting GAs. The ability of on-
cology nurses to implement geriatric screening and assessment depends on additional
training [33,38], as well as having the time, space, and institutional support to conduct such
assessments [39,40]. Outlaw et al. provided an overview of the field of geriatric oncology
and highlighted recent breakthroughs in the use of GAs in cancer care [41]. GAs are now
recommended for all older adults with a new cancer diagnosis, according to recommen-
dations from the American Society of Clinical Oncology [42], National Comprehensive
Cancer Network [43], and International Society of Geriatric Oncology [44]. Further work is
needed to better understand and overcome the barriers to the broad implementation and
utilization of GAs [41].

Although the level of evidence was low, two case studies [29,33] provided clues re-
garding the development of GA training programs for nurses that are efficient and effective,
as well as personalized implementation of GAs in older adults. Festen et al. showed that
incorporating nurse-led GAs in decision-making may improve patient outcomes; however,
future studies should use prospective cohorts in diverse cancer populations. Randomized
controlled trials are needed to accumulate evidence on the effects of nurse-led GAs in
decision-making [26].

Older patients with cancer are often overwhelmed by the complexity and sheer volume
of information about cancer diagnosis and treatment, which hinders their access to the
information they need [31,45]. The present review clarified that nurses play an important
role in identifying the information needs of older patients by assessing each patient’s level
of understanding and helping them to understand the information. Many older patients
with cancer trust their physicians and are satisfied with their provision of information;
however, they also experience poor communication during the treatment decision-making
process and beyond [31]. For instance, oncologists’ use of medical jargon, the downplaying
of treatment side effects, a lack of sensitivity, and a lack of time spent with patients are
some of the issues voiced by patients in this regard [31]. Declining numeracy, lower
literacy, and increasing age are associated with the desire to conserve time and energy,
which may explain the strong preference for face-to-face conversations using lay language.
This preference is of concern, as it may lead to inaccurate risk perceptions. Nurses need
to use the teach-back method to confirm the patient’s understanding of the information
they receive from physicians [46], provide psychological support [37], elicit and identify
individual patient-specific information needs, and facilitate accurate risk perception.

On the other hand, the present review shows that older patients with cancer sometimes
do not view nurses as professionals from whom they receive important treatment-related in-
formation. Oncology nurses are key players in cancer treatment decision-making; however,
they face challenges, including barriers in practice, education, institutional policies, and
administration [47]. Nurses need to develop communication skills that can guide patients’
information needs by employing a preemptive and proactive approach that reduces these
barriers and raises nurses’ roles as key persons in the care of older patients with cancer. To
support the treatment and care decisions for older adults with complex health problems,
physicians and nurses must have the communication skills to appropriately respond to
complex patient needs through multidisciplinary-team meetings and additional informa-
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tion exchange as well as outside of the conference [21]. Furthermore, we believe that health
care providers (HCPs) involved in the multidisciplinary-team need to share treatment and
care plans using the Collaborative Care Model to facilitate smooth communication [29].

The practice of SDM is recommended as a standard approach in the decision-making
process by policymakers and clinical practice guidelines [48,49]. Implementing a commu-
nication training program promotes patient engagement and SDM. The cancer treatment
decision-making processes that immediately follow diagnosis occur in a team and can be
characterized as medically dominated and narrowly focused on cancer pathology [21]. The
importance of knowing about patients” wider health and social care needs is acknowledged
by clinicians; however, they experience difficulty in ensuring that this information is avail-
able in time to inform cancer treatment decisions [21]. Thus, nurses must undertake a type
of compensatory work to enable patients to engage in treatment decision-making processes
and make patient-entered decisions [21]. Further, attention should shift towards exploring
decision-making process modifications and providing structural support to ensure that
patients with cancer with complex needs receive adequate and timely assessments and
access to clinical experts with the capacity to support them in arriving at the best treatment
decision [21].

DAs enable patients to fit into the treatment decision process and elicit their values
and preferences, leading to proactive support by nurses [24]. A systematic review of the
effectiveness of DAs for older adults showed that they improve older adults” knowledge,
increase their risk perception, decrease decisional conflict, and seem to enhance participa-
tion in SDM [50]. However, few of the studies included in the present review conducted
subgroup analysis in adults with low health literacy or numeracy, low-educated adults,
frail patients, or other vulnerable subgroups [50]. When applying DAs to older patients
with cancer, nurses need to consider several factors, including multi-morbidities, cognitive
impairment, and low health literacy. In addition, more evidence concerning the effects of
DAs on decision-making in older patients with cancer is needed.

Older patients with cancer often involve adult children or spouses in treatment
decision-making. Family can stimulate deliberation and move the conversation beyond
a mere medical perspective by considering relevant aspects of a patient’s life; however,
patients may withhold information in the presence of their children, or specific complex-
ities and challenges in treatment decision conversations may be triggered [27]. Thus,
nurses should develop practical strategies for triadic conversations related to treatment
decision-making based on the core elements of a family system approach and family health
conversations [27].

5. Limitations

One limitation of the present study is that the evidence reviewed was from a small
number of studies, highlighting the need for further research that considers populations
with diverse cancer types, characteristics of older adults, and diverse healthcare systems.
In addition, the role of nurses may differ depending on their expertise, such as general,
oncology, geriatric, and advanced practical nurses. Therefore, it is necessary to promote
research that considers these subspecialties. Thematic analysis was conducted in a small
number of included studies, making it difficult to extract subthemes. The present review
was conducted by repeated exchanges of opinions between two researchers with different
specialties (i.e., nurse and physician), from review planning to the literature searches,
evaluation, and analysis. Since various professionals are involved in decision-making
regarding the treatment of older people, future reviews by a multi-disciplinary expert team
with collaboration among various specialties are desirable.

6. Conclusions

Cancer treatment decision-making in older patients remains a complex issue. A
significant finding from the current literature is that the roles of nurses in the decision-
making process of older patients with cancer involve performing an accurate GA, providing
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available information, and advocating respect for individual values and preferences. The
role of nurses is to elicit patients” wider health and social care needs in complex decision-
making processes, respecting individual references and values. However, it may be difficult
for older adults and their families to perceive the complementary role of nurses in treatment
decision-making, and opportunities for nurses to interact with patients may be missed
due to time constraints. Further investigations focusing on the role of nurses that consider
diverse cancer types, characteristics of older people, and healthcare systems are needed.
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Abstract: Psychological distress is commonly reported in patients with advanced cancer. Family is
considered a psychological supporter for patients during their cancer journey. This study aimed
to examine the effect of a nurse-led family involvement program on anxiety and depression in
patients with advanced hepatocellular cancer. This is a quasi-experimental study with a two-group,
pre—post-test design. Forty-eight participants were recruited at a male medical ward in a university
hospital in Southern Thailand, and assigned to either the experimental or the control group. The
experimental group received the nurse-led family involvement program, while the control group
received only conventional care. Instruments included a demographic data form, clinical data form,
and the Hospital Anxiety and Depression Scale. Data analyses were performed using descriptive
statistics, chi-square, Fisher’s exact test, and ¢-test. The results revealed that the mean scores of anxiety
and depression in the experimental group at post-test were significantly lower than on the pretest
and significantly lower than those of the control group. The results indicate that a nurse-led family
involvement program has a short-term effect on the reduction of anxiety and depression in male
patients with advanced HCC. The program can be useful for nurses to encourage family caregivers to
engage in patient care during hospitalization.

Keywords: anxiety; depression; family involvement; hepatocellular carcinoma; palliative care

1. Introduction

Hepatocellular cancer (HCC) is a common cancer, in which most patients have a poor
prognosis [1]. The disease is typically discovered late in the course of the illness, as it is chal-
lenging to identify in the early stages [2]. It was reported that between 15-20% of patients
with HCC arrive at the doctor’s office when they are in an advanced disease stage and are
apt to have a survival time of only 3-4 months after diagnosis [3]. Of these patients with
advanced HCC, 94% die while in hospital [4]. Due to poor prognosis, major hepatology
societies recommend integrating early supportive and palliative care for patients with
HCC[1].

Psychosocial consequences are commonly reported among persons with cancer, al-
though individuals may experience depression and anxiety differently, as a result of per-
sonal, psychological, social, and environmental factors as well as the type of cancer and
medical treatments [5]. Anxiety and depression are reflective conditions regarding adapta-
tion to the illness and may indicate the patient is having difficulty coping effectively with
stress. Patients with advanced HCC have significant psychological distress [4]. A recent
systematic review reported that 40% of patients with metastatic HCC have anxiety and
depression [6] with HCC progression associated with depression [7]. Several other factors
are related to anxiety and depression in patients with HCC, including female gender, higher
Charlson comorbidity index scores, and liver cirrhosis [6]. In addition, advanced Barcelona
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Clinic Liver Cancer (BCLC) stage and undergoing liver resection are significantly related
to more severe physical and psychological symptoms in these patients [2]. A systematic
review focusing on factors associated with heightened risk for depression in cancer patients
found that patients without personal relationships were up to four times more likely to
experience depression compared with patients who were in relationships [8].

Furthermore, a recent systematic scoping review reported in patients with advanced
cancer that higher levels of distress, depression, and anxiety were linked to higher levels
of unmet need demands in the major domains (e.g., physical, emotional, practical) and
across the broad spectrum of cancer types [9]. Wang et al. [10] examined unmet care needs
of advanced cancer patients. Unmet psychological and physical needs were identified as
two areas of focus for patients with advanced cancer, while family and friends’ support
was the most common unmet social need.

In Thailand, nearly 40% of patients with HCC who come to see a doctor have already
entered an advanced stage of disease [11,12]. These patients are often hospitalized and
receive palliative care to relieve distressful symptoms. However, being hospitalized may
result in experiencing a sense of loneliness and social isolation. Riedl and Schiifsler [8]
reported that depression and emotional distress were consistently related to social depriva-
tion and poor social support. Recently, Temtap and Nilmanat [13] found that hospitalized
patients with advanced HCC experienced high levels of anxiety and depression.

In addressing the need for psychological care for cancer patients, Weis [14] suggested
a stepped-care approach, including systematic need assessment, integrated psychosocial
care delivery by care managers that range from counseling to individual psychotherapy,
and appropriate professional supervision. A randomized control trial of a comprehensive
education and care program was found to be beneficial in reducing anxiety and depression
in patients with hepatocellular carcinoma who underwent surgery [15]. In addition, a
recent systematic review reported beneficial effects of psycho-oncological intervention on
the reduction of anxiety and depression symptoms for this population [6].

Family support is a common form of social support and has been reported to enhance
effective coping strategies [16,17] and reduce anxiety among patients with cancer [18].
Family members may be in the best position to provide emotional support to these patients
during their cancer journey. It is suggested that people living with cancer may benefit
from psychosocial interventions that are focused on patient and family caregivers [19].
However, at present, family involvement in an acute care hospital setting is characterized
by poor communication, a lack of agreement of caregiving roles, and a lack of cooperation
and collaboration between family caregivers and nurses [20]. Culture also influences the
level of family involvement in treatment decision making, especially for older adults with
cancer [21].

To date, several psychological interventions have been conducted in patients with
some cancer types, such as prostate cancer [22,23] and breast cancer [24,25]. However, there
is a paucity of literature on family involvement interventions that focus on psychosocial as-
pects, particularly in adult acute care hospital settings. Thailand is a family-oriented society,
and family caregivers are often present in healthcare facilities during a patient’s hospitaliza-
tion. Frequently, family members are used for inpatient care. To our knowledge, no other
intervention study has provided a family engagement program to reduce psychological
distress among Thai patients with HCC. We anticipated that an intervention program to
promote family involvement could fulfill the care need, consequently alleviating anxiety
and depression in patients with advanced cancer.

Conceptual Framework and Literature Review

This study used the family support concept [26] and the literature review on the
needs of patients with HCC, as well as the roles of nurses in palliative care [17,27-30]
to develop an intervention program, namely the nurse-led family involvement program.
Furthermore, the family involvement program was designed and centered on facilitating
communication within the family. Previous studies found that a communication-focused
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approach enhanced the quality of life and coping skills of family caregivers for patients
with cancer [27].

People with advanced HCC experience physical symptoms as well as difficulty per-
forming daily tasks. They, therefore, have a need for assistance. Hien, Chanruangvanich,
and Thosingha [31] examined palliative care needs among patients with HCC. They found
that patients who have high levels of physical symptoms, anxiety, and depression but
low social support would have high palliative care needs [31]. Palliative care support for
patients with HCC includes symptom management, decisional support, care coordination,
and psychosocial support [1,32]. Nurses can provide palliative care to patients with HCC
and their families at any stage of the disease.

In order to respond to the palliative care needs of patients with HCC holistically, we
consider families as the main source of support for patients with HCC. Family support
can be given in the form of information, emotional support, and practical assistance to
sick persons [26]. Therefore, our program involved family members of patients with
HCC to engage in four domains of care activities, including information sharing, care
decisions, care provision, and psychological support. Nurses facilitate family involvement
during visiting time. It was recommended that healthcare providers must acknowledge
the presence of the family and routinely interact with them [28]. Information sharing
is one of the education sessions. Nurses provide health education tailored to patients’
information needs. Evidence reveals that patients may feel difficulty comprehending
disease-specific information provided by medical doctors [33]. Family members help
patients in remembering or recalling information, giving information directly to the doctor,
or clarifying instructions from the doctor so the patient can understand and seek necessary
information [34]. The program facilitates patients and family caregivers to interact with
the nurse and ask questions. Furthermore, a previous systematic study found that fatigue
was reported as the most prominent physical unmet need among patients with advanced
cancer [10]. Fatigue was a common physical health problem experienced by patients with
HCC [35,36]. Nurses involve families to provide bedside care for patients with HCC.

Effective communication and shared decision making were reported as one of the most
important elements in end-of-life care [29]. Similar to many Asian patients, Thai families
played a crucial role in treatment decisions. These patients preferred to share decisions
about cancer treatments with their family [30]. A previous study found that making
decisions alone was linked to lower emotional, social, and spiritual wellbeing among Asian
patients with advanced cancer, whereas making decisions jointly with doctors and family
was linked to greater social and spiritual wellbeing [37]. Spending more time discussing
treatment choices with family members helps patients cope with their cancer diagnosis and
promotes cognitive processing, both of which may eventually reduce the patient’s stress
levels [38]. Psychological support is another aspect of the program. Nurses encourage
the family to provide emotional and psychological support to their loved ones. It was
found previously that during cancer treatment, patients frequently did not want to express
difficult feelings with nurses [39]. Patients may be more willing to share their concerns with
their family members. Support, particularly emotional support, from family members is
crucial for coping with cancer [17]. They believed that their families were crucial in helping
them cope with their condition and face the doubts and anxieties that came with receiving
a cancer diagnosis [40].

From a literature review, the family support and palliative care concept seems to
be appropriate for guiding an intervention to reduce anxiety and depression in patients
with advanced-stage HCC. Therefore, we were interested in examining the effect of a
nurse-led family involvement program to reduce anxiety and depression of patients with
advanced HCC.
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2. Materials and Methods
2.1. Design

This study used a quasi-experimental study with a two-group, pre—post-test design.
The purpose of this study was to compare anxiety and depression between the experimental
group who received a nurse-led family involvement program and the control group who
received only conventional care. This report follows Transparent Reporting of Evaluations
with Non-randomized Designs (TREND) [41].

2.2. Participants

The authors recruited persons with HCC who met the inclusion criteria at a male
medical unit in a university hospital in Southern Thailand. The inclusion criteria for persons
with cancer were (1) knowing their diagnosis of advanced hepatocellular cancer according
to the Diagnostic Statistical Manual-IV diagnostic criteria (BCLC stage C) or (BCLC stage D)
and receiving palliative care treatments, (2) being fully conscious and able to communicate
in Thai, and (3) having a primary family caregiver to provide care continuously in the
hospital. The exclusion criteria were (1) being critically ill and experiencing severely acute
exacerbations such as difficulty breathing or acute renal failure, (2) declining to participate
in the study, and (3) having an anxiety or depression score higher than 11 on the Thai
version of Hospital Anxiety and Depression Scale (HADs-Thai version) [42].

The sample size was calculated using Polit and Beck’s [43] recommendation that the
minimum sample size for a quasi-experimental study was 20-30 subjects. In this study,
the sample size was determined as 20 per group, with an additional 20% in each group
to account for any dropout of subjects. A total of 48 eligible patients were recruited
(24 subjects per group) by the researcher and allocated to the experimental or control
groups using a simple random allocation method. During the study, 8 subjects were
excluded and withdrawn from the study due to high psychological distress (3) and severity
of disease (5), respectively, leaving 20 subjects per group.

For each patient, a family member was also recruited. The inclusion criteria for the
family members were (1) being a primary caregiver who provides care continuously for
the patient during the cancer treatment process in the hospital, (2) being aware of the
advanced stage of cancer of the patient, (3) being 18 years and older, (4) being willing to
participate in the study and able to attend all sessions of the four-day intervention program
(for experimental group), and (5) being able to read and understand the Thai language.

2.3. Interventions

All patient participants received conventional nursing care according to the clinical
practice and palliative care guidelines in our Palliative Care Manual of the Nursing Service
Department. The conventional care included routine monitoring of vital signs and hemor-
rhage signs; routine blood and urine laboratory examinations; management of discomfort
symptoms, diet, activity, personal hygiene care, and so on.

The nurse-led family involvement program was developed by the research team
based on a literature review regarding the needs of patients with advanced cancer and
the concept of family support and palliative care [17,26-30]. The program contents and
activities were reviewed and validated by three experts and revised as recommended
before implementation. The nurse-led family involvement program intervention focused
on four aspects of family involvement, including information sharing, care decisions, care
provision, and psychological support. Both the patient and family member received the
intervention together on the first day of hospitalization and continued for four days in a
row. Each session was held at the patient’s bedside and took between 30-60 min during
family visiting time. A member of the research team provided the intervention. In addition,
a caregiver booklet on caring for patients with advanced HCC was provided. The content of
the booklet included the caregivers’ role in supportive caring activities, self-care activities,
symptoms, and symptom management in HCC. The details of the program are presented
in Table 1.
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Table 1. Schedule and contents for the 4-day nurse-led family involvement program.

Day Duration (Minutes) Key Aspects of Involvement Activities

1 15-20 Pretest - Collecting HADs questionnaire from patients by RAs

- Establishing relationship and building trust with the
patient and their family caregiver

- Encouraging them to share experiences and to express
feelings and thoughts related to illness and care needs

- Addressing the significant roles of family caregivers

- Information sharing along the cancer journey
30-40 - Care provision - Providing information about the disease, treatment plans,
- Psychological care and care demands of patients to the patient and their

family caregivers

- Providing family caregivers a booklet on caring for
patients with advance HCC

- Encouraging family caregivers to engage in care
provision of the patients, including personal hygiene
care, comfort care

- Involving family caregivers during providing health
information to the patients and encouraging them to ask
questions if there are any

- Explaining about patients” symptoms, treatment, and
care plan, and encouraging family caregivers to review
about patient’ s problems

- Involving family caregivers in conversations with
the physicians

- Facilitating open discussion among family and
listening attentively

- Consulting the family physician to initiate a family
meeting and share any decisions

- Encouraging family caregivers to be involved in care
provision for the patients such as bed baths, comfort care

- Providing information related to psychological care
activities to family caregivers, such as listening, use of
touch, being present, using positive words, or
relaxation techniques

- Information sharing
- Care decisions

2-4 40-60 - Care provision
- Psychological care

5 15-20 Post-test - Collecting HADs questionnaire from patients by Ras

2.4. Instruments

The instruments utilized to gather data on demographic characteristics of patients
and family caregivers as well as clinical data were developed by the PI for the purposes of
the study. The items collected data on (1) patient characteristics, including age, religious
affiliation, educational level, marital status, occupation, sufficiency of income to cover
current expenses, and types of health insurance; (2) family caregivers’ characteristics,
including gender, age, educational level, occupation, and relationship with patient; and
(3) patient clinical data, including Thai Palliative Performance Scale score [44], the severity
of the disease with Child Pugh score [45], and times since diagnosis.
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The instrument used to collect anxiety and depression data was the Hospital Anxiety
and Depression Scale (HADS), developed by Zigmond and Snaith [46]. This self-rating
scale has two subscales: one measures depression with seven items and the other measures
anxiety with seven items. Each item is scored on a 4-point (0-3) Likert scale and rates how
the individual has been feeling in the past week. The scores of 0-7 indicate “normal”, while
8-10, 11-14, and 15-21, “indicate mild”, “moderate”, and “severe”, respectively. In this
study, the Thai version of HADs was used [42], and the Cronbach’s alpha coefficient was
found to be 0.89 for the anxiety subscale and 0.82 for the depression subscale.

2.5. Ethical Considerations

The study was conducted in accordance with the Declaration of Helsinki and was
approved by the Institutional Review Board of the Faculty of Medicine, Prince of Songkla
University (EC 62-131-15-7). All eligible subjects were informed of the objectives and
processes of the study, the benefits and potential risks, time required, rights to privacy,
confidentiality, and ability to withdraw without losing healthcare service benefits. They
were given opportunities to ask questions. All subjects signed consent forms before the
study participation. Furthermore, written informed consent has been obtained from the
patients to publish this paper.

2.6. Data Collection and Intervention

After IRB approval, ward nurses informed the research team about new admission of
patients with HCC. A member of the research team (ST) then recruited patients who met
the inclusion criteria and agreed to participate in the study. She subsequently introduced
herself to the patients” family caregivers and invited them to participate in the study.
Participants in both groups were informed about the study before signing the informed
consent form.

After consent was obtained, patients and family caregivers were asked to complete the
demographic data. The experimental group then received the family involvement program
and conventional care. The PI (SK) provided the intervention to the experimental group.
The control group received conventional care.

Two research assistants (RA) who were nurses from the internal medicine ward and
trained for data collection and research ethics collected the data. The RA completed the
clinical data form and HAD questionnaires in both patient groups at the pretest on the first
day of hospitalization and post-test on the fifth day of hospitalization. RAs were unaware
of the group assignment.

Of the 48 patients with advanced HCC assessed for eligibility, all were invited to par-
ticipate in the study. However, only 23 patients in the experimental group and 22 patients
in the control group met the inclusion criteria. During the study, three participants in the ex-
perimental group and two in the control group withdrew because of progression in severity
of disease. A total of 40 participants completed the study, with 20 in the experimental group
and 20 in the control group (Figure 1). Data were collected from July 2019 to August 2021.

2.7. Data Analysis

Data were analyzed using R program. Descriptive analysis was performed for all
variables and presented as mean and standard deviation, count (percentage), or median and
interquartile range. To compare differences between the two groups at baseline, chi-square
statistical analyses and Fisher’s exact test were employed. Comparison between groups
was determined by paired t-test, independent-sample t-test, Chi-square test, or Wilcoxon
rank sum test depending on the type of data.
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Enrollment [ Advanced HCC and Caregiver (N = 48) J
The sample group was willing to participate in the research (N = 48)

|
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|
Experimental group (n = 24) Control group (n=24)
I |
¥

Pre-test by RAs Assess with Hospital Anxiety and Depression Scale (HADs) (N = 48)

Exclusion: HADs more than 11 points (n= 1) Exclusion: HADs more than 11 points (n = 2)

v v
(Day 1 - 4) By the PI (Day1-4)
Encourage caregivers to: (n = 23) Receive conventional care: (n=22)
- Involve in information sharing activities
- Involve in decision-making on
treatments
- Involve in care provision
- Involve in psychological support

Intervention
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Y
Post-test by RAs Day 5 Assess with Hospital Anxiety and Depression Scale (HADs) (M = 40)
, : ,
Analysis Final completed questionnaire (M = 40)

Figure 1. Flow diagram of the participants in the study.

3. Results

Forty participants completed the study. Twenty participants were in both the experi-
mental and control groups. Demographics regarding age, marital status, educational level,
occupation, age of caregivers, relationship with caregiver did not differ statistically between
experimental and control groups. For clinical data, PPS scores, Child Pugh scores, and time
since diagnosis were not significantly different between the two groups (Table 2).

The means and standard deviations for anxiety and depression in both groups at
baseline are presented in Table 3. The independent f-test was used to compare the scores of
two outcome variable measures at baseline. There were no significant differences in the
overall mean scores for anxiety and depression between experimental and control groups.
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Table 2. Basic characteristics of patients with HCC in the experimental and control groups (N = 40).

Characteristics Group Statistic Results p-Value
Intervention (20) Control (20)
1n(%) n(%)
Religious affiliation #
Buddhism 10 (50) 12 (60) 0.404 0.525
Islam 10 (50) 8 (40)
Educational level #
Primary school 6 (30) 5(25)
Secondary school/high school/diploma 8 (40) 9 (45) 0.150 0.528
Bachelor degree/or higher 6 (30) 6 (30)
Marital status
Single 1(5) 1(5)
Married 17 (85) 14 (70) 1619 0.695
Widowed/divorced /separated 2 (10) 5(25)
Occupation #
Unemployed 15 (75) 13 (65)
Government officer 3(15) 5 (25) 0.648 0.878
Merchant 2 (10) 2 (10)
Caregivers’ age (years) *
<60 16 (80) 18 (90) 0.784 0.661
>60 4(20) 2 (10)
Relationship with patients *
Spouse 14 (70) 13 (65) 0.114 0.736
Daughter/son 6 (30) 7 (35)
Caregivers’ gender ##
Female 16 (80) 17 (85) 0.173 0.500
Male 4 (20) 3(15)
Caregivers’ occupation #
Farmer/gardener 9 (45) 12 (60)
Merchant 9 (45) 4 (20) 3.552 0.314
Government officer 2 (10) 3 (15)
Unemployed 0 1(5)
pps #
End-of-life phase 0(0) 1(5)
Transition phase 18 (90) 18 (90) 1.726 1.000
Stable phase 2 (10) 1(5)
Severity of disease (Child Pugh
score) #
Child Pugh score B 11 (55) 10 (50) 0.100 0.752
Child Pugh score C 9 (45) 10 (50)
Duration since diagnosis with
advanced stage (days) *#
<30 4 (20) 6 (30)
31-60 8 (40) 5 (25) 1.245 0.776
61-90 5 (25) 5 (25)
>90 3 (15) 4 (20)

# Pearson Chi-square test *# Fisher’s exact test.
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Table 3. Comparison of anxiety and depression scores at baseline between experimental and control
groups (N = 40).

Variables Group Mean SD df t p-Value
Anxiety Experiment 10.65 0.67 19 0.24 0.813
Control 10.70 0.65
Depression  Experiment 10.40 0.82 19 1.59 0.119
Control 9.70 1.78

Following the intervention program, the experimental group’s mean scores for anxiety
and depression decreased significantly at post-test compared to baseline (Table 4).

Table 4. Comparison of anxiety and depression scores at each point of measurement in experimental
group (n = 20).

Variables Time Point Mean SD df t p-Value
Anxiety
Pretest 10.65 0.67 19 7.55 0.000 *
Post-test 9.15 0.81
Depression
Pretest 10.40 0.82 19 5.44 0.000 *
Post-test 8.80 1.10
¥ <0.001.

The post-test comparison between the experimental and control groups found that the
mean scores for anxiety and depression in the experimental group were significantly lower
than those of the control group (Table 5).

Table 5. Comparisons of anxiety and depression scores after intervention between experimental and
control groups (N = 40).

Variables Group Mean SD df t p-Value

Anxiety Experiment 9.15 0.81 38 4.05 0.000 *
Control 10.15 0.74

Depression  Experiment 8.80 1.10 38 2.59 0.013 **
Control 9.80 1.32

¥ <0.0001, ** p < 0.005.

4. Discussion

This study was undertaken to evaluate the effectiveness of a program given to patients
with advanced cancer and family caregivers for reducing anxiety and depression in patients.
Hospitalized patients are apt to have high psychosocial distress, and family members
are in a good position to influence that distress. Especially in Thailand, there is a large
presence of family members in the hospital. Findings from this study demonstrated
that the family involvement program reduced anxiety and depression in patients with
advanced HCC. The program consisted of four aspects of family involvement, including
health information sharing, care provision, decision making on treatments, and providing
psychological support.

In this program, nurses were encouraged to build rapport and establish trusting
relationships with patients and family during the first day of hospital admission. This
is aimed at affirming an important role of families [28]. The nursing activities included
encouraging patients and their caregivers to be open and share concerns as well as impacts
of the cancer experiences on all family members. In the information sharing session, the
nurse provided education and support tailored to patients” needs and preferences for
the level of required information. She also invited family caregivers to participate and
provided the booklet for patients and other family members to learn. Family members
could help patients manage physical symptoms and cope with psychological concerns.
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In addition, the nurse supported family members to engage in conversations with the
physician. A previous study reported that health information assists patients in coping
with the immediate and long-term physical, emotional, and social impacts of cancer [47].

Advance care planning is a key component of palliative care for patients with HCC [29].
Our nurse-led program facilitated family caregivers to become involved in decision making
through providing and sharing information with the patient, coordinating care with medical
doctors for consultation, and setting family meetings among the patient, family members,
and healthcare providers. Patients often viewed their family members as supporters to
help cope with cancer and treatment options and identify preferences [21] and mentioned
that it was important to discuss or share any decisions made with their caregivers [48].
Therefore, these nursing activities would alleviate patients’ psychological distress.

Another aspect of our nurse-led program was to encourage family caregivers to be
involved in care provision. Based on PPS assessment, most of our study participants were
in the transition phase. For the most part, these patients were unable to perform activities
of daily living. Encouraging family caregivers to be involved in daily patient care such as
bathing, grooming, or eating can fulfill the physical needs of their loved ones. Furthermore,
during care involvement, patients and family caregivers spend time together, which can
enhance the intimate relationship and promote a sense of connectedness and alleviate
feelings of loneliness [40].

Our findings confirmed the previous systematic review, which reported that psycho-
oncological intervention can alleviate depressive symptoms and anxiety in patients with
HCC [6] and patients with prostate cancer [22,23] and with breast cancer [24,25]. This
nurse-led program is appropriate for an inpatient setting. In general, the length of stay of
hospitalized patients with HCC in the selected hospital was five to six days. Therefore,
our brief one-on-one family involvement program could be beneficial for both health
care providers and patients as well as their family. It can be provided during hospital
visiting times each day. It has been reported that a brief intervention, delivered by lay
persons, can promote adjustment among newly diagnosed cancer patients at high risk of
developing anxiety or depressive disorders [49]. Nurses take roles to facilitate interaction
and communication among patients, family, and health care providers. Based on our
observations during implementation of the program, we witnessed happy moments and
saw the sparking eyes among patients. Instead of lying on their beds all day, these patients
looked energized. Our study participants also reflected that they spent their time together
meaningfully. When all aspects of the intervention are provided in a synchronized manner,
they can alleviate psychological distress as experienced by these patients.

5. Limitation of the Study

There are some limitations in this study. The participants were family caregivers of
male patients with advanced HCC in the university hospital, Southern, Thailand. Therefore,
generalization to other settings and female patients is limited. This study was conducted
during the COVID-19 pandemic, hence there was a limited number of eligible participants
in the study. It would be valuable to repeat the study with a larger sample as well as with a
female patient sample. Finally, the outcomes were assessed immediately after the program
completion. Interventions cannot be assumed to have long-term effects. Moreover, only
patient outcomes were measured. Further studies should be undertaken to examine the
outcomes on family caregivers and measure the outcomes over a more extended period in
both patients and family caregivers. Due to the complexity of care demands among other
hospitalized patients, implementing the program in other inpatient settings may require
adjusting the intervention to make it more practical in real-world settings.
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6. Conclusions and Implications

Depression and anxiety are common among patients with HCC. The study addressed
the significance of family involvement in alleviating anxiety and depression in hospitalized
patients with advanced HCC. The results show that our nurse-led family involvement
program had a short-term effect of reducing anxiety and depression symptoms immediately
after intervention. This program was delivered successfully by registered nurses to patients
with moderate levels of psychosocial distress. In the future, to implement the program in
medical settings, nurses will require preparation for screening psychological distress and
providing the intervention through orientation to the program activities.
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Abstract: The emotional consequences of a cancer diagnosis are well documented and range from
emotional distress, defined as suffering associated with feelings such as shock, fear, and uncertainty,
through to psychological distress that may manifest as depression, anxiety, feelings of hopelessness,
or heightened risk of suicide. This study set out to explore the assumption that the provision of
emotional care should be the platform upon which all other aspects of cancer care are delivered and,
that without attention to emotional care, no other aspects of cancer care can be fully realized. Utilizing
qualitative focus groups and in-depth interviews with 47 patients, carers, and health professionals,
emotional care was shown to be (1) fundamental to the provision of comprehensive cancer care,
(2) essential to easing the burden of a cancer diagnosis and demands of treatment, (3) everyone’s
business, and (4) a component of cancer care at any time and every time. Future studies are needed
to test interventions to enhance provision of intentional, purposeful, and individualized emotional
care to help patents achieve the best health outcomes possible.

Keywords: cancer care; emotional care; person-centered care; qualitative research

1. Introduction

Cancer and its treatments can affect every aspect of an individual’s life, giving rise
to a range of supportive care needs that can include informational, physical, practical,
social, spiritual, psychological, and emotional requirements [1]. When left unaddressed,
these needs can impact capacity to tolerate or adhere to treatment, capacity to engage in
treatment decision-making, patient experience and health outcomes, and health system
costs [2,3]. Supportive care refers to the provision of services, resources, and interventions
required by people to cope with the needs triggered or exacerbated by a diagnosis of cancer,
the demands of treatment, and ongoing consequences of a cancer diagnosis [1] and is
recognized as a component of quality cancer care [4]. This paper reports on experiences of
emotional care as a distinct component of supportive care, as reported by people affected
by cancer and health care professionals involved in their care. The data were collected as
part of a larger study (described below). The manuscript is not concerned with provision
of psychological care for patients who present with or develop complex mental health
issues during a cancer experience, which require specialist psychological or psychiatric
intervention.

Cancer, Supportive Care, and Emotional Health

The emotional health consequences of a cancer diagnosis have been well documented
and range from emotional distress (suffering associated with feelings such as shock, fear,
and uncertainty), through to psychological distress that may manifest as depression, anxiety,
feelings of hopelessness, or heightened risk of suicide [5,6]. Approximately 35-40% of
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patients with cancer experience emotional or psychological distress at some stage during
their illness [7,8], and this is especially so for patients who enter the health system already
burdened by poverty, poor health literacy, rurality, cultural and linguistic diversity, or who
belong to Indigenous or First Nations peoples [9]. Emotional care refers to the identification
of and tailored responses to the emotional suffering experienced by people affected by
cancer [1].

Furthermore, people affected by some cancers, such as head and neck cancer, are
estimated to have suicide rates up to four times higher compared with the general popula-
tion [10]. Cancer caregivers also experience considerable unmet emotional need, especially
when the trajectory of care is prolonged [11] or where prognosis is poor at time at diag-
nosis [12]. Indeed, several studies have demonstrated that caregivers experience more
emotional challenges than patients themselves [13,14]. Combined, patients with advanced
cancers and their carers report emotional and psychological needs as the most prevalent
unmet supportive care domains [12].

Although timely, targeted, and personalized supportive care screening, assessment,
and intervention has been shown to relieve emotional and psychological needs following
a cancer diagnosis [15-17], provision of supportive care (and thus attention to emotional
and psychological needs) remains inconsistent [18]. This is concerning given evidence
demonstrates that the emotional wellbeing of patients is linked to their ability to com-
municate with members of their health care team, make decisions, adhere to treatment,
and achieve optimal physical health outcomes [19]. One explanation for this may be the
conceptualization of emotional care (as a component of supportive care) as something
adjunct or additive to the treatment of cancer care [20], rather than recognizing it as the
platform upon which all other aspects of cancer care should be constructed or delivered [4].

The data reported in this paper are drawn from a large mixed-methods study under-
taken to refresh and develop new approaches to the integration of cancer supportive care
as a component of routine cancer service delivery. The study was funded by the Victorian
Department of Health in Australia and approved by the University of Melbourne Human
Research Ethics Committee (ID REF: 185 1227.5). A broad community of 300 cancer con-
sumers (patients/family members/support persons), health professionals, health services
researchers, policy makers, and not for profit organization members (other participants)
took part in the mixed methods study, and data gathered were used to build an online
supportive care portal (https://wecan.org.au (accessed on 20 December 2022).) (publica-
tion in preparation). Here, we present insights gained from qualitative focus groups and
in-depth interviews undertaken as part of the larger study between January-November
2018 regarding provision of emotional care. This paper sets out to report participants’
accounts of experiencing or responding to emotional distress, as defined above. It also
sets out to consider whether data generated support the assumption that the provision
of emotional care should be the platform upon which all other aspects of cancer care are
delivered and, that without attention to emotional care, no other aspects of cancer care can
be fully realized.

2. Materials and Methods

An exploratory qualitative approach, utilizing data collected during Town Hall and
Community of Practice events as part of the larger mixed methods study. Town Hall
meetings are a recognized approach to community engagement when a broad and inclusive
approach to data collection is required to meet study aims [21]. A Community of Practice is
a group of people who come together over a period of time to share an interest in, address,
and learn more about a particular topic [22].

2.1. Methods

Focus groups were chosen to collect data during the larger supportive care study, to
facilitate interaction among a large and diverse group of participants, in order to generate a
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wide range of views and ideas [23]. Participants who were unable to attend a focus group
were offered the opportunity to take part in an in-depth interview.

2.2. Recruitment and Consent

Recruitment involved purposive and snowball sampling techniques [24]. Initially, a
list of key stakeholders (described above as part of the larger mixed methods study) was
developed by the project lead who had experience of and expertise in cancer supportive care
(MK). The aim was to purposively recruit a diverse sample of participants with experience
of supportive care either as a cancer patient, carer (i.e., family member or informal support
person), or health professional. Potential participants were approached directly via email
describing the intent of the study and inviting them to take part. The email contained a
flyer explaining eligibility criteria, what participation would involve, and details of how to
contact a member of the project team to express interest in taking part. Potential participants
were asked to forward on the flyer to colleagues/friends they believed met the eligibility
criteria and who might be interested in taking part. Eligibility criteria for people affected by
cancer were: (1) current or previous cancer diagnosis or family member /support person of
somebody who has/had a cancer diagnosis, (2) 18 years of age or over, (3) able to provide
informed consent, and (4) able to read, write and speak English or take part with support
of a family member/support person. Eligibility criteria for the health professionals were:
(1) experience of working with/supporting people affected by cancer in any aspect of
the health sector, (2) 18 years of age or over, and (3) able to provide informed consent.
Following contact with a member of the project team (MK, IM, CJ), a copy of the Participant
Information and Consent Form (PICF) was emailed or mailed to participants to read and
sign and bring it along with them on the day of the focus group or interview. Participants
who took part in an interview remotely (that is via telephone) were asked to return the
signed consent form via email or mail, as preferred. Consent was also re-checked verbally
and audio-recorded on the day of the focus group or interview.

2.3. Data Collection

After re-checking consent at the beginning of each focus group or interview, partici-
pants were asked to complete a brief demographic data collection form to indicate their
status as a patient, carer, or health professional, their age, place of residence or work,
language spoken at home (patients and carers) or, their professional affiliation (health
professionals only). Intentionally, no data on cancer diagnosis, time since treatment comple-
tion, or treatments received were collected from patients or carers as there was no intention
to undertake any tests of association or to consider experiences of emotional care in the
context of a specific diagnosis. As such, collecting these data seemed intrusive. To address
any potential imbalance of power by having health professionals, patients, and carers in the
same focus groups [25], three patient and carer, and three health professional focus groups
were conducted separately. Of the six focus groups, two were held in a regional setting,
ensuring that the study was accessible to people affected by cancer and health professionals
outside of metropolitan sites. Patient and carer participants were compensated for their
travel and parking cost. Focus groups were moderated by two members of the project team
(MK, CJ, IM), one to lead discussion and a second to observe and take notes of context and
environment and to ensure that all participants had an opportunity to contribute. Inter-
views were conducted by the same project team members. A semi-structured discussion
guide (see Supplemental Material S1) was developed based on data generated by Town
Hall meetings and Community of Practice events undertaken as part of the larger mixed
methods study. The discussion guide facilitated exploration of participants’ experiences
and understanding of supportive care and their views of its value and importance. The
questions did not specifically direct participants to emotional domains of supportive care
and so the findings reported below represent spontaneous insights recounted by partici-
pants of their experiences and views regarding emotional care. An example of questions
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included in the focus groups and in-depth interviews is presented in Table 1. A full list of
focus group and interview questions are available as Supplementary Material S1.

Table 1. Examples of focus group/interview questions.

Exploratory Questions

What does the term supportive care mean to you?

Can you think of a time you have had a positive “supportive care” experience?
What skills and experience do you think clinicians working with people affected by cancer
need to have?

What do you think is most important or valuable about supportive care?

Interviews and focus groups were audio recorded and transcribed verbatim as word
documents. Word documents were uploaded to NVivo 12 [26] to help organize and
manage the analytical process. All study data were stored in secure electronic folders
and only named members of the project team had access to audio-recordings, participants
demographic data, and consent forms. Transcribed audio recordings were de-identified.

2.4. Analysis

Data analysis was undertaken in accordance with Braun and Clarke’s six steps of
thematic analysis [27]. Recordings from each data set were initially listened through,
transcripts read, and notes made about general observations and impressions, as part of
researcher familiarization and rich engagement with the data. Transcripts were coded
by two independent coders (CJ, SM) and any disagreement clarified through discussion
with the project lead (MK). A threshold for saturation was agreed prior to data analysis
which was agreed as the point at which no new themes were generated through the
analytical process. The focus was on producing semantic, rather than latent themes as a
means of establishing a detailed description of the data, but without engaging in broader
interpretative theorizing [28]. All data were coded line by line using an inductive process.
Candidate themes were identified by reviewing the codes and individual codes were
collated under candidate themes. Themes were refined and revised using a reflexive
process, and consistent with Braun and Clarke’s model, themes were conceptualized as
constructs rather than representative of “reality” [28]. Participants’ demographic data were
analyzed descriptively. The manuscript has been prepared according to the Consolidated
Criteria for Reporting Qualitative Research Checklist [29].

3. Results
3.1. Participants

Forty-seven participants (16 patients, six carers, and 25 health professionals) took part
across six focus groups and eight interviews (Table 2).

Table 2. Participant demographics (n = 47).

Characteristics Patients and Carers (n = 22)
Female 21 (95%)
Age (median and range) 63 (44-86)
Patient 16 (72%)
Family member/carer 6 (28%)
Place of residence
Metropolitan 14 (64%)
Regional 7 (32%)
Not specified 1 (5%)
Language spoken at home
English 100%
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Table 2. Cont.

Characteristics Health care participants (n = 25)
Male 3 (11%)
Female 22 (89%)
Age (median and range) 49 (27-63)
Profession
Nurse 10 (36%)
Dietician 4 (14%)
Medical oncologist 3 (10%)
Psychologist 2 (7%)
Social Worker 1 (4%)
Physiotherapist 1 (4%)
Exercise physiologist 1 (4%)
Counsellor 1 (4%)
Radiation Therapist 1 (4%)
Clinical Trials Coordinator 1 (4%)
Place of work
Metropolitan 15 (60%)
Regional 8 (29%)
Rural 2 (7%)

3.2. Focus Groups/Interviews

Four themes were generated that related to emotional care. No themes were unique
to either focus group or interview participants. Themes are illustrated below by inclusion
of participant quotes. Where more than one quote is included per theme, is it to illustrate
nuance within the theme, rather than being indicative of a theme’s prevalence within
the data.

3.3. Emotional Care—A Fundamental Component of Cancer Care

People affected by cancer spoke of the provision of emotional care as being necessary
to enable a person to live well, to cope throughout the treatment period, and beyond.

“So there’s emotional care, there’s physical care, there’s managing symptoms of cancer
and of treatment. The emotional support of the patient [is important] ... so they can live
well throughout that time.” (P042)

Attending to a person’s emotional needs was recognized by health professionals as
fundamental to quality of life and ability to cope with the treatment “journey” and making
it the best it could be.

“what . .. might be of benefit to that person, wherever they are in their treatment phase
. what services . .. might be of benefit for them to improve quality of life, make their
treatment better, make their journey better.” (W FG HP01)

People affected by cancer spoke about their experience of emotional care in the con-
text of help, advice, communication, and perhaps most significantly, listening and being
responsive. Participants” emotional wellbeing was described as coming from feeling cared
about, having a connection with a health professional who understood their struggles and
circumstances, and took time to listen to them.

“The most important and valuable thing is I guess, yeah, it’s that you've got someone
to talk to about your emotional state. It’s really about the emotional state I guess. It’s
having someone you can talk to about it, . .. your emotional feelings, just dealing with
your anxieties and your emotions really.” (PC046)

For some, this was a connection with a particular health professional, often a cancer
nurse, while for others, this came through connections made in peer support groups and
community services.
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“it can be the simple things like, can I do the shopping or can I come and wash your dishes,
and people don’t know what to ask or how to ask if they could help.” (M FG HPO05)

For many health professionals ensuring access to practical support, delivered by
nurses, occupational therapists, dietician, physiotherapists, psychologists, or social workers
was regarded as an important emotional intervention where recognizing what a person
needed practically, was a way of acknowledging an individual’s unique circumstances, and
a way of ‘being with’ a person.

“For me it means it’s other people to help so that the patient’s got lots of experts to help
them with all of the needs that they’ve got.” (M FG HP01)

3.4. Easing the Burden

For many participants, the provision of emotional care was synonymous with easing
the burden of a cancer diagnosis. Easing the burden came in very many forms, from
ensuring that personal needs were attended to whilst in hospital, recognizing that someone
is experiencing hardship and making it possible to ask for help, finding practical solutions
to problems such as living arrangements, getting the shopping, knowing how to tell family
about the diagnosis, and recognizing the mounting costs and financial concerns. These
were all recognized as the provision of emotional care because they took account of the
wider context of the person’s life and the extensive impacts of a cancer diagnosis.

“[health professionals] need to not just look at us as a physical thing, they need to look at
us as the whole person, they need to look at us how we are emotionally and especially in
our situations outside, our family situations and work with that as well because that’s
what makes us get better and it’s what makes us feel supported if they, you know, that
they’re involved and understand what’s going on ... ” (M FG CC 07)

People affected by cancer described being unclear about what support or help was on
offer to them, especially soon after diagnosis, and there was a concern that people might
miss out on important care as a consequence.

“if you say to a person do you want [support] or supportive care and they say no, what
do they understand that they were gonna get, or what have they just missed out on.”
(PC041)

Health professionals spoke about the importance of being explicit about what was on
offer, of asking gently probing questions to ensure that patients’ needs were identified, and
that they were made aware of what help was available to them. Taking a sensitive approach
to asking the questions was recognized as an important component of emotional care,
preventing people from feeling that they were “not coping” if they were having difficulties,
especially when this related to issues of emotional need.

“I would just talk about whatever [service] it was. Like say, you know, it might be
valuable to do this ... or it might be valuable for you to do this.” (W FG HP03)

“I think that when you're trying to integrate a service that's got stigma attached to it or that
people might feel ... , don’t want to admit that, you know, they need extra help.” (PC041)

Critical to easing the burden and the provision of emotional care was acknowledging
people as individuals with unique and dynamic needs.

“it needs to be individualised. If you've got a child with cancer your needs are far different
to what having a husband with cancer is, having cancer yourself, it’s just got to be . ..
individualised, tailored.” (R FG CC 011)

“I did ask, I'm really struggling, and maybe the staff could see that. So, you know, having
staff at the hospitals that see that . .. is pretty important.” (PC046)
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3.5. Emotional Care—Everyone’s Business

The provision of emotional care was universally considered to be the responsibility of
all health professionals. Having a person’s concerns or needs respected or acknowledged,
even if a clinician could not directly deal with them, was recognized as important to
addressing a person’s emotional wellbeing.

“I think that concept of, you know, the word respect and taking the time to get to
understand the person you’re speaking with.” (M FG HPCO07)

“You want them to have the attitude of this is about you, so we’re gonna answer your
questions and if I haven't got time to answer them now we’re gonna organise a time where
we're gonna sit down and we're gonna go through all your questions.” (M FG PC08)

Communication skills were identified by almost every patient and carer as being essen-
tial to the provision of emotional care. Strategies such as making eye-contact, introducing
oneself at the beginning of the consultation, using the patient’s name, having read case
notes prior to the consultation, and having an un-rushed manner were described as making
the difference between feeling emotionally supported and recognized as a person, not just
a patient.

“People who come in . .. and then they sit there with your notes and proceed to, um, ask
you questions, and I have on one occasion had to tell a registrar you should be reading
those notes prior to coming in to our consultation otherwise, um, our consultation is not
going to be very meaningful ... . So that sort of person I wouldn’t talk to about my fear
of recurrence for example because 1 would think they haven’t even bothered to read the
notes before walking in so what’s their care factor.” (PC049)

Many health professionals spoke of the need to introduce conversations that were
about addressing emotional care with a lead-in, prefacing offers of support with an outline
of the general concept of care that extends beyond medical treatment.

“you have to preface it by saying I'm giving you this form to have a look at and com-
plete because we know that we can provide you with extra services but we don’t know
specifically what we think you need.” (PC040)

Some spoke of time taken to sit with someone in their distress, listen carefully to
understand their needs, and ask gently probing questions as being an investment in
avoiding difficulties escalating, or even reaching a crisis point before being addressed.

“I think the biggest thing . .. is ... it's actually having a conversation with the person
... actually sit down and . .. you might refer them [there].” (M FG HP 010)

People affected by cancer and health professionals identified these components of
care as being central to provision of emotional support. The ability to ask any health
professional about their needs or concerns, and health professionals’ willingness and ability
help patients find the most appropriate support either directly or via a referral, were highly
valued aspects of emotional care.

“it’s part of routine supportive care to actually do this identification of need . .. to do that
in a way that’s palatable to patients, and in a way that facilitates . .. them getting access
to the right supports at the right time.” (PC041)

However, complex barriers, such as lack of time to address emotional needs or having
the skills required to initiate and manage emotional discussion, were acknowledged by all
participants.

“There’s just that everyone is so very busy, so taking time to stop and actually think
about what the patient might want or need is hard work . .. especially ward nurses . ..
they’re under such pressure. And then I think there’s people that don’t have the skills to
ask those questions . .. you know, some people are frightened to ask patients about how
they're feeling properly because they are frightened they won't be able to deal with that or,
you know, be able to help them once they tell them.” (PC042)
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The tension between demands on health professionals’ time to meet large patient
caseloads whilst having only a short amount of time allocated to each patient, was recognized.

“you don't want to be a burden . .. you know people are busy” (MFG CC 03)

“so they [health professionals] would say yeah we’re aware that patients are distressed,
we're aware that it’s a terrible time, but you know, we're trying to deal with their physical

needs, we’re trying to get through the tasks that are required to get them physically
well.” (P040)

3.6. Emotional Care—Anytime, Every Time

The provision of emotional care was recognized as fundamental to wellbeing across
all stages of a person’s cancer experience.

“I think the early stages is where a lot more supportive services should be in whether you
want them or not, because the first thing’s shock, grief, you know, who do I talk to, do I
tell the kids, no I don’t, do I or don’t I and how do you tell them ... I think the end of life
there’s a lot more research done into dying and death and there’s all that. It’s that first
three months is the hardest.” (R FG CP 07)

For some participants the early stages of coming to terms with a diagnosis and engag-
ing with treatment were felt to be so overwhelming that it was difficult to take anything
else in and the importance of revisiting needs over time was highly valued.

“And even during treatment, so I had surgery and then chemotherapy and then radio-
therapy, during most of that time I didn’t really actively seek anything because I was so
involved in just trying to get through my treatment.” (PC046)

“this notion that . .. just identify and then refer, it's short-sighted because things change
and new things come up” (CP041)

The importance of continually screening for, assessing, and intervening (as appro-
priate) for emotional needs was emphasized by all patients and carers, emphasizing the
dynamic nature of the emotional impost of a cancer diagnosis from diagnosis through to
end of treatment and on into follow up care.

“once you've finished your active treatment, going back into the real world, you know,

forming your new normal life, what’s normal, because life has changed, and everyone
looks at you like oh you’re looking a lot better, your hair’s grown back and you’re looking
healthy, so people think everything’s fine but it’s not because things have changed and
you've got those fears and that sadness still there. So that’s the crucial time where
support’s needed.” (PC046)

However, irrespective of when support was provided, people affected by cancer were
unanimous in their view that dedicated time and space was essential to enable meaningful
emotional care, and that attention to emotional needs should be recognized as an intentional,
purposeful, and distinct component of cancer care.

“I think it’s difficult emotionally for patients to hold both sort of stances at once sometimes,
to be thinking about the impact of their treatment on their life and what it means to them
as a person, at the same time as trying to focus on the side effects of treatment and are
those needs being addressed. 1 think having it separate, there is a role for that, even though
we want of course all clinicians to have a certain level of understanding of [emotional
care] and represent that in their practices.” (CP041)

4. Discussion

This qualitative study explored insights from 47 people affected by cancer and health
professionals through a series of six focus groups and eight in-depth interviews, that
focused on perspectives of emotional care as a component of cancer care. Four key themes
were generated focusing on, the centrality of emotional care within the concept of cancer
care; the importance of easing the burden through intentional emotional care; emotional
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care as everyone’s business; and the provision of emotional care as an enabler of emotional
wellbeing across the entirety of a person’s cancer experience.

The purpose of this paper was to explore the assumption that the provision of emo-
tional care should be the platform upon which all other aspects of cancer care are delivered
(emotional care anytime, every-time) and that without attention to emotional care, no other
aspects of cancer care can be fully realized [4]. The paper set out to consider this assump-
tion through perspectives of emotional care as recounted by patients with cancer, carers,
and health professionals who had taken part in focus groups and in-depth interviews as
part of a larger cancer supportive care study. Findings presented appear to support the
assumption, whilst acknowledging that this is an initial exploratory study, representing
insights from a predominantly female sample (patients and nurses) from metropolitan
settings. As such, further research is needed to test this assumption more fully.

The importance of attending to the emotional stressors or burdens experienced fol-
lowing a cancer diagnosis has long been acknowledged, recognizing that cancer results in
atypical levels of fear, worry, distress, and uncertainty for people affected by cancer [30].
Nevertheless, evidence demonstrates that the emotional needs of cancer patients (and those
close to them) continue to be overlooked with damaging consequences such as inability to
adhere to treatment [3,31,32]. This is not to suggest that cancer health care professionals
lack care or empathy, but rather that they face considerable barriers within busy and often
under-resourced health care settings to attend to needs beyond the cancer itself or to man-
age side-effects and symptoms of the treatment or the disease [30,33]. When integrated as
the basis upon which cancer care is provided, actively asking about and listening to the
needs of patients; empathy for their concerns; going beyond the minimum care provision
required; timely identification and response to needs or concerns and, recognizing the
needs of family members or carers have been described as powerful and practical ways to
mitigate the emotional impost of cancer [30].

Our findings support many of these important insights. Our data demonstrate the
importance placed by people affected by cancer and health professionals on the provision
of emotional care and the creation of a safe emotional space where concerns and needs can
be shared without fear of feeling a burden or as someone unable to cope. Skilled, empathic
communication and the delivery of respectful person-centered care were identified as
important components and enablers of emotional care and easing the burden. These are not
new insights and are recognized as central tenets of patient centered care, benefits of which
include enhanced patient experience, improved health outcomes, adherence to treatment,
and improved health care costs [34], all of which have been shown to be sensitive outcomes
to the provision of emotional care [15,16]. Consistent with other literature, our study
demonstrated that the provision of emotional care is central to patients” experiences and
outcomes of their cancer [35]. Our data also captured the importance of ensuring the avail-
ability of emotional care across the entirety of a person’s cancer experience. Feeling able to
talk to health professionals about emotional concerns, receiving information about services
available, having needs acknowledged and validated by health professionals with the skills
and knowledge to respond in a humane and respectful way, were critical to seeking and
receiving impactful emotional care. These are important insights. With growing numbers
of people being diagnosed with and living beyond cancer and its treatments [36,37], there
is urgent need to enhance peoples’ capacity to self-care (as they are able) to sustain their
wellbeing through provision of timely emotional care. With a global health workforce
shortage and reduction in health budgets in real terms [38—40], health systems will be
unable to sustain the level of care currently provided to people with cancer. Enabling those
who can access and proactively use emotional support services to do so will reduce burden
on the health system, targeting scarce resources to those with greatest need for specialist
emotional support and care. As health professionals there is opportunity for us to look
outside acute health services and partner with not for profit, support, and advocacy groups
who can deliver front line emotional care to people affected by cancer. Patients and carers
in our study did not expect health professionals to have all the answers or resources to
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hand, indeed they were quick to recognize the limitations and burden on their time and
capacity to deliver emotional care, but they did expect that health professionals would
access or refer them to services available to meet their needs.

Patient and carer participants in this study noted that the absence of accessible emo-
tional care resulted in feelings of isolation, of fear of missing out on care, and of being
a patient in a system, rather than a person enveloped by support. Lack of information
about where and how to access emotional support was described as exacerbating already
complex situations, compounding feelings of isolation and fear, and provision of support
without taking the time to understand a person’s unique and dynamic needs potentially
negated the opportunity for receipt of meaningful emotional care—impacting not only
emotional wellbeing but cancer outcomes. Recently published evidence has demonstrated
considerable return on investment for patients and health systems when patients receiving
timely supportive care, inclusive of emotional care [2]. Our data support these findings,
demonstrating advocacy for timely and ongoing access to emotional care for patients
and carers, and investment in health professional knowledge and capability to deliver
emotional care to prevent and mitigate the emotional impacts of a cancer diagnosis. Im-
portantly, our data demonstrate that emotional care is a critical domain in the provision of
cancer supportive care, requiring effective communication skill and empathy on the part
of health professionals, and investment in time and resources by health services to enable
and health professionals to deliver the care they recognize and value as components of
patient-centered care.

An important insight from our study is that the provision of emotional care requires
distinct and purposeful attention recognizing that it has to compete with the urgency of
treating the cancer itself, “ ... it’s difficult emotionally for patients to hold both sort of stances at
once sometimes, to be thinking about the impact of their treatment on their life and what it means
to them as a person”. Participants in this study demonstrated the importance of creating
an emotionally supportive context for the provision of the totality of cancer care, enabled
through respectful interaction, provision of time and attention to individual needs, skilled
communication and readiness to source and refer patients and carers to a diverse range of
support services and resources.

The strengths of this study are that it generated data from a cohort of patients, carers,
and health professionals with lived experience of providing and receiving cancer sup-
portive care. The intent was not to generate generalizable data but to explore in-depth
perspectives on emotional care as a component of cancer care. Data included participants
living and working across metropolitan and regional areas of one state in Victoria, Australia.
The paper provides novel insight on emotional care, offering insights to ways in which
the experience of emotional care can be enhanced for consumers and enabled by health
professionals. Future studies may focus on the impact of interventions to strengthen provi-
sion of emotional care, patient reports of care experiences, health outcomes, and system
impacts. Insights from the focus groups and interviews were fed back to participants as
part of the larger study. A key limitation of the study is that no people from Aboriginal
or Torres Strait Islander or culturally or linguistically diverse peoples were included. As
such, these findings are likely to present “the best’ of experiences, and recommendations
generated may have limited relevance to under-served populations.

5. Conclusions

In conclusion, emotional care is critical to the provision of patient-centered care, with-
out which effective delivery of other aspects of cancer care may be hindered. The provision
of emotional care and perceptions of its adequacy or impact rely on health professionals’
communication skills; their ability to offer proactive opportunity for discussion of needs
and concerns across all stages of the cancer experience, and importantly, their access to time
and resources necessary to elicit and respond to emotional needs. For patients, availability
of opportunity, encouragement to voice, and awareness of the legitimacy of emotional
concerns are important facilitators of emotional care. Future studies are needed to test
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interventions to enhance provision of intentional and purposeful emotional care delivery
to ensure patients achieve the best health outcomes possible. Studies focusing on the
emotional care needs of underserved populations are urgently needed.
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Abstract: Anticipatory grief leads to a highly stressful and conflicting experience among caregivers
of patients with terminal cancer. Nurses lack the competency to assess and manage the caregivers’
psychological problems, which in turn affects the caregivers’ quality of life. A scale assessing the
anticipatory grief counseling competency among nurses is unavailable. In this study, an Anticipatory
Grief Counseling Competency Scale (AGCCS) was developed for nurses. The Scale (AGCCS) was
translated into Chinese and then revised. Psychometric testing of the scale was conducted on
252 nurses who participated in the care of patients with terminal cancer at a regional teaching hospital
in Southern Taiwan. The data were analyzed using descriptive statistics, reliability, and Pearson’s
correlation, and principal component analysis and analysis of variance were performed. Item- and
scale-content validity indexes were 0.99 and 0.93, respectively. The Cronbach « of internal consistency
was 0.981. The final 53-item AGCCS had five factors, which accounted for 70.81% of the total variance.
The Pearson correlation coefficients of these factors ranged between 0.406 and 0.880 (p < 0.001). The
AGCCS can be used to evaluate the aforementioned competency for improving caregivers’ quality of
care. It can also facilitate in-service education planning and evaluation.

Keywords: patients with terminal cancer; caregivers; competency in anticipatory grief counseling

1. Introduction

In 2021, cancer was one of the 10 leading causes of death in Taiwan, accounting for
28.0% of all deaths [1]. An integrative literature review revealed that 12.5% to 38.5% of
caregivers experience anticipatory grief symptoms before the death of their relatives [2].
In caregivers of patients with terminal cancer, anticipatory grief can result in a highly
stressful and conflicting experience. Nurses lack the relevant competency for assessing and
managing the psychological problems encountered by these caregivers. Consequently, they
are unable to address the caregivers’ anticipatory grief promptly or appropriately, which in
turn affects the caregivers’ quality of life [3]. Inadequate assessment and management of
anticipatory grief in the caregivers of patients with terminal cancer may lead to complex
grief reactions [4].

In clinical nursing education, the emphasis has shifted from obtaining information
using a didactic method to enhancing problem-solving through experiential learning [5].
With competency-based education, nurses are taught to fulfill the demands of the clinical
care environment; moreover, competency-based assessments are applied to evaluate their
competency [6]. These assessments are performed using Miller’s pyramid of clinical
competency and Kolb’s experiential learning cycle [6].
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In Canada, hospice nurses are required to have core competencies, including assessing
the needs of patients” families and providing them with knowledge on loss, grief, and
bereavement. Hospice nurses must consider the stage of development and aid patients’
families in recognizing the characteristics of grief and distinguishing grief and depression.
The nurses must also identify family members at high risk of complex grief; assist them
in predicting, recognizing, and adjusting their individual responses to loss and death;
consider the unique needs of children at different developmental stages; and support the
process of loss, grief, and bereavement through the grieving nursing care plan [7]. In
Colombia, hospice nurses’ core competencies include communication; the formation of
therapeutic interpersonal relationships with patients and families; and the provision of
emotional, grief, and spiritual care to these individuals [8]. The core competencies outlined
by the European Association for Palliative Care include the provision of patient- and family-
centered care; comfort care; psychological, social, and spiritual care; the ability to cope with
ethical challenges; inter-professional cooperation; communication skills; development of
interpersonal relationships with patients and families; self-awareness; and commitment to
continuous professional development [9]. In Taiwan, these competencies include spiritual
care, life review, and death preparation [10]. Nurses play multiple roles in grief care in
terms of patient- and family-centered care, advocacy, and professional development [11-14].
They are also responsible for assessing caregivers’ psychological state and providing them
with emotional support by listening to them (to allow caregivers to express their emotions),
and they also improve the sensitivity of grief assessment through grief counseling theory
to support caregivers in managing anticipatory grief [15]. Among all healthcare providers,
nurses have the most contact with patients and their families [16]. Therefore, they also
have more opportunities to listen to patients (including those with terminal cancer) and
caregivers and to assess their psychological distress levels. Nurses’ inability to provide
such care can negatively affect their patients’” and caregivers” quality of life [3].

Scales for measuring anticipatory grief counseling competency, however, have been
developed only in the field of counseling. The Death Counseling Survey (DCS), designed by
34 grief counseling experts, is a self-assessment of grief counselors’ professional knowledge
and treatment and assessment skills. It contains 58 questions scored on a 5-point Likert
scale (ranging from 1 = noncompliance to 5 = full compliance). The Cronbach o of the five
subscales ranges from 0.80 to 0.94. The Grief Counseling Competency Scale (GCCS) was
developed by Cicchetti [17] and Cicchetti et al. [18], modified from the DCS and revised by
27 experts with >5 years of family grief counseling experience by using the Delphi method.
The GCCS is a self-assessment questionnaire comprising 46 questions scored on a 5-point
Likert scale (ranging from 1 = this does not describe me to 5 = this describes me very well).
The questionnaire is divided into two sections comprising nine questions related to personal
competency and grief and 37 questions related to skills and knowledge of grief counseling
competency; the Cronbach o values of Sections 1 and 2 are 0.79 and 0.97, respectively. Of
the 37 questions in the second section, questions 9, 9, and 19 address conceptual skills and
knowledge, assessment skills, and treatment skills, respectively; the Cronbach o values of
the three subscales in Section 2 are 0.59, 0.60, and 0.60, respectively [17].

The GCCS developed by Cicchetti [17] is primarily intended for counselors with a
master’s degree; it emphasizes the life experience, philosophy, and attitude toward death,
diagnostic criteria of grief and its distinction from other diagnoses, use of specific death-
associated words to discuss death-related matters, and ability to convey matters and explain
death to children at various stages of death concept development. However, some GCCS
items are unachievable for clinical nurses, and academic and in-service nurse education
often lacks counseling courses. In addition, nurses are not expected to help caregivers
understand the process and types of anticipatory grief, identify the manifestations of
anticipatory grief, understand the differences between anticipatory grief and grief, or
evaluate the risk of anticipatory grief. To the best of our knowledge, no scale has yet
been developed for evaluating the competency of nurses in providing anticipatory grief
counseling to caregivers of patients with terminal cancer. Therefore, in this study, we
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developed a scale for this purpose; psychometric testing of this scale was also conducted to
evaluate the scale’s content and construct validity and internal consistency reliability.

2. Materials and Methods
2.1. Design

In this psychometric study, a cross-sectional survey was conducted using a structured
questionnaire, which is part of a larger survey study [19].

2.2. Participants and Setting

Participants were recruited from the oncology ward of a regional teaching hospital
in southern Taiwan by using convenience sampling [20]. A sample size of 3 to 6 per item
was required. The participants included nurses, nurse practitioners, case managers, and
assistant head nurses who had cared for patients with terminal cancer and were 20 years
or older. After sampling was completed, the study instructions and anonymous question-
naires (with codes and commodity cards) were distributed among the participants. Of the
257 questionnaires issued, 251 completed questionnaires were returned, corresponding to a
response rate of 97.7%.

2.3. Instruments

The instrument developed in this study featured sociodemographic and professional
background characteristics and the Anticipatory Grief Counseling Competency Scale
(AGCCS). The AGCCS was adapted from the GCCS [17] and employed care provided
to caregivers in hospice care in Canada for their loss, grief, and bereavement, 7 spiritual
care competencies [21], and spiritual care nursing interventions [22] as references for its
development. The GCCS consists of 46 items scored on a 5-point Likert scale, and the
scale is divided into 2 sections, with 9 items assessing perceived personal competencies
(Cronbach o = 0.79) and 37 items assessing perceived skills and knowledge competencies
(Cronbach « = 0.97). The 3 subsections of the second section include 9 items on conceptual
skills and knowledge (Cronbach « = 0.59), 9 items on assessment skills (Cronbach « = 0.60),
and 19 items on treatment skills (Cronbach o = 0.60) [17,18]. The GCCS has been adapted
from the 58-item DCS, scored on a 5-point Likert scale; it contains 5 subscales: personal
competencies (Cronbach « = 0.79), conceptual skills and knowledge (Cronbach o = 0.92),
assessment skills (Cronbach « = 0.63), treatment skills (Cronbach « 0.87), and professional
skills (Cronbach o = 0.83) [18].

Two experts with a nursing background and doctorate who had lived in English-
speaking countries for >5 years performed the English-to-Chinese translation and Chinese-
to-English back translation of the questionnaires used. The initial 60 items were evaluated
for content validity by a panel of 7 experts with a master’s degree or higher; at least 5 years
of experience in oncology, hospice, or palliative care; and who were ranked as an instructor
or higher. These experts comprised 2 nursing supervisors, 1 nursing lecturer, 1 associate
professor, 1 attending physician, 1 psychologist, and 1 social worker. Specifically, content
validity was assessed as the topical appropriateness or relevance of the scale items on a
4-point Likert-type scale (ranging from 1 = not relevant to 4 = extremely relevant). The
items were merged, added, separated, or revised according to the expert advice. After these
revisions were made (55 items), a second round of expert validity review was performed, as
an unfavorable scale-content validity index (S-CVI) of 0.68 was obtained. Further revision
was conducted according to expert recommendations, as follows. “I can identify cultural
differences in anticipatory grief care” and “I can identify cultural differences that affect
responses to anticipatory grief” were combined into “I can identify cultural differences
in anticipatory grief care and responses to anticipatory grief.” The final questionnaire
comprised 55 items, including 9 items that addressed personal experiences of anticipatory
grief, self-awareness, traits, skills related to counseling, and conceptual understanding of
counseling. The remaining 46 items pertained to self-evaluation of knowledge and skills
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related to anticipatory grief counseling and nursing. All items were scored on a 5-point
Likert scale (ranging from 1 = noncompliance to 5 = full compliance).

2.4. Procedure

Figure 1 illustrates the study procedure. After permission was obtained from the
author of the GCCS, forward and backward translation of the 46-item GCCS was conducted.
Then, the 51-item AGCCS was developed based on cited references and through the
revision of items [5,17,18]. First and second rounds of expert content validity review
were conducted.

Obtamed permission from the author of the GCCS

L3
Forward and backward translation of the GCCS (46 items)

. ) ,
Cited references and added items for developing the AGCCS (60 items)

r L .
Furst round of expert content validity (n = 7) on the AGCCS (60 items)

. ) .
Second round of expert content validity (n = 7) on the AGCCS (55 items)

)
The revised AGCCS (55 items)

v
Obtamed IRB approval

v
The pilot study (n = 29) of the revised AGCCS (55 items)

)
The formal study (n = 251) of the revised AGCCS (55 items)

L ] n
Reliability analysis (1-item deletion) and PCA with promax rotation (1-
item deletion. n = 251) on the revised AGCCS (53 items)

v
The final version of the AGCCS (53 items)

Figure 1. Study procedure.

A pilot study was conducted in the hematology, oncology, and neurosurgery depart-
ments (n = 29) between 26 November and 17 December 2019. Subsequently, the formal
study was conducted in 11 units between 19 February and 6 March, 2020. Finally, the relia-
bility and construct validity of the questionnaires were determined using the collected data.

2.5. Ethical Considerations

This study was approved by the study hospital’s institutional review board
(201901235B0A3). Before the questionnaire was administered, the participants were assured
that they could withdraw from the study at any time without consequences to their work
assessment or promotion opportunities. They were also asked to provide informed consent.
Except for the subject manual, the questionnaire content was replaced by codes to protect
participant anonymity.

2.6. Statistical Analysis

All statistical analyses were performed using SPSS Statistics for Windows (version 21;
IBM, Armonk, NY, USA). Assumptions of normality, linearity, outliers, and multicollinearity
for factor analysis were checked [23]. For sociodemographic and professional characteristics
and the AGCCS scores, descriptive statistics were analyzed for frequency, percent, mean,
and standard deviation. Reliability analysis was used to assess the internal consistency of
the AGCCS [24]. Principal component analysis (PCA) of the exploratory factor analysis
with Promax rotation was used to examine construct validity, and these analyses were
based on initial eigenvalues (>1), factor loadings (>0.40), and scree plots [24,25]. Analysis
of variance (ANOVA) was used to examine the mean difference in AGCCS scores on ever
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caring for family, relatives, and friends with anticipatory grief [26]. Pearson correlation was
used to analyze the association between the AGCCS factors.

3. Results
3.1. Sociodemographic and Professional Characteristics of the Participants

Most of the participants were aged 26 to 30 years (31.1%), and nearly two-thirds were
unmarried (65.3%). Moreover, 92% of the participants had a bachelor’s degree in nursing,
and 68.5% had religious inclinations, including 39.5% and 17% with Taoist and folk beliefs,
respectively. Most (71.3%) of the participants had experiences with death, and 66.5% of the
participants had experienced anticipatory grief because of the death of a relative or through
relatives and friends.

Most (71.3%) of the participants were clinical nurses. The participants worked in the
hematology and oncology, pulmonology, gastrointestinal and hepatobiliary pathology, or
urology departments. Moreover, 36.3% and 34.3% of the participants had 5 to 10 years of
experience regarding working experience in the current department and the total working
years. Of all the nurses, 42.6% had taken at least one course on or received training in
anticipatory grief counseling during their education (26.7%) or as a part of the in-service
programs at their workplace (16.7%).

3.2. Content Validity

The item-content validity index (I-CVI) and S-CVI of the AGCCS were 0.95 and 0.68 in
the first round of expert content validity evaluation, respectively, and 0.99 and 0.93 in the
second round of expert content validity evaluation, respectively (Figure 1).

3.3. Construct Validity—Principal Component Analysis of the Exploratory Factor Analysis

The 55 items on the scale were subjected to PCA with Promax rotation. The value of
the Kaiser-Meyer—Olkin (KMO) measure of sampling adequacy was 0.965. The measure
of sampling adequacy (MSA) of individual items ranged from 0.884 to 0.987. The Bartlett
test of sphericity demonstrated significance (x2 (1378) = 13,806.5, p < 0.001), with an initial
eigenvalue and factor loading of >1.00 and 0.40, respectively. The items with corrected
item-total correlations <0.30 (1-8, “I believe that there is more than one correct way to
deal with anticipatory grief”) and factor loading <0.40 (1-9, “I have a sense of humor”)
were excluded from the exploratory factor analysis step by step. Factors 1, 2, 3, 4, and 5
explained 52.18%, 8.08%, 5.40%, 2.67%, and 2.47% of the variance, respectively. In general,
all five factors explained 70.81% of the total variance (Table 1). The scree plot in Figure 2
illustrates the five factors.

As presented in Appendix A (Table Al), the five factors of the scale were named
as follows: factor 1 = competency in identification, assessment, and notification of an-
ticipatory grief and enhancement of client’s self-expression and management (19 items);
factor 2 = competency in nursing interventions for anticipatory grief (13 items);
factor 3 = competency in counseling for anticipatory grief (nine items);
factor 4 = personal experience, self-awareness, traits, and counseling perspective and com-
petency in addressing anticipatory grief (seven items); and factor 5 = competency in
respecting, accepting, and listening to anticipatory grief and inter-professional collabora-
tion for anticipatory grief (five items). Most of the items loaded on factors 3 and 4 between
the pattern matrix and structure matrix, except two items (AGCC2-19 and AGCC2-33),
were identical. The item of AGCC2-19 was loaded on factor 1 of the pattern matrix and
factor 5 of the structure matrix, whereas the item of AGCC2-33 was loaded on factor 1 of
the pattern matrix and factor 2 of the structure matrix.
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Table 1. Total variance explained by the five factors of the Anticipatory Grief Counseling Competency
Scale (n = 251).

Initial Eigenvalues Extraction Sums of Squared Loadings
Factor i i
Total Variance (%) Cu¥nu1at1:)/e Total Variance (%) Cufnulatlze
Variance (%) Variance (%)

Factor 1: Competency in

identification, assessment, and

notification of anticipatory grief 27.66 52.18 52.18 27.66 52.18 52.18
and enhancement of client’s
self-expression and management
Factor 2: Competency in nursing
interventions of anticipatory grief
Factor 3: Competency in
counseling of anticipatory grief
Factor 4: Personal experience,
self-awareness, traits, and
counseling perspective and 1.42 2.67 68.34 1.42 2.67 68.34
competency in addressing
anticipatory grief

Factor 5: Competency in
respecting, accepting, listening to,
and interprofessional
collaboration for anticipatory grief

4.29 8.08 60.27 429 8.08 60.27

2.86 5.40 65.67 2.86 5.40 65.67

1.31 247 70.81 1.31 247 70.81

Scree Plot

30

251

207

Eigenvalue
o
1

| M

. 00 aan

1 1 1 1111111111111 111 §° 101017171771
T3 5 7 9 1M13151719 21 232527 2931 3335 37 394 43 45 47 4951 53

Component Number
Figure 2. Scree plot.

3.4. Construct Validity—Contrasted Groups Method

Our ANOVA results revealed that the mean AGCCS scores were significantly different
between the participants who had (n = 138) and those who had not (n = 113) cared for
family, relatives, or friends with anticipatory grief (176.47 £ 31.54 vs. 166.19 %+ 20.09,
F(l; 249) = 7.07, p= 0008)

3.5. Internal Consistency Reliability

In the pilot study (n = 29) and the formal study, the AGCCS had a Cronbach « of
0.975. and 0.981, respectively—demonstrating its internal consistency. The items with
corrected item-total correlations <0.30 (1-8, “I believe that there is more than one correct
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way to deal with anticipatory grief”) and factor loading <0.40 (1-9, “I have a sense of
humor”) were excluded during the exploratory factor analysis. As presented in Table 2,
the internal consistency of the five factors ranged between 0.869 and 0.974. As shown in
Table 2, two-tailed Pearson’s correlation revealed moderate to substantially high positive
correlations between the factors (r = 0.406-0.880, p < 0.01). The correlation coefficients
of factor 1 and factor 2 were the highest (r = 0.880, p < 0.01), followed by the correlation
coefficients of factor 1 and factor 3 (r = 0.820, p < 0.01).

Table 2. Pearson correlation coefficients between the five factors of the Anticipatory Grief Counseling
Competency Scale (n = 251).

Factor F1 F2 F3 F4 F5

Factor 1: Competency in identification,
assessment, and notification of
anticipatory grief and enhancement of
client’s self-expression and management
Factor 2: Competency in nursing
interventions of anticipatory grief
Factor 3: Competency in counseling of
anticipatory grief
Factor 4: Personal experience,
self-awareness, traits, and counseling
perspective and competency in
addressing anticipatory grief
Factor 5: Competency in respecting,
accepting, listening to, and
interprofessional collaboration for
anticipatory grief

Note. ** p < 0.01 level (2-tailed).

1.000

0.880 ** 1.000

0.820 ** 0.747 ** 1.000

0.406 ** 0.445 **  (0.528 ** 1.000

0.519 ** 0.623 ** 0463 *  0.518*  1.000

3.6. Descriptive Statistics of the AGCCS

Table 3 presents the grand means and means of the scores for the five factors of
the AGCCS, as well as their corresponding standard deviations. The grand means and
standard deviations for factors 1, 2, 3, 4, and 5 were 57.10 & 13.21, 41.05 & 8.79, 28.90 + 6.19,
26.84 £+ 4.00, and 17.95 =+ 3.29 points, respectively. The means + standard deviations of
each factor divided by the number of items ranked from high to low were as follows: factor
4: 3.83 £ 0.57, followed by the means =+ standard deviations of factor 5 (3.59 = 0.66), factor
3 (3.21 + 0.69), factor 2 (3.16 + 0.68), and factor 1 (3.01 4 0.70).

Table 3. Grand means, means, and standard deviations of the five factors of the Anticipatory Grief
Counseling Competency Scale (n = 251).

Factor Grand Mean (SD) Item  Mean (SD)
Factor 1: Competency in identification,
assessment, and notlflcatlon. of zimtlapatory 57.10 (13.21) 19 3.01 (0.70)
grief and enhancement of client’s
self-expression and management
Fact01j 2 Competgncy in nursing interventions 41.05 (8.79) 13 3.16 (0.68)
of anticipatory grief
Factor 3: Competency in counseling of 28.90 (6.19) 9 3.21 (0.69)

anticipatory grief

Factor 4: Personal experience, self-awareness,
traits, and counseling perspective and 26.84 (4.00) 7 3.83 (0.57)
competency in addressing anticipatory grief

Factor 5: Competency in respecting, accepting,

listening to, and interprofessional collaboration 17.95 (3.29) 5 3.59 (0.66)
for anticipatory grief

Abbreviation: SD, standard deviation.
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4. Discussion

In this study, we developed and evaluated the content and validity, and internal
consistency of the AGCCS for nurses. As recommended by Polit and Beck [26], the eval-
uation by seven experts revealed that the scale had an I-CVI and S-CVI of 0.99 and 0.93,
respectively—indicating high expert content validity of individual items and the overall
scale, respectively.

Rather than principal axis factoring (PAF) and PCA with promax and direct oblimin,
we used PCA with promax rotation, with an oblique solution for the rotation, because
most item—item correlations were >0.30. [25] The KMO measure was 0.965, and the MSA
of individual items ranged between 0.884 and 0.987 (i.e., >0.60) [25]. The Bartlett test of
sphericity was significant (p < 0.001). These values indicate sampling adequacy and initial
factor extraction. The 25 Factors 1, 2, 3, 4, and 5 explained 52.18%, 8.08%, 5.40%, 2.67%,
and 2.47% of the variance, respectively; moreover, all five factors explained 70.81% of the
total variance. Factor 1 explained 50% more variance than the other four factors. Although
factors 3, 4, and 5 explained <5% of the variance, their eigenvalues were >1. In addition,
the scree plot in Figure 2 presents all five factors [25]. We also reported the pattern and
structure matrices for obliquely rotated solutions and named the five factors according to
their items [25].

The results of the contrasted group’s method demonstrated that the mean AGCCS
scores were significantly higher for the participants who had cared for family, relatives, or
friends with anticipatory grief than those who had not (176.47 vs. 166.19). The contrasted
group’s method was used to confirm the construct validity of the AGCCS, whereby the
validity was examined on the basis of the degree to which the AGCCS demonstrated
different scores for the groups known to have varying AGCCS scores [26]. Nurses who
have cared for family, relatives, or friends with anticipatory grief may learn how to assess,
plan, manage, and evaluate anticipatory grief by reflecting and working on improving their
anticipatory grief counseling competency. Real-word experience presents powerful learning
opportunities by situating nurses in authentic settings relevant to their clinical roles [5].
Competency in anticipatory grief counseling varies considerably depending on whether the
nurses had cared for family, relatives, or friends with anticipatory grief, but not depending
on their age. These results are identical to those of Cicchetti et al. [18] and Hsieh et al. [21].
In recent years, grief-related courses have been added to the curriculum of nursing schools
in Taiwan. In the past, no similar courses or anticipatory grief courses were available,
which resulted in insufficient nurse willingness toward and competency in anticipatory
grief counseling. Presumably, because of their own experiences with anticipatory grief,
nurses became highly aware of anticipatory grief reactions and their consequences. As a
result of their empathy, they became more willing to offer anticipatory grief counseling
for others with identical problems. Because of their anticipatory grief experiences or self-
awareness and traits, they became more likely to focus on anticipatory grief responses in
patients with terminal cancer and their caregivers. Therefore, they became more aware
of anticipatory grief responses and their importance. These outcomes are similar to those
reported in a previous study [27].

In the pilot and formal studies, the Cronbach « of the overall scale was 0.975 and 0.981,
respectively. The internal consistency reliability of the five factors ranged from 0.869 to
0.974, indicating high reliability (>0.80), and the reliability value was slightly higher than
that reported by Cicchettil8 for the GCCS, and no multicollinearity was observed among
the reported issues [24,26]. The high internal consistency reliability of the AGCCS may be
attributable to the inclusion of more items than those included by Cicchetti [18] and because
the scale specifically measures the participants’ anticipatory grief counseling competency
and the homogeneity among the participants in this respect [28]. This is consistent with
the results of the GCCS [17,18], which was developed to measure master-level counselors
involved in rehabilitation counseling. The scale was developed using the core competencies
of palliative care in Canada [7] as well as spiritual care competency [21] and spiritual care
nursing interventions [22] as references.
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In this study, a substantially strong correlation [29] was observed between factors
1 and 2 and between factors 1 and 3. This can be explained by the fact that nurses are better
able to provide anticipatory grief interventions and conduct anticipatory grief counseling
when they can recognize, assess, and validate anticipatory grief and enhance clients’ self-
expression and management skills in nursing care. Regarding the means + standard
deviations of each factor divided by the number of items, factor 4 showed the highest
mean, followed by factors 5, 3, 2, and 1. Nurses usually possessed personal experience,
self-awareness, traits, counseling perspective, and competency of anticipatory grief, as
well as competency in respecting, accepting, and listening to anticipatory grief and inter-
professional collaboration for anticipatory grief if their workload was low. Thus, they rated
factor 4 and 5 items higher than factor 1 to 3 items. The mean of factor 1 was the lowest
because the participants lacked training on the identification, assessment, and notification of
anticipatory grief and enhancement of clients’ self-expression and management at school or
in-service education. This competency can be strengthened through a series of workshops
and bedside teaching methods (e.g., Objective Structured Clinical Examination and trusted
professional activities based on competency) [30,31]. However, a single training session
is insufficient for nurses to gain confidence in their grief counseling skills and conceptual
knowledge [32].

This study has several limitations. First, this study was conducted in a single hospital,
limiting the generalizability of the results. Nevertheless, the AGCCS may be used by other
hospital’s nurses to assess nurses’ anticipatory grief counseling competency in the future
and design in-service education programs. Second, the 53-item AGCCS was developed
and tested in this study. Future studies can shorten it and test the construct validity of the
shortened scale by using confirmatory factor analysis.

5. Conclusions

The five factors assessed for the AGCCS were significantly correlated and accounted
for 70.81% of the total variance. The scale exhibited satisfactory content validity, internal
consistency reliability, and construct validity. The AGCCS can be used to measure nurses’
competency in anticipatory grief counseling for patients with terminal cancer, their care-
givers, or patients with acute trauma, thus improving their quality of care. Therefore, the
AGCCS can aid in the planning and evaluation of in-service education.
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Abstract: Many older adults with cancer prefer to live at home, and home treatment and outpatient
care have been recommended for such patients. To improve their mental health, it is important
to identify the challenges that are faced by home-dwelling older adults with cancer. This study
aimed to examine the impact of the home on older adults with advanced cancer who were receiving
treatment and follow-up care. In a cross-sectional design with criterion-based sampling, eight
qualitative interviews were transcribed and interpreted thematically. We identified three themes
of home-safety management: good home-safety management, uncertain home-safety management,
and home-safety management collapse. Moreover, we revealed eight sub-themes important to the
participants” home-safety experience. Ensuring that older adults feel safe at home will afford them
the opportunity to enjoy living at home, which in turn may alleviate their symptom burden and
enhance their mental health.

Keywords: cancer care; older adults; mental health; feeling safe; home-dwelling

1. Introduction

As the World Health Organization states, mental health “ ... goes beyond the mere
absence of a mental health condition” and includes, e.g., social, cultural, and other interre-
lated factors contributing to mental health [1]. With this broad definition, we assume safety
and reduced risk of harm as aspects of mental health on both system and individual levels.
Thus, with support from a Finnish study, we argue that mental well-being and dwelling in
a safe environment are linked together [2]. Over the past few decades, health authorities
have underscored the role that the home plays in the lives of older adults with advanced
health problems and the need for home care and social services [3—6]. The relationships that
older adults share with their homes and communities have been gaining renewed research
attention as a result of the increase in the number of older adults and the commonness of a
combination of out-patient treatment services and home-based care and treatment. Many
older adults continue to live in their own homes even when they have advanced cancer,
receive advanced treatment, and follow-up palliative care [7-9].

Currently, in many countries, health care service providers assume that home-based
care is more cost effective than institutional care [10], and it is assumed that older adults
wish to continue living in their homes for as long as possible [11]. However, some of these
assumptions have been questioned [11,12].

1.1. The Meaning of a Home to Older Adults

Across the fields of social geography, sociology, and gerontology, the dominating
perspective on homes is that the home should be understood not only as a physical space
within which various events take place but also as an entity that is influenced by both
emotional, mental, and social factors [13,14]. Different conceptualisations of a home have
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been documented in the literature [13]. Research studies on older adults and their homes
have focused on the meaning that older adults ascribe to the physical, emotional, mental,
and social dimensions of a home. The importance of the social and emotional dimensions
of a home have been repeatedly underscored, and safety, which is one aspect of these
dimensions, has been regarded as a central component of attachment between a person
and his or her home [15]. The feeling of safety that a home engenders is emphasised as a
fundamental sense of safety or ontological security that is embedded within the material
surroundings [16].

1.2. The Home and Older Adults with Cancer

Relatively little is known about the assistance that older adults with cancer need [17-19],
their experience of having advanced incurable cancer while living at home [20], and
the effects of treatment on their mental and social functioning [21,22]. Similarly, little
is known about the meanings that home-dwelling older adults with advanced cancer
assign to a home whilst living alone. It can be very difficult to live alone under such
circumstances [9,17,19,23]. Older adults are likely to be dependent on others (who often
do not belong to the household) for all of their activities. Living alone can exacerbate their
sense of uncertainty about the future [23,24]. Older adults with cancer who live in rural
areas are a particularly vulnerable group [19,25-27]. Long distances to hospitals can limit
their access to requisite help [28,29]. Furthermore, they have to travel afar to gain access
to treatment services and health institutions. Norwegian studies, which were conducted
among home-dwelling older adults with cancer in rural areas, found that older adults
consider waiting for transportation and uncomfortable post-treatment transportation to
their homes to be sources of great distress [19,25].

Palliative care research has focused on the therapeutic role that close physical sur-
roundings in in-patient settings play during this final phase of life [30,31]. Palliative care
research studies have shown that older adults prefer to die in their own homes [30,32,33].
However, this contention has been challenged because the pertinent studies have not ad-
equately accounted for the alternatives that are available to them. There have only been
a few attempts to examine safety initiatives within the home care sector [34,35]. Within
a patient’s home, his or her safety is inextricably linked to that of his or her carer [34].
Trusting staff, being comfortable and well informed, and engaging in daily life activities
contribute to well-being and a sense of security among those who receive palliative home
care [35,36]. However, there is a lack of research findings on the dimensions of a home that
contribute to a sense of safety.

Therefore, this study aimed to identify the dimensions of a home that older adults
consider to be important and examine the role that advanced cancer plays in the meanings
that older adults with this disease assign to their homes and their feelings of safety and
mental well-being when living at home. The resultant findings can be used to develop
strategies that promote the safety of home-dwelling older adults with serious health
problems and accommodate their extensive needs for assistance. We have outlined the
following questions for this study: what role does the home play for the older adults living
at home with an advanced cancer disease, what role does the disease play in the meaning
of the home, and which dimensions of the home are highlighted as significant?

2. Methodology

Qualitative research methods facilitate the identification of the nuances of the rela-
tionships that individuals share with spaces [37,38]. Therefore, a qualitative cross-sectional
research design was adopted in this study with criterion sampling, and we found thematic
analysis suitable for data navigation [39].

2.1. Recruitment Strategy and Sample

In this study, participants were recruited in collaboration with nurses in the home
care service representing four municipalities. Older adults who met the inclusion crite-
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ria received documents that (a) requested their participation in the study, (b) provided
information about the study, and (c) required them to provide informed consent. Their
responses to the request were relayed to the researcher. Men and women who were older
than 60 years and had advanced incurable cancer were eligible for inclusion. The exclusion
criteria were as follows: individuals with a cognitive impairment or a condition (e.g.,
terminally ill patients) that interferes with their ability to participate in an interview. A
total of eight older adults from the four municipalities agreed to participate in this study.
This study comprises of municipalities with 10,000-25,000 inhabitants, defined by us as
rural or sub-urban.

The ages of the participants ranged from 60 to 86 years (Table 1). Five of them were
men, and three of them were women. Three of them lived alone, and the others lived
with a partner or spouse. They all lived in their own private homes. The participants had
the following different types of cancer: breast, colorectal, prostate, bladder, oesophageal,
and oesophageal and tracheal cancer. One participant had more than one type of cancer.
All participants demonstrated poor functioning and had major health problems, which
were caused by cancer, but the consequences of cancer and health problems varied across
participants. We had no access to the participants’ medical or nursing record. With these
limitations, we have no objective assessment as Karnofsky or ECOG performance status.
Thus, we have described their health conditions in the same way that they told us and
based on our assessment. Both authors have practiced as nurses for several decades. All
the participants received public or private assistance.

Table 1. Description of participants by gender, age, living arrangements, disease and health issues,
public health services, and help from family/partner.

Gender, Disease/Function/ Assistance Help from
Age, Living Arrangements Health Issues Partner/Family

Lung cancer with metastasis to colon.

Leakage from colon following surgery.

Breathing problems and poor mobility
A. Male, ! .

due to hip problems. . . Son helps with
74 years old, . . Private home services. .

. . . Was able to go out to his own car until a shopping.

lives with wife.

few months ago. Can barely walk up and

down stairs. Previous heart attack and

thrombosis. Uses several medicines.

Prostate cancer with metastasis to bones.

Chemotherapy, no curative intention. .

. . Receives treatment from
Out-patient treatment. Very weak during . . .
. various hospitals: national
B. Male, weekly chemotherapy. Severe pain and .
. . . cancer hospital, central Some help

78 years old, uses morphine-based pain relief plasters.

lives alone.

Weak and tired, sleeps poorly, and anxiety
issues. Confusion, but he attributes this to
sleep medication. COPD. Has venous
access port (VAP), and urinary catheter.

hospital, and local hospital.

Some private home
health services.

from neighbours.

C. Male, 82 years old, lives
with wife.

Bone marrow cancer, back fracture,
operated to stabilise joints. In a lot of
pain, reduced vision, and swollen legs.
Chemotherapy and morphine-based
plasters. Eating problems. Needs help to
get out of bed and help to move around.

Home care nurse assists
with medication
administration.

Wife helps moving
around indoors.

D. Female, 60 years old,
lives with husband.

Breast cancer with pelvic and head
metastasis. Somewhat disoriented due to
the metastasis to the head. Coordination
problems. Weight loss during treatment.
Previous hip fracture still bothering her.
Unable to go out on her own.

Home care nurse.

Days in a palliative unit.
Followed up by
primary physician.

Husband helps with all
practical tasks at home.
He also helps his wife
moving indoors

and outdoors.
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Table 1. Cont.

Gender, Disease/Function/ Assistance Help from

Age, Living Arrangements Health Issues Partner/Family
Oesophageal and tracheal cancer, heavy
breathing, heart problems, diabetes, and ~ Help from home care nurse =~ Husband deals with

E. Female, 71 years old,
lives with partner.

several wounds. Enteral nutrition only.
Difficulties walking stairs. Unable to go

several times a week.
Follow-up by

enteral nutrition and
administration of

out on her own. Difficulties sleeping, primary physician. medication.
prescribed sleeping pills.
Breast cancer and colorectal cancer with
colostomy. Special diet, significant
F. Female, 68 years old, weight loss. Tired and weak, becomes Husband helps with all

lives with her husband.

dizzy, and balance issues. Difficulties
sleeping. Still receiving chemotherapy as
tablets. Changes bandages every day.
Can go out on her own.

Colostomy nurse weekly. practical tasks at home.

G. Male, 80 years old,
lives alone,

son has apartment in
same house.

Cancer of the bladder, urostomy, diabetes,
and all toes on one leg amputated. Has
received radiation treatment. In a lot of
pain. Physical therapy. Goes out on

his own.

Home care nurse daily.
Needs help with caring for
fistula, administration of
medication, and showering.

H. Male,

86 years,

lives alone old, partner
stops by occasionally.

Prostate cancer, in wheel-chair. Has stair
lift and many aids installed in home.
Impaired mobility, but the kitchen is well
modified and he has a telephone on a
table right next to where the wheelchair
is placed.

No help from family, but
partner stops

by occasionally.
Considered moving.

Home care nurse daily.
Needs help with showering
and shopping

2.2. Interviews

A semi-structured interview guide that covered specific topics, which were identified
from the literature, was developed. The interviews were conducted in the participants’
homes. The participants reported that they felt relaxed during the interview, and they
were given the opportunity to show us their homes. In the first interview, both authors
served as active interviewers. The intention was to harmonise the way the interviews
were conducted, and the data were collected. Regarding the other interviews, the first
and last author conducted four and three interviews, respectively. The interviews were
conducted with the assistance of the interview guide. The following are a few sample
questions: can you describe what it is like to live at home when you have cancer? What
does being able to live at home mean to you? What kind of help do you receive, and what
are your experiences of receiving such help? Follow-up questions were used to facilitate
further reflection upon and exploration of participants’ experiences. Such questions were:
how do you deal with daily activities at home? Do you find any tasks challenging? Please
tell about making meals. Follow-up questions on shopping and cooking were conducted.
What does this house mean to you? Please describe what is preferable, if so, of staying at
home despite your serious illness. Are you able to walk outdoors? Do you need help from
others to make the bed and clean the house? Who are your helpers? Are you receiving
support or help from the home care nursing service?

Each interview lasted for 70 to 120 min. The spouses or partners of the participants
participated in four interviews. They participated because the older adults wanted them to.

All the interviews were recorded and transcribed. The names and locations of the
participants were deidentified during transcription. In this article, we present parts of the
interviews, where ‘I’ refers to the interviewer and A-H are letters representing the patients’
voice. We have connected the letters A-H to the quotations, a system that corresponds to
the tables.

82



Healthcare 2022, 10, 2384

2.3. Analysis

Thematic analysis was used [39] whereby the data were analysed from quotations
through sub-themes and themes ending with an overarching theme. Firstly, we became
familiar with the data, a process which had already started while interviewing the par-
ticipants. We separately read the transcripts and the noted text parts (coding units) and
then in face-to-face meetings, we discussed our understanding of what we interpreted
as the essential meaning. The authors always had the research questions in mind (the
home’s role for the patient, and the disease’s impact on the meaning of the home). No
software was used for the thematic analysis, as the authors wanted to read the text several
times and wanted closeness to the data. From the text parts (coding unites), we identified
central quotations and from these, we suggested and discussed sub-themes, themes, and
the overarching theme. In the dialogue, we viewed the overarching theme, the themes and
the sub-themes the other way—by turning back to the quotations. In Table 2, we present
descriptions of ‘good home-safety management’; ‘uncertain home-safety management” and
‘home-safety management collapse’. Each of the sub-themes have connected quotations in
the text and we have used headings corresponding to the sub-themes and themes in the
Results session.

Table 2. The overarching theme ‘home-safe management’ with themes and sub-themes.

Home-Safety Management

Good Home-Safety Management

Uncertain Home-Safety Home-Safety Management Collapse

Management
Valuable characteristics of the
homes—predictability and house quality . .
Caregiver availability and close Independent but unprotected Spending part of the days alone in the home

relationship

High symptom burden

Feeling insecure about living at home
& & Unable to move around

Activities, memories, and independent

life in the home

However, we have exceeded the analysis to show our interpretation of each of the
participants’ positions on home-safety management. In Table 3, we provide a schematic
overview of our analysis presented in four phases. In phase 1, we systematically examined
and reviewed the transcripts and coded the data by critically analysing the text. We found
descriptions of the home as a point of departure, where the dimension of the home included
the environment, the house and the role that cancer played in the participants’ lives as well
as the life situation with the availability of a partner, family or neighbours.

In phase 2, we shed light on what impacts each participant experienced, and a person-
centred perspective from the participants (A-H) and contextual analysis [38] was conducted
to examine the significance of various dimensions of the home in relation to each partic-
ipant’s overall life situation. In this analytic phase, we directed our attention towards
the sub-themes (referred in Table 3) that had emerged from the interview data of each
participant. The aspects of the participants’ life situations were embedded within the
interview data, and we therefore classified this phase with dimensions of the participants
life situation. Phase 3 focuses on the analytical approach, which allowed us to understand
the meanings that the older adults with advanced cancer ascribed to a home. The disease
is present for the participants, and we have labelled this phase ‘the disease’s role in the
meaning of the home’. In phase 4, the themes of home-safety management were described,
and the characteristics of the participants’ home-safety management were identified. The
matrix presented in Table 3 summarises the phases of this analytical process.

7

2.4. Ethics

The Regional Committees for Medical and Health Research Ethics (no.1524) and the
chief health officer in each municipality approved this study. The data were stored in a
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secure location during the study and will be moved to the Norwegian Sikt (https:/ /sikt.no/)

(accessed on 24 October 2022).

Table 3. Schematic overview of analysis phases and the characteristics of the participants and their

connected home-safety management.

Phase 1

Phase 2

Phase 3

Phase 4

Home dimension

Dimensions of the
participant’s life situation

The disease’s role in the
meaning of the home

Characteristics of
home-safety

management
— . The disease affects daily life . Good home-safety
Possibilities for going , Enjoys the home. management.
- to a great extent. Partner’s .
Participant: ~ outdoors on the terrace contribution is extensive The disease underscores Home-safety
A and the balcony. , PR the meaning of the home. management partly
. The partner’s contribution is . .
C spaciousness, . L At the same time, the home  coped with by the
. both explicit and implicit. . . .
E takes pride in the home. . . places the disease in participant or taken
. . Emphasises meaningful and .
Lives with partner. - the background. over by caregivers
valued qualities of the home. .
or relatives.
Activities The disease affects daily life ~ Enjoys the home.
. to a great extent. Makes great  The disease underscores Good home-safe
memories & 5 ty
Participant: interior ta,kes ride in personal efforts to remainin  the meaning of the home. management.
B the hon’ie p the home. At the same time, the home  Independent safety
Lives alor.1e Emphasises own efforts in places the disease in management.
’ forming the home. the background.
. The disease necessitates
Tzl;;ser}\)rtlii:clethe home, extra efforts to remain in the ~ Enjoys the home.
Participant: gmotio;lal a ttac,hment " home, but everyday life is, in ~ Considers moving but
F pant: the home the main, the same as before. is uncertain. Uncertain home-
H wants in d,e endence Emphasises meaningful and  The disease creates safety management.
One lives all:)one one .with valuable qualities of the uncertainty regarding the
a partner ’ home and own efforts in home in the future.
P ' forming the home.
The disease affects daily life
to a great extent. The Does not wish to be alone
Participant: Emphasises no aspect of  participant is passive and in the home. Expresses no
D PAE " the home. immobile, cannot go out enjoyment of the home. Home-safety
G Lives with without help, difficulties The disease makes the management collapse.
partner/family. moving around, has participants unable to

periodically not received
needed help.

enjoy the home.

Data services and storage (giving data access in the Norwegian language) will be
conducted after the completion of the study. The participants provided informed consent,
and they were informed about their right to withdraw from the study at any time.

3. Results
3.1. Good Home-Safety Management

This theme comprises of the informants” descriptions on their wish to stay at home
and their feeling of being safe at home. Several participants wanted to continue living in
their own homes, despite their extensive health issues and uncertainty about the progress
of their disease. They wished to maintain the home as it was and reported that they thrived
when they were at home and experienced well-being there.

3.2. Valuable Characteristics of the Homes—Predictability and House Quality

The health issues of some participants made them particularly aware of the value of
their home. Two male participants expressed their gratitude for being able to continue
living in their homes. The disease had forced them to give up engaging in a variety of
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activities. They reported that their homes afforded them the opportunity to spend time
outdoors. One of them emphasised the satisfaction, mental well-being, and pride that
he derived from living in a single-family dwelling and being able to walk in the garden
that surrounded his house. He reported that this was something that he did not take for
granted, given his high age and his advanced disease.

C: Well, yes, that’s how it is. We're lucky to be alive; we're the oldest people around here, more
or less. Oh, we are just so grateful for this!

I: Yes.

C: We're really doing fine. We can walk outdoors, you know.

One of the other participants in this theme had advanced metastatic cancer and
needed assistance with most daily tasks, including mobility. The disease prevented him
from travelling or going for walks. The activities that he engaged in in his home were a
positive compensation for the activities that he had to give up.

A: We have not gone any further than the terrace and the deck. But it's amazing how great
that can be too.

I: Yes.

A: We've said a few times, this summer, that this hotel here is certainly a pretty good place
to live.

3.3. Caregiver Availability and Close Relationship

Both these men lived with a partner who played a central role in their current lives.
The partners actively participated in the interviews. The men emphasised that their female
partners had taken on substantial and necessary responsibilities for their care. Both stated
that they would not have been able to live at home without their partners. They both said
that they felt safe and wanted to continue living in their current home.

One of the female participants (E) expressed a strong desire to continue living in
her home. Her partner also participated in the interview. She lived in an old apartment
building that was located at the centre of a mid-size municipality. Her living conditions
were significantly poorer than those of the other participants. It was difficult to access
the apartment because it had a steep staircase. She had to exit the apartment to use the
bathroom and toilet. Nevertheless, she strongly emphasised that she wished to continue
living in her home. The municipality had offered her a new and better-adapted house in
an assisted living facility. She and her partner had declined this offer. Her partner was
better informed about the disease and treatment than she was. Indeed, he reported that
he was responsible for contacting the health services and he was involved in performing
other household tasks. However, his contributions were different from those of the other
partners. Specifically, neither he nor the woman explicitly emphasised that his contribution
played a decisive role in her ability to continue living in her home. The participant repeated
several times during the interview that she was independent.

E: “I want to stay here. He wants to stay here. This is our home!”

3.4. Activities, Memories, and Independent Life in the Home

A third male participant in this theme of good home-safety management had advanced
prostate cancer. He lived alone in a single-family dwelling with a garden in a rural area.
He had always lived alone. He faced many challenges as a result of his cancer. He reported
a series of problems, such as the following, for which it had been difficult to receive help:
pain, problems with mobility, incontinence, and uncertainties about changes in and the
progress of the disease. Nevertheless, he emphasised that he thrived, felt safe at home, and
was able to make his own decisions. Furthermore, he was surrounded by familiar objects
and lived in an environment that he had a part in creating. He also spoke about his interest
in interior design.

I: You have said a bit about wanting to live at home. What does that mean to you?

B: Quite a lot.

I: Could you say a bit more about this? In which way?

85



Healthcare 2022, 10, 2384

B: I feel good here.

I: What is it that makes you feel good here?

B: My surroundings—they're just what I want.

I: How'’s that?

B: Furniture, curtains. I sew it all myself. I sew curtains for people too.

He wished to continue living in his home. His stories about his exhausting treatment
journeys made it apparent that he had taken great efforts to continue living in his home.

B: What was exhausting was the bus drive with the Health Express from X (located far away
from the specialist hospital) and down to XX (specialist hospital) and back. It took six hours.

I: Yes.

B: It was exhausting, but I had to get home to my own bed and my cat.

3.5. Uncertain Home-Safety Management

In this theme, we revealed a lot of uncertainty. This was expressed in terms of concerns
about the home being the right dwelling place and the feeling of being insecure at home
and uncertainty about the future because of the disease’s progression. In some individuals,
the disease created a sense of uncertainty about whether they ought to move. This was
the case for participants who lived alone in single-family dwellings. They did not know
what sort of assistance they would need in the future and how the disease would progress;
therefore, they considered moving. However, both participants expressed that they felt
safe at home at the time of the interview. Thus, they had considered moving because the
disease had created uncertainty about the future, not because they were dissatisfied with
their home or regarded it as being unsafe. They no longer took their homes for granted.

3.6. Independent but Unprotected

One participant considered a range of alternative places to which he could move,
but he had not decided about what he wanted to do. His current home was important to
him. This made it difficult for him to move. He also emphasised the following factors: his
independence, the substantial effort that he had invested in maintaining his home, the fact
that it had a terrace, and his emotional attachment to his home.

H: There was an advertisement where they wanted new tenants. I thought, “This would be
good for me’. I went up to look at it. It's nice. It is one of those terraced house things. There was
assistance twenty-four hours a day. I could get food served.

I: Yes.

H: But then, I sit here at night. I have, after all, spent some time on building this conservatory.

I: It’s really nice.

H: I just really love this place here.

3.7. Feeling Insecure about Living Alone

When participant H spoke about his feelings of uncertainty and mentioned that he
had been looking for a new home, he added:

H: I was a bit scared then. You know, it is a bit difficult for me to get out of this place. I just
had no intention of selling; I thought I would rent. But, if I leave here. I couldn’t do it.

The female participant (F) described that she was dependent on her husband, and
without him she could not cope with her situation at home. Two cancer diagnoses, dizziness
and balance problems resulted in her story about feeling insecure in a scenario living alone.

F: My husband helps with all the practical tasks at home.

3.8. Home-Safety Management Collapse

The informants defined to be in the ‘home-safety management collapse’ theme ex-
pressed challenges regarding their life situation and disease progression. They wanted to
move because they felt unsafe at home.

86



Healthcare 2022, 10, 2384

3.9. Spending Parts of the Day Alone in the Home

Only two of the eight participants reported that they felt unsafe at home. Both spent
considerable parts of their day alone. In both the participants, cancer had resulted in
difficulties with mobility and pain. One participant was a woman who was living in a
terraced house with her partner. Her partner worked full time and was away during the
day. The other participant was a man who lived alone in an apartment on the first floor of
a single-family dwelling. His adult son and his partner lived on the ground floor.

D: My husband is at work the whole day.

3.10. High Symptom Burden

The female participant had breast cancer with pelvic and brain metastasis. She re-
ported a long-term disease trajectory, many hospital stays, and long periods where she
had endured great difficulties in receiving the necessary help from health care services,
especially when the symptoms of the metastasis of breast cancer had emerged. At the
time of the interview, her disease status was stable. She had experienced several fractures
and undergone several operations (including surgery to stabilise the joints) as a result of
her cancer. She had fallen and was injured several times. She reported pain and several
symptoms, which can reasonably be attributed to metastasis to the brain. She reported that
she felt very unsafe when she was alone at home.

D: ... back home, here, afterwards, you know, and being alone, when my husband went to
work. At the hospital, they would rather get rid of me. They were looking for a place where I could
go to stay, and yeah, get some training or something.

After a long process, she was informed that she could stay in a palliative care unit for
a few days. She found this solution to be satisfactory.

The other participant, categorized here, was in great pain. He had comorbidities
(cancer and diabetes) and complications due to his diseases:

G: All my toes on one of my feet are amputated.

3.11. Unable to Move Around

The latter mentioned male participant who reported feeling unsafe at home expressed
a strong desire to move and permanently live in a nursing home. He lived in the same
house in which his son was living. His son was away during the day. The participant spent
most of his day passively sitting in a chair. He explained that he wished to move because
he felt unsafe when he was alone at home and faced challenges when he performed daily
tasks. He referred to a respite stay that he had got access to in a nursing home. There he
had felt safe and had received the help that he needed.

G: I am not able to move around. I am stuck here in this chair.

4. Discussion

In this study, we examined how older adults with advanced cancer experience their
homes, identified the dimensions of their homes that they consider to be important for
their home-safety, and investigated the role that cancer plays in the meanings that they
assign to their homes. The overarching theme of home-safety management is outlined with
three themes.

Theories on late modern societies regard the home as a place that offers shelter and
safety. The role that homes play in fostering a sense of security and mental well-being is
particularly important because of constant changes in and the occasional unpredictability of
societal conditions [16]. Advanced cancer causes unpredictable changes to an individual’s
abilities, mental health, and experience of their life situation. Accordingly, the need to
identify the factors that determine whether older adults feel safe in their own homes has
been previously underscored [40]. From this study, we have learned that older adults enjoy
living in their homes, and their homes had positive dimensions that enhanced their daily
lives. The significant dimensions of the home that were emphasised by the participants were
pleasure from the features of their homes, having opportunities to engage in activities, being
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independent, taking pride in their homes, being grateful for the opportunity to be outdoors,
and having access to a garden. Thus, homes can alleviate the negative consequences of
cancer and optimize well-being. In such contexts, it is important to conceptualise the
relationship between the disease, the mental health status, and the home as a dynamic
whole. Specifically, home-safety can relegate cancer to one’s mental status, and cancer in
turn can make older adults particularly aware of the various valued aspects of their homes.
In this regard, the home may serve as a stimulus and represent something positive.

From an older adult’s perspective, feelings of safety are an intermediary dimension
and condition. For a positive synergy to exist between an older adult and his or her
home, he or she must feel safe. The possibility of leading the life that one wishes to live
can help older adults feel safe in their own homes [41]. According to Giddens (1991),
a sense of safety is related to unconscious psychological aspects. By the overarching
theme of home-safety management with its themes and sub-themes, we articulate the role
that serious illnesses such as advanced cancer play in one’s sense of safety. A sense of
safety, which may otherwise be an unconscious and taken-for-granted feeling state, can
emerge as an issue that older adults consciously reflect upon and address. Partners play
an essential role in this preparatory process. Sharing their homes with their families or
partner helped the participants maintain their home, enjoy it, and feel safe in their homes.
In this regard, the partners of those with several health issues and those who required
substantial assistance made substantial contributions. Their home-safety was maintained
because of the contributions of their partners. Concordantly, Aspell et al. (2019) [3] found
that the intensity of home support was a predictor of admission to long-term care among
home-dwelling older adults. Another study found that older adults in nursing homes feel
safer than their home-dwelling counterparts do; this finding is attributable to the easier
access to health care personnel [40]. In our study, some participants who lived alone wanted
to continue living in their homes, despite facing many difficulties and having health issues.
Despite having an advanced disease and a great need for assistance, some older adults felt
safe living alone in their own homes.

Decades of research have shown that caring for seriously ill home-dwelling older
adults is a great burden to their families [42]. In our study, the partners of some participants
had assumed responsibility for home-safety management. Home-safety management can
be experienced in different ways and to different extents and can foster a sense of perceived
control in older adults. Other studies have shown that maintaining some level of control
over one’s life when moving into a nursing home influences one’s sense of safety [43].
Some older adults recognised and placed substantial emphasis on their dependence on
their partner. However, some older adults did not recognise their need for help and
dependence, and their partner’s contributions were not explicitly acknowledged. Although
the partners were responsible for home-safety management, the participants had not
explicitly handed over the responsibility to their partners. This may have affected how
both parties experienced this situation and contributed to their burden. In accordance with
Wahl and Lang’s (2006) description of attachment between a person and his or her home,
the present findings delineate specific social and emotional dimensions.

Unsurprisingly, some felt uncertain about continuing to live at home. They did not
know how their disease could progress and how their life situations might change in
the future. When older adults live alone and become dependent on others, uncertainty
regarding their home-safety management levels may arise. However, they may not know
when and how dependence will happen and what kind of help they will be offered. Thus,
he or she is in a moratorium. To a certain degree, they may be aware of their life situation
and may think of possible solutions. Several studies have highlighted the particular
challenges that are faced by home-dwelling older adults in rural areas who have to travel
long distances to receive health care and social services [19,28].

Feeling safe is a precondition for a sense of meaning, mental well-being, and enjoyment
of one’s home. By conceptualising the home as a space that fosters meaning, safety,
and routinised practice, we acknowledge that perceptions of homes are influenced by
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innumerable experiences that can change in the future [30,44]. Thus, a home has different
meanings to different older cancer patients, and these meanings can change with time.
A sense of safety and the possibility of maintaining a routinised practice may diminish,
depending on personal and household resources and resources in the surroundings. From
a recently published article, the authors emphasize discharge planning for end-stage
cancer patients [45]. We assume that the same promoting and barrier factors as ethical
considerations, and self-efficacy and experience among nurses are also relevant for other
countries such as Japan, where discharge planning was studied. A study from Scandinavia
shows that good collaboration across health systems [7] has positive effects on the perceived
safety of home-dwelling older adults. In our study, some participants felt unsafe even
though they shared their homes with their partner or family. This was attributable to prior
experiences of difficulties in getting the necessary help, difficulties coping on a daily basis,
mobility issues, a fear of falling, and a general sense of uncertainty. The extent of help those
older adults require plays a significant role in their sense of safety; severe health issues
can reduce their sense of control and, consequently, perceived safety [40]. Thus, receiving
proper treatment and care does not guarantee a sense of safety [46].

By examining whether older adults perceive their homes to be spaces within which
they feel safe or insecure and unsafe, health care and social services can ascertain the
perceived home-safety management levels of older adults. When home-safety management
is emphasised, health personnel and social workers should further assess the options
that are available to older adults, particularly those with uncertain and collapsed home-
safety managements.

The strength of this study is the data collected from a group of home-dwelling older
adults with advanced cancer living in different areas in the country (rural and sub-urban
municipalities). We did not aim to arrive at generalisable findings. Nevertheless, we
acknowledge that using a larger sample may have yielded different results. The sample was
sufficiently heterogeneous to facilitate the identification of the significant characteristics of
home-safety management. Both male and female older adults with different marital status
participated in this study. The participants had extensive and complex health problems.
However, we are aware of the difficulties in defining patients to various stages of advanced
cancer, as the palliative phase might also include the terminal phase [47]. Based on ethical
considerations, we wanted to exclude those most vulnerable cancer patients, defined by
us to be in the terminal phase. Through the thematic analysis, the authors engaged in
a valuable dialogue, seeking interpretations to understand the data. A limitation in this
study is the sample, where patient groups, such as those from ethnic minorities, were not
included. The participants were not asked to provide feedback on the results. However,
transparent description of the reflexive analytical process should enhance the study’s
trustworthiness [48]. No software was used for the thematic analysis, and NVivo or other
software could have organised the data in a different way than what we did manually.

This study might serve in revealing the generation of hypotheses for further studies.
We suggest that studies with large samples should be conducted and studies including
urban-dwelling participants.

5. Conclusions

Home-safety management assessment could be an approach to obtain an overview of
how home-dwelling older adults with advanced cancer describe their homes, life situation
and how the disease impacts their meaning of their home. It is important to adopt a holistic
approach to care and pay attention to individual differences in the feelings of being unsafe,
which can arise from various situations. We have elaborated on a description of home-
safety management and outlined three themes: good home-safety management, uncertain
home-safety management, and home-safety management collapse. Modifying the home
environment to foster a sense of home-safety may give older adults with advanced cancer
the opportunity to experience mental well-being and enjoy living in their homes. This may
alleviate the burden of living with cancer.
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Abstract: In Australia, breast cancer is one of the most common cancers affecting women. Between
1987-1991 and 2012-2016, the five-year survival rate improved from 75% to 91%. The increased
chance of survival due to early detection and treatment interventions has resulted in more women
living with the diagnosis. This qualitative study was designed to analyse the journey of breast cancer
survivors, their experience of psychological distress and changes in quality of life (QOL) due to the
increased prevalence amongst Australian women. In-depth interviews were conducted; they lasted
over 45 min and comprised 15 participants. The main topics discussed were knowledge of breast
cancer prior to diagnosis, psychological distress, QOL and experience of use of healthcare services.
The results showed that the process of diagnosis, undergoing treatment and isolation post-treatment
resulted in high amounts of psychological distress. A reduction in QOL was also experienced due to
treatment and medication side effects, fatigue, cognitive changes, and body-image perception. These
findings can assist researchers in providing evidence-based frameworks for policy changes and for
further investigation into effective healthcare interventions.

Keywords: breast cancer; psychological distress; quality of life; women’s health; qualitative study

1. Introduction

Breast cancer is one of the most common causes of cancer-related deaths in women
globally. It occurs when abnormal cells in the breast grow uncontrollably. It is more common
among women; however, a small proportion of men also are affected by breast cancer [1].
After diagnosis, some common treatments that Breast Cancer Survivors (BCS) receive are
a lumpectomy, mastectomy, chemotherapy or hormone therapy [2]. Due to the raised
awareness and focus on early detection programs, survival is becoming increasingly likely
for breast cancer patients [3]. Within Australia, breast cancer in 2016 was the most common
cancer affecting women, with 330 new cases per 100,000 people [4]. Between 1987-1991 and
2012-2016, the five-year survival rate improved from 75% to 91%, increasing the number
of survivors in the community [4]. This is due to increased awareness campaigns and
breast screening availability provided by companies, including BreastScreen Australia [5].
BreastScreen Australia is the state and territory initiative of the Australian government to
increase early detection and thus decrease illness and death. It allows women over 40 to
have a free mammogram every two years [6].

For BCS, common issues range from treatment side effects [5], financial hardships [7]
and comorbidities [8] to social isolation [9]. Many studies have assessed the health related
QOL of BCS [5,10-12]; however, there is limited research that focuses on Australian women
who have survived cancer and continue to experience its detrimental effects. QOL and
psychological distress are essential patient-centred outcomes, assisting with assessing
cancer care delivery. BCS is a medical and social label for all who live with cancer diagnosis
until death, irrespective of the cause [13]. These BCS undergo considerable stress and
trauma throughout diagnosis, treatment and post-treatment, which continues even after
survival, subsequently impacting their QOL. The main factors identified in the literature as
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the significant causes of stress and trauma include psychological distress, financial stress
and social isolation.

Studies have indicated that BCS experience mental health issues as soon as they are
diagnosed with cancer, during treatment and survivorship. Two main concerns within
psychological distress have been identified for BCS: mental health issues and distress
surrounding cognitive function. One-fourth of breast cancer patients will develop anxiety
and depression at some point in the breast cancer journey [14]. Those aged younger than
50 years are especially likely to report psychological distress [15,16] compared to the older
cohort aged > 50 years. However, it is also said that 12 months post-diagnosis, most BCS
have returned to pre-diagnosis levels of distress [17]. This discrepancy between studies
highlights the importance of a study to outline mental health issues throughout the journey,
rather than just certain checkpoints.

QOL is an individual’s perception of their position in life, in the context of the culture
and value system they live within along with their goals, expectations, standards and
concerns [18]. It is clear from the review of the literature that various stressors have resulted
in a reduction in QOL for BCS. Previous research on QOL has focused on understanding
the QOL in the early phases of breast cancer and groups of older BCS [10]. Most of these
studies, however, focused on survivors 10 years post-diagnosis. The conclusions drawn
were similar, with the participants reporting low QOL with additional sexuality, pain and
psychological distress issues. This was illustrated in a quantitative study with BCS between
the ages of 40 and 49, which found that the presence of breast-related symptoms at the time
of survey completion had a profound impact on QOL [5].

Within the literature, there is insufficient focus on the qualitative experience of Aus-
tralian BCS from diagnosis to survivorship. Most of the literature available is based on
quantitative studies, with limited research being available on the experiences of BCS. This
research is an attempt to fill this gap. There has also been a focus on mental health and
cognitive disorders such as struggles with depression and increased anxiety; However,
there is a need for a greater understanding of the progression of these issues in Australian
BCS throughout their entire BC journey.

This research aims to understand the journey undergone by BCS diagnosed with breast
cancer from diagnosis to survivorship. Furthermore, it explores the challenges experienced
by the BCS due to physical changes, financial hardship, emotional distress and social
isolation The Australian healthcare system is unique due to the country’s cultural diversity
and different demographics. Understanding the experience of specifically Australian
women with breast cancer is essential, as it will allow healthcare providers to understand
the experiences of BCS in greater depth within the cultural context. This, in turn, may help
facilitate greater sensitivity when treating their patients and assist in developing strategies
and policies for BCS.

This cross-sectional exploratory research is based on a qualitative research method. It
aims to understand the journey undergone by women, diagnosed with breast cancer, from
diagnosis to survivorship. Further, it explores the challenges experienced by the BCS due
to physical change, financial hardship, emotional distress and social isolation.

2. Materials and Methods

Eligible participants were BCS; they were aged 35 years and above, living in Sydney
and had been diagnosed for at least a year. A total of 15 women with breast cancer were
recruited for the study. Participants were excluded if they had been diagnosed less than
one year ago to ensure all participants had completed their treatment. Participants that
were diagnosed greater than 11 years prior were also excluded as they may not clearly
recollect their early experience of diagnosis. Multiple strategies were used to recruit
participants including snowball and convenience sampling, social media and community
organisation advertising. For example, through the assistance of the organisation Pink
Hope, a preventative health charity, we acquired participants using flyers. Advertising on
social media gained the most traction, with participants sharing and passing on information
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to other survivors. Before recruitment commenced, ethics approval was obtained from
the University of Sydney Human Research Ethics Committee (25 August 2021). The
participants were also presented with the “Participant Information Statement” to ensure the
study had informed consent and that participation was entirely voluntary and anonymous.
The data were also saved in OneDrive and password-protected, and only researchers had
access. These in-depth interviews were conducted over 45 min with 15 BCS. The first author
participated in two days of training prior to the interviews commencing.

This specific qualitative method was chosen to ensure that the full experience of BCS
was explored effectively. In particular, QOL was measured subjectively rather than using
established measurement tools. Quantitative measurement of QOL qualifies experience’s
on a scale rather than exploring participants” experiences which was important for this
study. In the in-depth interviews, the interviewer led the BCS through a series of open-
ended questions to establish the experience of breast cancer diagnosis, treatment and living
with the diagnosis (Appendix A). The interviews were conducted over 3 weeks in August
and September 2021 and were recorded via Zoom. These in-depth interviews allow the
participant to determine the direction of the interview and are, therefore, an effective
method for an exploratory study [19].

A thematic analysis was conducted by researchers on the interviews [20]. Firstly,
each interview was transcribed. An excel document was then prepared with each of the
interview questions as titles. The responses from every participant relating to that question
were then compiled for easy comparison. The first author then went through each response
and highlighted common words and phrases used by the participants. These words and
phrases were then grouped together to form the codes for each question. These codes were
used to identify the common themes and to identify similarities between the BCS journeys.

3. Results

The main themes identified within this study were emotional and psychological
distress throughout the journey of BCS, a reduction in QOL seen through social changes
and physical symptoms and access to health services.

3.1. Background Information
3.1.1. Sociodemographic Background

The sociodemographic background of the study participants is presented in Table 1.
The average age of the study participants is 45 years, the youngest being aged 35 years.
Participants had received their diagnosis between 1 and 11 years prior to the study. On
average, 66% of participants were employed with education levels ranging from year
12 graduation to tertiary studies. The majority (80%) of participants were married and had
between 1 and 4 children (See Table 1).

3.1.2. Previous Knowledge of Breast Cancer

Participants were asked to recount the knowledge they had of symptoms, diagnosis
and treatment of breast cancer prior to their diagnosis. Three participants had a family
history of breast cancer and were more likely to be informed about breast cancer. Symptoms
identified by the participants were lumps, swelling, sensitivity and pain in the breast.
Around 66.7% of participants had heard of a mammogram before, and 40% knew of
breast self-examination (BSE). The most common treatment identified was chemotherapy,
with 73.3% reporting prior knowledge (see Table 2). Some of the comments by the study
participant’s symptoms, diagnosis and treatment of breast cancer are presented in Table 2.
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Table 1. Sociodemographic Background.

Variables Subgroups % (n)
35-39 26.6 (4)
40-45 20(3)
Age (average = 45) 46-49 6.6 (1)
50-55 133 (2)
56-60 13.3 (2)
Fulltime 20 (3)
Employment Status Part-time/casual 46 (7)
Unemployed 33.3 (5)
High School 26.6 (4)
Tertiary studies
Diploma 26.6 (4)
Graduate Certificate 6.67 (1)
Level of Education
Undergraduate 13.3 (2)
Postgraduate 26.6 (4)
Christian 66.67 (10)
Religion No Religion 26.6 (4)
Muslim 6.67 (1)
Married 80 (12)
Marital Status Divorced 6.66 (1)
Single 6.67 (1)
De-facto 6.67 (1)
20,000-50,000 13.3 (2)s
50,000-100,000 26.6 (4)
Family Income 100,000-150,000 6.67 (1)
150,000-200,000 26.6 (4)
200,000+ 20 (3)
0 6.67 (1)
Children 1-2 53.3 (8)
34 33.3(5)
Australian 80 (12)
Argentina 6.67 (1)
Country of Birth India 667 (1)
Bangladesh 6.67 (1)
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Table 2. Breast cancer previous knowledge.

Q: What did You Know about the
Symptoms of Breast Cancer?

Q: What did You Know about How to
Diagnose Breast Cancer?

Q: Did You Know How Breast Cancer
was Treated?

Example Responses

“If you feel a lump or anything abnormal
sort of on your chest or under your
armpit, sort of self-examining that way”
(P 005)

As I always had thought, it would be like
a lump. I was always had the breast
cancer described as being a lump, like a
pea or like a stone” (P007)

Example Responses

“My mother had had breast cancer ...
GP was very conservative ... I would
walk in and have a mammogram and an
ultrasound every year since I was 40”
(P015)

“I hadn’t done any mammograms or
ultrasounds before. And to be honest, I'd
never checked myself really, ever. I think
I maybe did a couple of times, but it
wasn’t something every month like
you're supposed to. So yeah, I didn’t do
that” (P010)

Example Responses

“Well, I knew obviously, chemotherapy
was gonna be usually ... Other than
surgery, chemotherapy is usually the first
medical treatment after surgery, and then
I ' knew, obviously, radiation as well. I
didn’t know all the in-depth parts of
having to get set up for all those
treatments, but I knew about those
treatments” (P011)

“Well, I thought it was literally just either
surgery or chemo like that two options,
that’s really it. But didn’t realise how
much options within each of those there
were as well, yeah” (P003)

Common Phrases % (n)

Lump 66.67 (10)
Changes 13.3(2)
None 20 (3)

Self-Check 40(6)

Dr. Check 20 (3)
Mammogram 66.67 (10)
Ultrasound 20 (3)
Biopsy 6.67 (1)
None 13.3 (2)

Surgery 33.3 (5)
Mastectomy 20 (2)
Chemotherapy 73.3 (11)
Radiation 46.67 (7)
None 20 (3)

3.1.3. Diagnosis of Breast Cancer

Participants were asked, “How did you find out you had breast cancer?” The three
main methods of diagnosis were finding a breast lump through self-examination, noticing
changes in their breasts and through ultrasounds and mammograms. Approximately 40%
mentioned that, initially, they dismissed the symptoms as being hormonal or something
less serious (See Table 3).

3.1.4. Treatment of Breast Cancer

Of these 15 participants, the most common sources of treatment reported were
chemotherapy, radiation and surgery. Out of the total participants, 86.6% had chemotherapy
and 53% had radiation, and all the participants underwent surgery (the majority received a
mastectomy 66.6%). Side effects from these treatments and the preventative medications
were also highly reported to impact QOF (See Table 4).
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Table 3. Experience of Breast Cancer. How did you find out you had breast cancer?

Keywords % (n) Responses
“I actually felt and saw the lump. I was just doing a little, not spring clean, but just
Self-check to find lump  46.67 (7) moving little things around and yes, found a lump form, tried to massage it, didn’t go
away and sort of went to my GP to check it out” (P005)
“Ijust woke up one morning and had a swollen breast, one swollen breast that was a little
Changes in breast 333 (5) bit tender. [chuckle] And it was a little strange, it was different for me, but it was also
’ something that I was going to quickly dismiss and pretty much did really, ‘cause it went
away within two days” (P003)
“I was in the shower one morning and I kind of leant over to wash myself and I felt a pain
Pain 20 (3) kinda of in the side of my breast on the left, then I felt there and there was a distinct lump”
(P009)
Dismissed symptoms 20 ”Any\ivay, I h'}u;l al. . Early Ii’ln’t}{)e year, I did gol an(li see my G.P tq szy, ‘Some}:hing reallly
(hormonal) (6) does'n t sort of feel quite rig t", ut I was completely just putting it down to hormonal, to
relative to hormonal changes” (P007)
Fast diagnosis and
movement to 33.3 (5) “Went to the doctor straight away. So I think within two days, I had an appointment with
treatment the doctor. From there, I went and had a mammogram and an ultrasound. He got me into
Mammogram + 60 (9) the specialist very, very quickly, I had a biopsy at the specialist, I saw the specialist,  had
ultrasound breast cancer. So within . .. I think within probably two weeks” (P009)
“Doctor on board Queen Victoria said, ‘I think you're crazy, you don’t need to go back. I
. g thought you’'ve already been cleared, you don’t need a biopsy’ ... took them two years
Misdiagnosed/long 20 (3) for tI%em}jco diagnose Ir}:e on board Qu}e]en Victoria, and by ’gleyn I'd seen five of thei}I]'

diagnosis process

doctors and I had reported with each of the doctors saying, ‘Oh, this couldn’t possibly be

any problem, and it couldn’t possibly need a biopsy. She’s just too young.”” (P006)

Table 4. Treatments % (n).

Mastectomy 80 (12)
Chemotherapy 93.3 (14)
Radiation 53.3 (8)
Reconstruction 26.67 (4)
Lumpectomy 13.3 (2)
Oncoplastic Resection 6.67 (1)

Hysterectomy 20 (3)

3.2. Psychological and Emotional Distress

The study participants were asked to share any experience they had of psychological or
emotional distress. Open-ended questions were used to assist participants in outlining their
experience during diagnosis, treatment and post-treatment. Responses were categorised
under the broad themes and presented below:

3.2.1. Experience of Receiving Diagnosis and Treatment of Breast Cancer

Most participants (46%) went into a state of shock when they received their diagnosis,
with three of the fifteen participants reporting a memory loss or blurred memories of the
moment and four others reporting a trauma response (hot flushes, anxiety).

Participant 010 described the experience as:

“My whole world just collapsed. And I think I just sat in his room for like 20 min
wailing, feeling like I was gonna be sick.”

Three of the fifteen participants reported crying, while four mentioned moving into
“survival mode” to attack the problem pragmatically. Participant 008 stated that:

“First question was, out of my mouth was what are we doing about it? Tell me
what to do next ... I was very practical, very pragmatic.”
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3.2.2. Treatment: Chemotherapy, Surgery and Radiation

Of the 15 BCS interviewed, 13 went through at least one round of chemotherapy, either
pre- or post-surgery. About 40% of participants reported a feeling of losing their identity,
and 33% reported feeling helpless. For example, participant 015 stated that:

“Chemo is terrible ‘cause you lose not just your hair, you lose your eyelashes and
your eyebrows, you lose absolutely everything ... you just go grey, and again, it
is the treatment that makes you sick . .. I found it overwhelming at times, I was
quite emotional.”

3.2.3. Post-Treatment

After treatment had been completed, several BCS reported a lack of direction and
support, which caused psychological distress. Due to the continuing side effects of medica-
tions, menopause and the abrupt nature of ending treatment, 40% of BCS report of feeling
abandoned and isolated.

“I have had such a long time of treatment and now, I feel like I am going into this
open water of not as much intensity.” (P010)

Participant 011 also described the inability to deal with long-term medication side
effects that caused considerable distress in many BCS.

“There is always an end in sight ... you have the surgery, and then you want
clear margins, and you get your diagnosis ... You know how many treatments
of chemotherapy you are having over a period of time, You know how many
treatments of radiation you are having over a period of time. So, once you get
through all of that they put you on this medication, which the side effects don’t
end ... There is no end in sight.” (P011)

3.2.4. Anxious for Recurrence

A common phrase repeated amongst participants was “scanxiety” (3 participants),
which describes the feeling of panic and stress before a check-up and scan. BCS also report
a hyper awareness of aches and pains and how they jump to the conclusion of cancer
quickly (46%). Four BCS described this anxiety as always being in the back of their minds
and as constant stress. Participant 008 especially struggled with this stress and described
her experience:

“Biggest thing that I battle with all the time, it’s always there. It may not rear its
ugly head every day, but it is always at the back of your mind, always.” (P008)

3.3. Quality of Life

Open-ended questions were asked about the impact of breast cancer on the QOL of
the study participants. These questions focused on daily activities, sleep, fatigue, cognition,
physical body image and sexuality. The three main themes that contributed to changes in
QOL were physical symptoms, support network issues and finally accessibility to services.

3.3.1. Physical Symptoms

Several common symptoms impacted the QOL of BCS. These included the inability to
sleep, increased fatigue, chemo fog, vaginal dryness and changes in body image. Almost
all BCS reported having issues with the perception of their bodies. The majority reported
embarrassment of their bodies, particularly how they look in front of others, feeling
unattractive to partners and a reduction in self-esteem. Five of the study participants
highlighted concerns with the reconstructions, while three BCS outlined how not having
nipples contributed to this issue. Participant 006 linked her issues with body image to her
relationship with her husband and her sexuality.

“Now it is just very obvious I don’t have nipples, but they are just it looks
like I've been massacred. And my husband is a bit sad about it all [chuckle].
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Unfortunately, men are very ... They’re quite visual creatures, unfortunately, in
my experience, from what I've seen, but he’s very understanding, and I think it’s
more the problem of the menopause, which is why sex life is dwindling.” (P006)

Some BCS did report that cutting off their own hair before it fell out was a way to
regain some control.

“I did make a pre-emptive strike to cut off my hair, but not straight away, 'cause
I used to have really long, curly hair, and I thought, Well, that’s something . ..
Like I think a lot of women, something you can control.” (P007)

Difficulties sleeping were reported by 66% of the BCS, while the other four participants
had no issues with sleeping. Four BCS mentioned that hot flushes and side effects from
menopause are the reason for this poor sleep, whereas two others associated poor sleep
with an overactive mind. Three BCS use sleeping tablets and melatonin to get to sleep.

“So not very good sleep to begin with and the chemo, I couldn’t sleep, I couldn’t
... Tjust felt sick the whole time. Trying to sleep when you're feeling nausea,
wasn’t fun, so it was very difficult trying to sleep and then getting up and smells
really affected me.” (P014)

Fatigue not only impacts BCS during chemotherapy but lasts for years post-treatment.
Three women reported that they feel like they have less energy, and two others say they
have issues with maintaining work-hour requirements. On average, fatigue was worse
during treatment, and now most BCS have reported improvements. Participant 009 was
one of many BCS who experienced issues returning to work due to fatigue.

“I would say for the first three years the fatigue is really, really tangible, very
hard to, I guess, to sustain things for a long period of time ... I found working,
going back to work, even though it was a couple of days a week at first, were
exhausting. Now, I still, even now, I still don’t have the physical, I guess, stamina
that I used to have.” (P009)

Cognitive changes impact self-confidence and workability. BCS have reported feeling
like they can’t remember words and suffer from chemo fog and short-term memory loss.
Four of these participants are worried about these cognitive changes impacting their
working life. This issue was highlighted by participant 002, who stated:

“As well, so I think once I got back into that, I felt like my brain came back online,
but before that, It’s like I could. Sometimes I couldn’t even find the words to say,
and I was worried. I'm like how am I gonna go back to work and have these
conversations with families? And you know, I sound dumb pretty much.” (P002)

Bodily changes due to menopause, medication side effects and changes in self-esteem
have been seen to reduce BCS ability to be intimate. For varying reasons, from the experi-
ence of dryness and pain to a lower libido, 60% of the participants reported some change in
their sex lives. Participant 009 describes her struggle with getting hormone replacement
therapy to reduce symptoms and improve her ability to be intimate.

“I'had a very healthy sex life with my husband before any of this happened. Now
it is non-existent. Not fun, not wanting to. But it is extremely painful. It doesn’t
... I can’t obviously, can’t take HRT, I have tried. I have begged, I have screened,
I'have fought with doctors, I've been shut down at every turn.” (P009)

Another participant outlined the steps she has taken to improve her sexual functioning.

“Firstly, you don’t really feel like it, that’s for sure. But then afterwards, I think
because of menopause, you've dryness and discomfort, definitely suffering from
both of those. But because of my involvement volunteering with The Mater, I
was lucky enough in those groups ... So, she talked us through the option of
laser in your cervix to get that sort of moisture back. But ... So we need to use
lubricant now because it’s never really got back to 100% normal.” (P008)
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3.3.2. Support Systems

Support system changes were identified in the breast cancer survivors’ relationships
with their children, husbands, friends and family members. These changes not only
impacted them emotionally during the time of treatment but have also had lasting effects
post-treatment. Most of these BCS (80%) were married and had children, and a majority of
them reported that their husbands were extremely supportive.

“He was very supportive. I was very lucky. I you know on being on breast cancer
support group pages that I so many stories of relationships breaking down and
you know divorce and all the rest of it. But yeah, no I was very lucky he was
100% in it with me.” (P002)

A few BCS did outline issues with children’s behaviour or difficulties amongst the
extended family unit. Participant 014 in particular noted the difficulties within a family
unit.

“My little girl was quite young at the time, so she didn’t really know what was
going on, but her behaviour started becoming quite bad during it all ... So it
was difficult for the older kinds, but they all worked so they threw themselves
into work and study and friends and kind of like, I felt like they ignored me a
lot.” (P014)

Seven out of the fifteen participants’ social networks shifted during their journey. Three
BCS highlighted their desire for privacy throughout this time, while three others mentioned
that they felt forgotten. Six BCS specifically mentioned that they felt disconnected and
distant. Alternatively, 33% of BCS reported not feeling isolated and completely supported
by their community, family and friends

For participant 008, it came as a surprise as to who stepped up and who stepped back.

“I felt like my network went into the washing machine and some people went
down the drain, and others who came out lovely and fluffy; they are my posse.
I'd trust my life with them. It's quite amazing the people who step away ... But
I had a couple of very, very close friends who are not in my inner circle anymore,
and just stepped away.” (P008)

3.4. Health Services Experience

BCS in both the public and private sectors reported financial distress throughout their
journey (see Table 5). Out of the 15 participants, only 5 reported not having financial
stress during this time. Of these BCS, all five were part of the private health system.
Many did, however, acknowledge the steep prices and shock felt over the cost of their
treatment, commenting that they were “lucky” to be able to afford treatment. Of the BCS
experiencing financial stress, three were in the public system, and five were private. One
woman highlighted the stress of having a lack of income on her family:

Table 5. Financial Stress and Healthcare System.

Financial Distress n (%) No Financial Distress (n)
Public System 3 (20%) 0
Private System 5 (33%) 5 (33%)
No comment 2 (13%)

“My husband had to take time off because he had to return to his work. The
cancer therapy helped us pay half the bill, which they do because of the stress
that comes on between a family and then the kids trying to go to school, go to
work, and then your husband’s gotta look after the little one, cook, clean and
wash.” (P012)
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There were also reports that post-treatments, due to financial constraints, BCS were
not able to access services to improve their QOL.

“Everything that’s come after it is virtually out of pocket so that I can’t afford to
seek the therapy that I actually really need on a regular basis.” (P007)

During treatment, interactions with the medical staff and ease of using services con-
tributed to the overall QOL of BCS. One woman mentioned that she felt “like everyone
was treating me like a queen. It was great. I'm like everyone so nice to me because they
know I've got cancer” (P002), whereas another mentioned that during treatment she had a
few issues with communication that led to further anxiety.

“Oh, you've got more of a chance of it coming back somewhere else than in the
other breast”, and I remember thinking, “Did you just hear what you just said?”
They just ... I know it’s hard for them and they need to be separate emotionally,
but they also need to remember that they’re dealing with people and they’re
dealing with people’s lives”

As mentioned previously, there was a drop-off in support after active treatment. Here,
BCS reported that they had difficulty getting help for the side effects of medications.

“They don’t give you any way to manage those symptoms of what you're gonna
go through on the medication. They don’t identify things that you can go, “Oh,
that’s what that is, and this is how I can treat it, how to avoid it.” They just kind
of ignore the fact that you have side effects from it, or they say, “You know, I've
seen people worse off, so you've got it okay.” (P011)

4. Discussion

This study revealed that participants frequently reported psychological distress and a
reduction in QOL. This aligns with the previous literature, where issues of financial hard-
ships [7], comorbidities [8] and social isolation [9] were reported. The most prevalent issues
highlighted by these studies BCS were the harm of the side effects from post-treatment
medication, anxiety around cancer recurrence and issues with health service utilisation.

Psychological distress is the emotional suffering associated with stressors and de-
mands that are difficult to cope with daily. The results from this study illustrate that the
significant points of psychological distress along the journey of BCS are receiving the
diagnosis during treatment and, finally, the process of survivorship. The most commonly
endorsed stressors include chemotherapy trauma (46%) and loss of identity (40%). The
anxiety of reoccurrence was noted by all survivors, with three of the fifteen participants
reporting that it no longer concerns them. The literature has observed that BCS levels of
anxiety and depression decrease over time, which contradicts the findings of our study
where it has increased [21]. The increase in distress during the transition from active treat-
ment aligns with qualitative and anecdotal studies [22], whereas contradicting quantitative
studies report a decrease in distress at this time [23,24]. There were three main events
where psychological distress occurred for BCS. These included receiving the diagnosis,
completing treatment and post treatment abandonment which have also been observed
in other studies [25,26]. When diagnosed, participants went into a state of shock and
experienced trauma responses. Four of the fifteen participants did, however, mention that
their first instinct was to attack the problem pragmatically. The next source of distress was
going through treatment, especially chemotherapy. Side effects such as losing hair and
the feeling of helplessness were significant contributors to psychological distress. Finally,
post-treatment feelings of abandonment by the healthcare system and the lack of direction
also contributed to distress, which is supported by a growing body of evidence [27,28].
Here, it was evident that participants felt abandoned and struggled with not having any
support networks to assist with the transition.

Participants” QOL was explored by discussing how certain indicators, identified from
the literature review, have impacted participants” QOL. The significant concerns derived
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from these interviews were physical symptoms of BC, changes in support systems for BCS
and poor body-image perception.

Poor body image is associated with mastectomies and breast reconstruction surgery [11].
Although a smaller sample was used, this study supported those findings. Over half of the
BCS reported a drop in self-esteem, feeling unattractive to partners and embarrassed by
their breasts. There was a consensus amongst two of the BCS claiming to be unsatisfied
with their reconstruction, often suggesting that they struggle with having or not having
tattooed nipples. Survivors have reported sexual health concerns for up to 10 years post-
treatment [29]. In Pumo et al.’s (2012) study, sexual conditions that directly correlated to
psychological disorders were prevalent in 36% of their participants [30]. Within this study,
sexual issues and complications such as dryness, pain and low libido to side effects of
treatments were linked with medications rather than psychological disorders. There were
also reports of participants” embarrassment of how they look affecting their desire to be
intimate with their partner.

Sleep and fatigue are both factors contributing to the reduction in QOL. Several BCS
reported insomnia, trouble staying asleep and extreme fatigue throughout the day. There
was a common trend of fatigue and sleep issues being more prevalent during treatment
and then improving as time went on, supported in the literature [31]. There was, however,
a few BCS that reported persistent trouble sleeping and fatigue even years post-treatment.
In Beck et al.’s 2010 study, this trend was also seen where some survivors continued to
experience problems with sleep many years later [32]. This constant fatigue has resulted in
reducing the workability of survivors and the ability to spend time with families, which
has led to a reduction in QOL.

Cognitive changes were linked to memory loss and reduced capacity for work for the
majority of the study participants. Similar findings were reported in previous studies, where
participants noticed language, memory, spatial ability and motor function changes [33].
However, there was some discrepancy among participants regarding whether the medi-
cation, treatment or effects of ageing were causing the changes in cognition. Collins et al.
(2009) discussed this phenomenon concerning hormonal therapies such as tamoxifen and
anastrozole [34]. It was concluded that hormonal therapies subtly have a negative influence
on cognition. This aligned with our findings as the negative side effects of tamoxifen were
mentioned by four of the fifteen participants and linked to their cognitive changes and
other physical symptoms. There were also conversations linking these cognitive changes to
stressors in the workplace, with BCS worrying that it would affect their performance. Simi-
lar findings were cited in Nelson and Sul’s (2013) study, which noted that the detrimental
effects of reduced memory and learning impacted the workplace and function roles [35].

The majority of participants were married and had children. This resulted in extensive
conversations about relationship changes and social isolation. Most BCS reported that
their husbands were highly supportive and a great help during this time. Only a minority
mentioned relationship breakdowns and increased stress due to their partners. Multiple
studies have illustrated the positive effect of supportive spousal relationships [36,37], which
our study supports. Even with this support, many BCS still feel isolated post-treatment due
to a lack of continued understanding of their experience from family and friends [38] and
continued side effects of medications. Perz et al. (2013) explored that the heightened fear of
rejection experienced by BCS with potential partners causes survivors to isolate themselves
even further [39]. The single woman who participated in this study reported that they felt
embarrassed by their breast appearance; however, this fear of rejection was not explicitly
mentioned. There was also no mention of participants further isolating themselves as they
sought out more connections via social networks, support groups and their own families.
Those who had better support networks of friends, family and communities mentioned that
going through treatment was easier with all the extra help, and thus they felt less isolated.
When this community was not present, there were often reports of feeling helpless and
overwhelmed by tasks. This is supported in the literature, where those who have strong
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relationships and communities to assist them felt protected from negative feelings such as
depression, anxiety and the stigma of BC [9,36,38].

The experience of using and accessing healthcare services was identified as a significant
factor contributing to QOL. Within Australia, Medicare is the publicly funded universal
health care insurance scheme that all Australians can access. In addition to this, private
health coverage is also available to paying customers to cover the gaps in Medicare. These
two services however still do not alleviate the entire financial burden of Breast Cancer
treatments and services. Financial distress acted as a significant barrier to healthcare
services for BCS [40]. This result was expected because various studies outlined expensive
costs and lack of coverage via Medicare and private health [40]. The previous literature also
outlined that breast cancer comorbidities would also be a barrier to returning to work [41],
which was also seen in this study. One central area discussed was the difficulties affording
services post-treatment. Through the public and private health sectors, most women
received some financial support.

In some cases, participants had to pick and choose the most needed services at a
specific time rather than having access to all services that may improve their QOL. Although
the majority did report that financially they were stable, all acknowledge the exorbitant costs
of life-saving and life-enhancing treatments during survivorship. Breast reconstruction
was a significant source of financial strain. It is not covered under Medicare, and as it is not
considered a life-saving surgery, private health services often do not cover it.

Treatment and communication by staff within the healthcare system had a significant
impact on survivors’ experience and distress. Four of the fifteen BCS reported at least one
issue of switching practitioners or feeling like they were not being heard. One of the most
considerable contributions to distress during diagnosis was the communication of medical
staff about the severity and course of action for treatments. Participants also highlighted
how their health was now in their own hands after treatment, and there was no transition
phase. Many felt abandoned and isolated by the shift in control as well as being at a loss
as to how to manage their symptoms into the future. Most participants continued to take
medication after their treatments to prevent cancer recurrence. These medications, however,
had harmful side effects that BCS have had to learn how to manage by themselves. This,
paired with financial restrictions, has resulted in a reduction in QOL.

However, there are a few limitations of the study. The limitations of this study include
social media and readiness bias. The effectiveness of social media recruitment resulted
in a biased sample toward BCS who do not use or do not have access to social media. In
addition, it also eliminates participants who are not yet ready to share their experiences as
they are still dealing with the consequences of their disease.

5. Summary and Conclusions

Fifteen BCS were interviewed to understand their journey from pre-diagnosis to
survivorship. The average participants were aged 35-45, had at least one child, were
married and were Australian. The most common issues mentioned throughout this study
were the lack of interventions for medication side effects, changes in their body image and
anxiety around cancer reoccurrence. There were also many accounts of how physical side
effects from treatments have impacted their work and social and sexual lives.

These findings are based on a qualitative study, with a small sample of 15 in-depth
interviews; therefore, a generalisation of the study cannot be made. Due to the small
number of participants and sampling error, there was also a lack of older participants from
diverse backgrounds.

This study has provided a preliminary basis for the experience of BCS and can ex-
panded on in a larger study using quantitative methods to assess QOL and psychological
distress. These findings have implications for policymakers and for the healthcare industry
along with the importance of a survivor’s relationship with their healthcare team and their
ability to access services, which was especially highlighted. It would be our recommen-
dation to focus future studies on the experience of BCS from ages 35 to 45 including their
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diagnosis. Future studies should also include BCS of culturally diverse groups and older
age cohorts.

From this research, it is also clear that younger women should have access to free and
convenient mammograms. Additionally, the experience of sexuality and early menopause
is an area that needs to be examined to provide better services and support for survivors.
Access to post-care services, links to support groups and information about medication
side effects should be prioritised in order to increase survivors” QOL.
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Appendix A

Section 1: Breast Cancer Diagnosis: Treatment and Experience

1.1  Can you tell us how much you knew about breast cancer prior to your diagnosis?

(a) What did you know about the symptoms of breast cancer?

(b)  What did you know about how to diagnose breast cancer (breast screening, mammography)?
(c) Did you know how breast cancer is treated and where to go for the treatment?

1.2 Canyou tell us about your experience with breast cancer?

(a) When and how did you know you have cancer?

What was your first reaction when you were first diagnosed with breast cancer?
What treatment did you go through since you were diagnosed with breast cancer?

(d)  Did you do any breast screening before your breast cancer diagnosis? When did you do the last mammography?

Section 2: Breast cancer diagnosis and distress

21  Tell us about any distress that you have experienced during the process of diagnosis and treatment of cancer

(a)  Emotional/psychological distress? Emotional distress during the process of treatment, change in the physical appearance
(b)  Financial distress? Distress due to impact on the financial situation.

(¢)  Social isolation? (Relationship issues, heightened fear of rejection from partner loneliness)

(d)  Anxious about cancer recurrence

Section 3: Impact of breast cancer on quality of life

3.1  How has cancer impacted your daily life and your overall quality of life?

(a) Daily activities
(b)  Work (paid work)
(¢)  Sleep (including sleep deprivation, sleep disturbances, insomnia and so on)
(d)  Cognition (memory)
(e) Fatigue
) Physical /Body image (body image was associated with mastectomies, breast reconstructive surgery, etc.)
(g) Sexuality (Sexual disorder, discomfort)
Section 4: Health services utilisation
4.1 Which health services are currently available to you (e.g., reproductive services, doctor’s surgery and specialist services)?
4.2 Which of these services did you utilise? Tell us your experience of using these services
4.3  What health services are not available to you (e.g., reproductive services, doctor’s surgery and specialist services)?
44  What women’s health services (including reproductive health) would you like to have access to improve your health?
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Abstract: In this case study, ward staff found it difficult to establish a therapeutic relationship with a
patient with advanced gastric cancer because they misdiagnosed delirium as a psychogenic reaction
to the cancer diagnosis. This article reports on the process and effects of intervention by a liaison
nurse. The liaison nurse recognized the misdiagnosis and approached the ward staff via a psychiatrist-
led team. This enabled rapid revision of the treatment policy. The liaison nurse contributed to the
continuation of treatment by enabling the ward staff and patient to understand each other better and
to collaborate to build a relationship and control the patient’s mental health symptoms, including
attention disorder and excessive demands. The patient and family had different views on discharge
because of the patient’s mental health issues. The liaison nurse encouraged the ward staff to inform
the family caregiver about the patient’s medical condition, the expected future course of the disease,
and likely symptoms, and provide appropriate professional services. This enabled the patient to be
discharged in line with their wishes. This case highlights the role of the liaison nurse in coordinating
care and helping ward staff to recognize symptoms and provide appropriate care and support for
patients and their families.

Keywords: delirium; liaison nurse; misrecognition of delirium; coordination

1. Introduction

Delirium is caused by a range of factors such as the presence of predisposing con-
ditions, including cognitive impairment, severe illness, visual impairment, drug therapy,
and hospitalization [1]. When delirium develops during treatment, it interrupts the treat-
ment and increases the risk of complications and further functional deterioration. It is
associated with adverse events such as confusion and falls in hospitalized patients [2], and
self-extraction of the infusion line [3]. This may mean that the length of hospital stay is
extended, and labor costs and material costs for the stay are both increased [4]. This can
also increase mortality [5]. The etiology of delirium is unknown, but prophylactic nursing
interventions may be an efficient and cost-effective solution [6]. Careful observation and
intervention by nurses are important to avoid the adverse consequences of delirium, allow
patients to receive the desired treatment, and return to their daily lives.

The prevalence of delirium in cancer patients increases toward the end of life [7].
Delirium is a common psychiatric complication in cancer patients, but it is often not
accurately recognized. In one study of psychiatric examinations of cancer patients, doctors
were distracted by symptoms such as pain and missed the diagnosis of delirium in 46% of
patients [8]. Overall, 61% of patients referred to palliative care had delirium overlooked by
the primary referral team [9]. Approximately 50% of the primary teams of patients referred
to liaison services for reasons other than delirium were unaware of the delirium [10]. In
particular, delirium is prone to be unrecognized in younger cancer patients [11]. The
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symptoms of delirium are diverse and appear irregularly. Patients with delirium may
also try to address or hide agitation, apathy, emotional instability, and disorientation [12].
If treatment continues without the presence of delirium being recognized, it will have
less or no therapeutic effect. Misdiagnosis can also lengthen the period in which nurses
have difficulty responding to the patient, which can have effects on the whole ward. The
nurses and medical staff who directly respond to patients” abuse and excessive demands
are especially likely to experience serious psychological distress and stress. Nurses have
the most frequent and closest contact with patients and play an important role in caring
for and comforting delirium patients. It is therefore very important to be aware of and
minimize their needs and stress [13]. Nurses and medical staff may also develop negative
feelings toward patients with unrecognized delirium, which hinders the proper treatment
and care for these patients. Early recognition of delirium, identification of possible causes,
and provision of knowledgeable care will improve the quality and outcome of patient
care [1,14]. If a nurse or other member of staff may have failed to recognize delirium,
rapid intervention is needed to address the situation and reorient both patient and staff to
appropriate treatment and care. Certified nurse specialists (CNS) in Japan are nurses who
participate in clinical practice, consultation, coordination of activities, ethical management,
education, and research [15]. These nurses are responsible for guiding staff in difficult
situations, identifying learning needs, and highlighting the right approach [16]. They can
therefore improve outcomes for patients.

In the case reported here, nurses and medical staff failed to recognize a variety of
psychological symptoms caused by delirium in a gastric cancer patient. Instead, they
believed that these were psychogenic reactions associated with the patient’s recent diagnosis
of advanced gastric cancer. It was therefore difficult for the nurses to establish a therapeutic
relationship with the patient. The purpose of this study is to report on the process and
effects of coordination and intervention by the CNS who was part of the liaison team. This
may help to improve best practice for delirium cases in younger cancer patients.

2. Case Presentation
2.1. Terminology
2.1.1. Liaison Team

The liaison team in Japan is a team of three or more people, including a psychiatrist, a
nurse with more than 3 years of experience in psychiatry, and a medical professional with
more than 3 years of experience in psychiatry. Medical professionals include pharmacists,
occupational therapists, mental health social workers, and certified psychologists. The
liaison team treats and cares for mental health symptoms and psychological problems of
hospitalized patients and their families, using specialized skills from a physical, mental,
and social perspective. The team aims to improve the mental health of patients and their
families. It also supports the physical and mental health of staff involved in treatment,
improves their motivation to work, and prevents them from burning out [17,18].

2.1.2. Certified Nurse Specialist (CNS)

A certified nurse specialist is a nurse who has completed the certified nurse specialist
education course at a Japanese graduate school and has passed the certified nurse specialist
certification examination. As of February 2022, there are 14 specialist fields, including
cancer nursing, psychiatric mental health nursing, and community health nursing. CNSs
have six key roles: practice, consultation, coordination, ethical coordination, education, and
research [19].

2.2. Case Information

This case report describes a woman in her 40s. She works as a salesperson, has never
been married, and lives alone. Her parents are dead. Her family caregiver is her younger
brother. Her only medical history is an oral treatment for bronchial asthma. She has no
history of psychiatric treatment.
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2.3. Clinical Findings

In June 20XX, the patient complained of an enlarged feeling in her abdomen and was
diagnosed with advanced gastric cancer (stage IV). She was admitted to medical oncology
on July 18. After admission, she was informed that her prognosis was 1 year. She chose to
receive chemotherapy and started anticancer drugs (TS1 + cisplatin) (SP therapy) on July
20th. The second cycle was carried out on 10 August. From 15 August, she started frequent
refusal of treatment and examinations and behaved aggressively toward the ward staff. On
the night of 30 August, the patient’s words and actions became uncoordinated and commu-
nication became difficult. Her dissatisfaction, anger, and shouting worsened. The patient’s
symptoms and ward staff behavior by stage of medical treatment are shown below.

1. 30 August-14 September

After August 10th, the patient was reported as developing an intimidating attitude and
emotional instability, making excessive demands on the nurses, having a silly smile, and
being silent and immobile. The ward staff decided that these symptoms were a psychogenic
reaction to the news that the cancer was advanced. They, therefore, responded without
complaint to the patient’s demands and requests.

2. 15 September—10 October

The patient was prescribed an antipsychotic drug, and her anger disappeared, but
the irritability remained. The psychological burden on the ward staff was heavy, and they
continued to struggle to deal with the patient. The patient started to show overactivity,
attention dysfunction, excessive demands, and frequent family phone calls. These seem to
have been triggered by spending nights away from the ward, and the resumption of the
therapy. The psychological burden on the ward staff, therefore, became even higher, and
they began to complain to the head nurse that it was difficult to deal with this patient on a
general ward.

3. 11 October-1 November

After three cycles of SP therapy, the patient showed attention dysfunction and garrulity,
but wanted to be discharged to the community and live alone. The ward staff decided
that she would be able to do this by using social resources such as home-visit nursing.
However, her family caregiver thought it would be difficult for her to live alone because of
her symptoms. He was also worried that if the patient’s condition worsened or suddenly
changed, treatment would be delayed. There was therefore a conflict of opinion about
discharge between the patient and her family caregiver. The ward staff respected the views
of the family caregiver rather than those of the patient and suggested that the patient
should give up the idea of living alone.

2.4. Timeline

The phase-by-phase medical conditions and the liaison nurse’s interventions are
shown below.

The need for the liaison nurse to intervene, and the nurse’s actions, were classified
into Phases 1, 2, and 3 by treatment and date. Figure 1 shows the patient’s physical and
psychotic symptoms, blood test values, and treatments by phase.
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Phase 2 Phase 3
9/15-10/10 10/11-11/1

Duration of hospitalization ~ 7/18 9/15 10/4-6 10/11 10/21 11/1
Admission O O Family O Discharge
caregive
r came

(O:Overnight stay at home)

Chemotherapy 7/20 8/10 9/20 10/18
SP therapy: 1 SP therapy: 2 SP therapy: 3 SP therapy: 4
Physical symptoms Ascites Nausea Taste disorders Taste disorders
Edema Taste disorders Edema

Sluggishness Constipation
Constipation Diarrhea

Hb (g/dl) 132 11.4 9.4 9.4 2.1 10.1
CRP (mgy/dl) 0.11 0.58 75 0.10 0.25 0.04
Na (mEq/l) 139 140 132 139 142 142
Cr (mg/dl) 0.67 0.51 0.49 0.38 0.51 0.53
Alb (g/dl) 3.7 3.2 1.8 31 2.8 3.7

Psychiatric symptoms
CoergiitEUE Irritability,
excessive demands, _" Garruli
silly smile B3l om bl
silence, im’mobility e e sl
Z hyperthymia hyperthymia Garrulity
Attention disorder (repeating the same story, inability to concentrate on the task)

Medication T Haloperidol 2.5mg Valproic acid

400mg 200mg
Quetiapine 25mg 50mg Olanzapine 5mg

Figure 1. Physical and psychotic symptoms by phase, blood test values, and treatment.

2.5. Therapeutic Interventions
2.5.1. Interventions of the Liaison Nurse with Ward Staff: Phase 1
Coordination by Liaison Nurse in Phase 1

The liaison nurse held a conference with the liaison team and ward staff to correct
the failure to recognize delirium. At the conference, the liaison nurse explained that the
patient’s psychological symptoms may be caused by delirium related to the chemotherapy,
rather than a psychogenic reaction to her diagnosis. The team then clarified the role of
each group of staff in supporting patients with delirium, to help to rebuild the support
relationship between the patient and ward staff. Physical management of the patient was
the responsibility of the doctor in charge of cancer treatment, nurses and physiotherapists
should provide a non-pharmaceutical response to paralysis, and the liaison team would
manage the mental health of the patient and support the mental health of ward staff
(Table 1).

Table 1. Patient’s delirium symptoms in Phase 1, state of ward staff, and liaison nurse
intervention needs.

State of Patient State of Ward Staff Assessment of Intervention Needs
Staff decided that the patient’s

fl"h.e patient rap1.dly developed o pSyChOlOgl.Cal symptoms were a It was difficult for the staff to deal with
intimidating attitude, emotional psychogenic reaction to the news of the . .
. e O o . the patient’s mental health issues because
instability, silly smile, silence, and cancer. The staff gradually found it more ) .
. s . . . they had failed to recognize that she was
immobility, and started making excessive  difficult to respond and became more experiencing delirium
demands on the nurses. psychologically burdened, and more p & '

negative about the patient.
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2.5.2. Education on How to Deal with Attention Disorders, Rebuilding the Therapeutic
Relationship between Patients and Ward Staff: Phase 2

Coordination by Liaison Nurse in Phase 2

The liaison nurse suggested how to respond to the concern from the ward staff
that resuming SP therapy would worsen the patient’s psychological symptoms. The
team worked with the patient and nurses to enable certified psychologists to conduct
an evaluation of the patient’s condition using the Japanese version of the Young Mania
Rating Scale (YMRS-]) and to consider countermeasures. The liaison nurse assisted in
communication about countermeasures to make it easier for the patient and nurses to
talk about their concerns. The agreed measures were as follows: (1) the patient should
self-check her mental condition; (2) the patient should inform nurses if she becomes aware
of any changes in her mental state; (3) nurses should carefully observe any changes in the
patient’s mental state; (4) if either the patient or nurses noticed changes in the patient’s
mental state, they should discuss this together and consider how to deal with it, and (5) the
nurse in charge should inform all ward staff about the coping method jointly decided by
the patient and the nurse in charge to provide a unified response (Table 2).

Table 2. Patient’s delirium symptoms in Phase 2, state of ward staff, and liaison nurse
intervention needs.

State of Patient State of Ward Staff Assessment of Intervention Needs
Irritability, attention disorders, and The. ward staff de?ided that it would be I
overactivi:fy remained. and the; difficult to deal with the mental ‘ Support to manage the s1tgat10n w‘he're
psychological symp tOI/ns worsened symptoms because of the resumption of  the ward staff judged that it was difficult
because of the resumption of SP thera SP therapy. They therefore found it to respond to the patient on the general
P PY difficult to continue treatment of the ward.

Self-care ability therefore declined.

patient on the general ward.

After this discussion, the nurse in charge commented:

“I didn’t point out her psychological symptoms to the patient because I was afraid
that doing so would worsen her intimidating attitude, emotional instability, and
excessive demands.” She added,

“I learned that the practice of sharing psychological symptoms with patients and
considering countermeasures can be an option as an intervention method.”

2.5.3. Managing a Conflict of Views about the Patient’s Discharge from the Hospital:
Phase 3

Coordination by Liaison Nurse in Phase 3

The liaison nurse suggested that the ward staff should find out more about the back-
ground behind the family caregiver’s opposition to the patient’s discharge to the community.
She suggested the following three actions: (1) ward staff should try to understand the
family caregiver’s concerns; (2) ward staff should identify the reason for concerns and
intervene to reduce the family caregiver’s anxiety, and (3) ward staff should guarantee
to the family caregiver that the hospital would continue to provide treatment support,
psychiatric support, and living support to help the patient use social resources even after
she was discharged to the community (Table 3).
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Table 3. Patient’s delirium symptoms in Phase 3, state of ward staff, and liaison nurse
intervention needs.

State of Patient

State of Ward Staff Assessment of Intervention Needs

The attention disorder and garrulity
remained, but the patient expressed
her intention of leaving the hospital
to live alone in the community.

The ward staff decided that it was possible for

the patient to live alone by using social resources  The liaison nurse needed to manage
such as home-visit nursing. However, the family  the conflict of views about the
caregiver was concerned about changes in the patient’s discharge from the hospital.
patient’s personality, her attention disorder and ~ This was particularly important given
residual garrulity, and the potential for sudden  the small amount of time left for her
changes in her illness. He suggested that it to live, and the potential that her
would be difficult for her to live alone. The ward ~ wishes might not be respected.

staff supported this view once expressed.

3. Discussion

In cases where the liaison nurse finds an unrecognized patient with dementia in the
ward, a patient has a mental health problem, (e.g., attention disorder or excessive demands)
due to dementia caused by chemotherapy and has an issue with the discharge destination,
or there is a conflict of intention between the patient and family caregiver regarding the
discharge destination, the liaison nurse will coordinate interventions as described below.

Delirium is the most common complication in patients with advanced cancer. How-
ever, it is often difficult to identify, which leads to improper management [20]. Delirium in
younger patients in particular may be missed because of the lack of disorientation [21]. The
patient in this case study showed emotional instability and an intimidating attitude toward
the nurses. The patient was in her 40s and the ward staff may have failed to recognize her
delirium because she had no symptoms of disorientation. If someone identifies a patient
with delirium-induced psychological symptoms that have not previously been recognized,
it is important to provide a correct diagnosis as soon as possible, so that appropriate treat-
ment or care can be provided. In this case, the correction using a team approach centered
on the liaison psychiatrist helped the ward staff to quickly correct the misrecognition. It
seems likely that ward staff will find it easier to accept a correction from the liaison team
as a whole, rather than the liaison nurse alone. We suggest that this approach enabled the
misrecognition to be corrected promptly. The ward staff and liaison team then correctly
diagnosed the situation and worked together to solve the problem.

It is probable that the ward staff had high levels of negative feelings toward the patient
because of the stress placed on them by the patient’s intimidating attitude and excessive
demands. Nurses should not rush to diagnose a patient with delirium, but should be
aware that patients may have this condition [22]. Cases of hypomanic symptoms have
been reported during S1 and cisplatin therapy for patients with gastric cancer [23], but it
is not common. It is, therefore, possible that the staff on this ward were unfamiliar with
psychological symptoms and did not appreciate the possibility of delirium. However, they
did recognize the association with the SP therapy and suggested that, if the symptoms
recurred on further treatment, it would be difficult for them to manage. The liaison nurse
found that the ward staff felt responsible for managing all the patient’s psychological
symptoms when they occurred on the ward. The liaison nurse, therefore, contributed to
the continuation of treatment by observing the mental health symptoms of the ward staff
and working with the patient to enable her to self-check her own symptoms.

In Phase 3, the patient and family caregiver disagreed about discharge. The patient
wanted to be discharged to the community, but the family caregiver thought this would be
difficult because of the patient’s complex psychological symptoms. Ward staff supported
the family caregiver’s view. This is considered inappropriate in this case because they
had initially supported discharge and because of the patient’s short life expectancy. It
is important to provide information and involve family caregivers when older people
are discharged from the hospital [24]. Family caregivers involved in discharge planning
are more likely to accept the role of providing post-discharge care [25]. In this case, the
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family caregiver’s view suggests that they were given little information and not involved
in the discharge planning. A previous study found that failure to discharge a COPD
patient because of a bureaucratic organizational workflow may not be in the patient’s
best interests [26]. In this case, it is possible that ward staff felt that the family caregiver’s
opposition to the patient’s discharge to the community would make the process harder.
This suggests that the organization as a whole may not be focused on the best interests of
the patient. Other studies have noted that the actions of liaison nurses in the discharge
process, and especially coordinating with a specialist on behalf of the patient, help to
continue care after discharge [27]. In this case, the liaison nurse’s intervention to prompt
the ward staff to provide more information to the family caregiver may have contributed to
discharge, in line with the patient’s wishes. The liaison nurse asked the ward staff to explain
to the family caregiver about the changes in the patient’s personality, and provide more
information about the attention disorder, and how it affected behavior. The liaison team
also asked the ward staff to arrange for treatment and home-based services for the patient
after she was discharged. This support included home-visit nursing services, confirmed
contact information in an emergency, a continuous support system by the hospital, and
access to a consultation desk for family caregivers. In this case, the liaison nurse helped the
ward staff to understand the challenges, and also evaluated their direct care and support to
the patient and family.

This case report has some limitations. First, it is a report of a single case and cannot
be generalized. Second, the classification of Phases 1-3 is based on our assessment of
the patient’s treatment stage, and not on existing theories or protocols. Third, this paper
focused on the intervention of the liaison nurse and its effects; however, the intervention of
the liaison team as a whole may also have influenced the effects. Despite these limitations,
this case report provides useful information for the practice of liaison nurses working with
staff who have difficulty responding to changes in personality and diverse psychological
symptoms in patients with advanced cancer.

4. Conclusions

If a liaison nurse discovers a patient with delirium that has not been recognized on
the ward, we recommend that the mistake is pointed out by the whole liaison team, led by
liaison psychiatrists. This is because ward staff may be offended by having their mistake
highlighted by another nurse, and may not be prepared to consider the possibility of
delirium. For mental health problems such as attention disorder and excessive demands
caused by delirium arising from chemotherapy, the liaison nurse should support the ward
staff and patient to observe each other’s psychological symptoms and work together to
build a relationship that can control the symptoms. To enable patients with advanced
cancer to make their own decisions about their lives, the liaison nurse needs to help the
ward staff to provide family caregivers with information about the medical condition, its
expected future course and symptoms, and professional services that are available to help.
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Abstract: Latinx advanced cancer patients and caregivers are less likely to have adequate access
to culturally congruent psychosocial interventions. Culturally relevant and adapted interventions
are more effective within minority groups. We obtained patients” and caregivers’ initial evaluations
of the Caregivers—Patients Support to Latinx coping with advanced-cancer (CASA) protocol. A
qualitative study was conducted, and an acceptance questionnaire and semi-structured interviews
were conducted to culturally adapt the psychosocial intervention for Latinx coping with cancer. The
semi-structured interview described and demonstrated intervention components and elicited feed-
back about each one. Latinx advanced cancer patients (Stage III and IV) and caregivers (n = 14 each)
completed the acceptance survey, and N = 7 each completed semi-structured interviews. A total of
12 of the 14 patients and caregivers (85.7%) reported high acceptance of the goals and purposes of the
intervention protocol. They also reported willingness to daily use of the content of the intervention
components: Communication Skills, the Willingness of Meaning, Life has Meaning, Freedom of
Will, Identity, Creative Sources of Meaning, and Homework. Most of the participants reported high
acceptance (n = 9) of integrating family caregivers into therapy and the high acceptance (n = 10) of
the length of the 4-session intervention.

Keywords: Latinx; family; meaning; communication; coping with advanced cancer

1. Introduction

Adapting and developing culturally sensitive interventions is needed for Latinx fami-
lies coping with advanced cancer (stage III or IV) [1-3]. Latinx patients coping with cancer
have reported the need to include cultural values such as family and spirituality [4,5].
Family is a core value in the Latinx community and may facilitate the caring process
for this group’s advanced cancer patients [6-8]. The inclusion of Latinx values is espe-
cially essential when evidence suggests that working with spirituality and family needs
(e.g., communication) could improve psychological symptoms [6-8].

Including cultural values is critical to developing a culturally sensitive intervention.
The adaptation of culturally sensitive interventions is more effective towards the specific
culture, rather than non-adapted interventions [9]. The cultural adaptation of evidence-
based interventions (e.g., meaning-centered psychotherapy and couple communication
training skills) is feasible and acceptable for ethnic minority groups [9-12]. Meta-analytic
evidence suggests that culturally adapted interventions targeting a specific cultural group
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(e.g., Puerto Ricans as part of the Latinx community) are four times more effective than
those provided to groups containing various cultural backgrounds [12].

Most literature among advanced cancer patients has been developed for white patients
and not adapted for Latinx patients and caregivers. Cultural adaptation of interventions
designed to support advanced cancer patients and their families is a novel approach
that may benefit both patients and caregivers [9-12] coping with advanced cancer. An
intervention for advanced Latinx cancer patients and caregivers should consider cultural
values that may affect the end-of-life process [13]. This study aimed to obtain advanced
cancer patients” and caregivers’ initial evaluations of a protocol titled: Caregivers—Patients
Support to Latinx coping advanced-cancer (CASA). In this brief report, the study team
included results from interviews conducted with patients and caregivers to help adjust and
refine the protocol.

2. Method

The present study consisted of qualitative analyses for the semi-structured interview,
alongside descriptive statistics for the demographic and acceptance questionnaire. The
Ponce Research Institute Institutional Review Board (IRB), with the permission of the on-
cology clinic, approved all study procedures. Participants were recruited from an oncology
clinic in southern Puerto Rico referred by the nurse or oncologist. Potential participants
were introduced to the study by an IRB-approved introductory letter. This was followed
by an in-person research staff meeting with participants to provide information, answer
questions, and administer the Distress Thermometer to determine eligibility. The inclusion
criteria for both patients and caregivers was a score > 3 on the Distress Thermometer. Those
eligible and interested completed an informed consent form. A call was scheduled for those
who consented to complete the questionnaire and interview. Patients and caregivers each
received USD 30 for completing the interview and volunteering their time and effort. An a
priori sample size of 14 participants was selected based on recommendations for qualitative
studies of this nature [14,15].

The team collected demographic information and acceptance questionnaire responses
from patients and caregivers separately (14 patients and 14 caregivers) and then conducted
a one-time 45 min semi-structured interview (NTB) that introduced information about
the intervention to participants and elicited their feedback using a standardized interview
guide. Patients and caregivers were interviewed separately so their responses would not
be affected. The interviewer described and provided examples of intervention components
(see Table 1) and elicited feedback about each intervention component and format in the
semi-structured interview. Participants were also asked about their preferred mode of
intervention delivery. Interviews were audio-recorded and then transcribed. The study
team reviewed the recordings and transcriptions and analyzed them using thematic content
coding [14,15].

The measures used in this project are a demographic questionnaire, an acceptance
questionnaire, and a semi-structured interview. The demographic questionnaire includes
questions regarding biological sex, age, employment, years of school completed, marital
status, insurance, annual income, type of cancer, and caregiver relationship with the pa-
tient. The acceptance questionnaire comprised 34 questions assessing the acceptance of
the goals and concepts of meaning-centered psychotherapy (MCP, 16 items), couples com-
munication skills training (CCST, 8 items), and the feasibility of the goals and therapeutic
methods (10 items) of MCP and CCST. The acceptance questions assess the importance of
the concepts and goals. The feasibility questions assess the likelihood of participating in a
psychotherapy intervention. The semi-structured interview describes the CASA interven-
tion content (Table 1) and includes five sections: (1) purpose and goals; (2) intervention
content—MCP and CCST; (3) homework; (4) other possible topics for discussion; and
(5) intervention format.
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Table 1. Caregivers—Patients Support to Latinx coping advanced-cancer” (CASA) content presented
in the interview. The X indicate the inclusion of intervention related content.

Content MCP CCST Definition

Exploring the meaning of life after a cancer
diagnosis by sharing thoughts and feelings
between the cancer patient and their caregivers and

Treatment Goal X X facilitating a greater understanding of possible
sources of meaning before and after the
diagnosis and making decisions or solving problems
Communication Skill: Speaker X Guidelines for sharing thoughts and feelings
Communication Skill: Listen X Guidelines for hstenmg. to others’ thoughts
and feelings
The will to Meaning X The need to find meaning in our existence is a basic

primary motivating force shaping human behavior.

We have the “freedom” to find meaning in our
Freedom of will X existence and to choose our attitude
toward suffering.

Frankl believed that life has meaning and never
Life has meaning X ceases to have meaning, or the potential for meaning,
from the first moments of life up to the end.

Three question exercise regarding encountering

Homework: Encountering Life’s Limitations X e e o
life’s limitations.

Our identity is significantly influenced by the
Identity X people, roles, and other aspects of our life that give
our lives meaning.

Connecting w/life through love, relationships,

Experiential I f Meanin, X
xperiential Sources of Meaning beauty, nature, and humor.

Actively engaging in life via work, deeds,
Creative Sources of Meaning X accomplishments/via courage,
commitment, responsibility

Homework: Share Your Legacy~Tell Your Tell your story to loved ones in your life in any
Story and Legacy Project manner that is comfortable to you.

List three ways in which you “connect with life” and
Homework: Connecting with Life X feel most alive through the experiential sources
of love, humor, and beauty.

Four sessions X Content presented in four sessions

Family integration X The integration of family into therapy

3. Analysis

Descriptive statistics were conducted using IBM SPSS Statistics 21 to examine the demo-
graphic and acceptance questionnaires. The semi-structured interview analyses, integration,
and interpretation were completed in Spanish. A coding dictionary was developed and de-
fined a priori, following standard deductive analysis procedures [5,6,16,17], which included
developing a structured coding matrix with categories, codes, and definitions [5,6,16,17]. The
qualitative codes used for the interviews included high, moderate, low, and neutral acceptance.
Acceptance was noted as high when the patient or caregiver clearly stated that he or she liked
the definition/question/exercise; as moderate when the patient or caregiver reported that he
or she moderately liked the content or they liked it but felt that other patients or caregivers
might not; and low when the patient or caregiver reported not liking the content. When the
level of acceptance could not be established, it was coded as neutral.

118



Healthcare 2022, 10, 1243

Using the report and query functions of ATLAS. i, the qualitative analysts (CP, LR,
and KS) independently coded the transcripts and discussed divergence and convergence
points [5,6,16,17]. The qualitative coders then coded the remaining transcriptions using
the coding dictionary, and meetings were held to reach a consensus about the applied
codes. Through consensus meetings, divergence, and convergence, points were discussed
in the group until consensus was met. There were no significant differences between the
coders, and if there was a difference (two to one), a consensus was reached after discussion.
Reliability was conducted through team-based consensus building. The team’s previous
publications include more details about the methodology [15-18]. All investigators had
expertise in qualitative analysis, and the last author moderated these discussions [15-18].

4. Results

Demographic survey. Fourteen patient-caregiver dyads completed the demographic
and acceptance questionnaire. The patients’ mean age was 59 years (SD = 11, range = 40-76),
57% were female, and 100% were Latinx. Patients” diagnoses included stage III cancer
(n=3) and stage IV cancer (n = 10). The caregivers’ mean age was 52 years (SD = 13,
range = 25-79), 57% were female, and 100% were Latinx. Among the caregivers, 9 were
spouses or husbands (64.2%), 2 sisters (14.2%), 1 daughter (7.2%), 1 grandson (7.2%), and
1 friend (7.2%).

Acceptance questionnaires. Twelve patients (85.7%) and eleven caregivers (78.6%)
reported high acceptance of the treatment goal. The acceptance data are summarized, and
the separate voices of patients and caregivers are included in Table 2.

Table 2. Descriptive statistics for the acceptance questionnaire.

Content N Patients % Patients N Caregivers % Caregivers
Treatment Goal 12 85.7% 11 78.6%
Communication Skill: Speaker 13 92.9% 14 100%
Communication Skill: Listen 12 85.% 12 85.7%
The Will to Meaning 14 100% 11 78.6%
Identity 12 85.7% 13 92.9%
Experiential Sources of Meaning 12 85.7% 13 92.9%
Homework: Share Your Legac'y~Tell Your Story and 1 85.7% 14 100%

Legacy Project

Homework: Connecting with Life 14 100% 13 92.9%
Family integration 12 85.7% 12 85.7%

4.1. Treatment Goal

The goal of the intervention consists of exploring the meaning of life after a cancer
diagnosis by sharing thoughts and feelings between cancer patients and their caregivers,
facilitating a greater understanding of possible sources of meaning before and after the
diagnosis, and making decisions or solving problems. On the acceptance questionnaire,
patients (n = 12) and caregivers (n = 11) reported high acceptance of the intervention
(see Table 2). In the qualitative interview, thirteen participants’ responses were categorized
with high acceptance of the treatment goal (see Table 3). See also the illustrative quotations
in Table 4.
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Table 3. High, moderate, low, and neutral acceptance of the intervention.

Categories Themes Response
Treatment Goal 12
Communication Skill: Speaker 14
Communication Skill: Listen 13
The will to meaning 10
Life has a meaning 10
. Freedom of will 11
,ngh aCC.eptance of Homework: Encountering Life’s Limitations 10
intervention content Identity 12
Experiential 12
Creative sources of meaning 13
Homework: Share Your Legacy~Tell Your 10
Story and Legacy Project
Homework: Connecting with life 13
4 sessions 10
Homework: Encountering life’s limitations 2
Identity 1
Moderate acceptance of Experiential 1
. . perientia
of intervention content Creative sources of Meaning 1
Homework: Share Your Legacy~Tell Your 2
Story and Legacy Project
Treatment Goal 2
The will to Meaning 1
Life has meaning 1
Low acceptance of Freedom of will 1
intervention content Homework: Encountering Life’s Limitations 1
Experiential 1
Homework: Share Your Legacy~Tell Your 2
Story and Legacy Project
4 sessions 2
Communication Skill: Listen 1
The will to Meaning 1
Life has meaning 3
Freedom of will 2
Neutral Communication Skill: Listen 1
Homework: Encountering Life’s Limitations 1
Identity 1
Homework: Connecting with Life 1
4 sessions 2

Table 4. Caregivers—Patients Support to Latinx coping advanced-cancer (CASA) illustrative quota-
tions for the high acceptance themes.

Themes Illustrative Quotations for High Acceptance

Regarding the intervention’s treatment goal, caregiver #3 expressed:
Treatment Goal “I think, I think it is really, really good. Since, well, how do you say it?
Because it helps.”

Regarding communication skills as a speaker sharing their thoughts and emotions,
caregiver #5 expressed:
“Well, how can I say it? Yes, they are important. They are good because one must
learn to communicate, learn to express what one feels.”

Communication Skill: Speaker
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Table 4. Cont.

Themes

Illustrative Quotations for High Acceptance

Communication Skill: Listen

Regarding communication skills as a listener when the speaker is communicating,
caregiver #12 expressed:

“Yes, it seems fine to me. It is a way to follow some steps that can lead you to not
interrupt that person who is perhaps expressing themselves at that moment,
saying how they feel and letting you go through these steps. Then you can say: ‘let
me hold on and let the person finish, even if I have any questions.” Because, of
course, they can be speaking, the person may be speaking. And if I interrupted
them, interrupted them for a moment, I stopped the thought process they were
having.”

The will to meaning, life has meaning
and freedom of will

Regarding the need to find meaning in their life, patient #13 expressed:
“Iliked it ... Iliked two, the will to meaning (desire for meaning) and freedom of
will (free will) because I believe that there are decisions or attitudes towards life, in
the face of this situation that happened to me, as well as other people. And I think
that you must face it, as you say, on the battlefield where you must fight every day.”

Regarding Frankl’s approach to life and meaning, patient #14 expressed:
“That life has a meaning was very important, now that we went back.” People say,
‘one comes here just to suffer,’, but it always has meaning.”

Regarding the freedom to find meaning in our lives and chosen attitudes toward
suffering, caregiver #12 expressed:

“That sounds interesting because, if you are telling me, to put a situation here, a
family member dies, my father died, or someone ... Well, I have freedom of will
(free will) to choose how I feel in that situation. That’s what I'm understanding
from what you are telling me. I find that reflection curious, that this person had,
that any person, every person, has freedom of will (free will) to choose how they
are going to feel, how they should face that situation. Regardless as I understand it,
any person has that right or has the freedom of will (free will), but it’s not easy and
not everyone can achieve it.”

Identity

Regarding identity, its influences, and its relationship to the meaning of life,
patient #2 expressed:
“I like it, because obviously one’s feelings on how one is, how one was and how
one is and was after the ... (referring to diagnosis).”

Experiential and creative sources of Meaning

Regarding the ways a person experiences and connects with life through love,
beauty, nature, humor, or relationships, patient #14 expressed:

“Yes, because not everyone has the same problem or, no matter what the problem
is, not everyone can play the same way and anything you can contribute to help
someone or, at least, visualize that you have ... but a problem and how you can

resolve it and how they can endure everything. I bet that it is welcomed.”
Regarding how a person actively engages in life through work, deeds, and
accomplishments, caregiver #5 expressed:
“Very good, they are interesting.”

Homework: Share Your Legacy~Tell Your
Story and Legacy Project

Regarding an assignment where the participant creates a project that integrates
meaning, identity, and creativity to generate a sense of meaning in light of their life
and diagnosis, caregiver #12 expressed:

“It’s a good thing and in the end, the person thinks about this and has the desire to
think: ‘Before I leave, I want to leave with a grand finale (gold medal). I want to
travel, if I want to travel; I want to eat all the ice cream in the ice cream shop.”
Whatever it may be. ‘Let’s do this that I have never done before and always
wanted, let’s do it.””

Homework: Connecting with Life

Regarding an assignment where the participant lists how they connect with life
through love, beauty, and humor, patient #14 expressed:

“All of them lead you to be what you are as a human being. With one you are more

open, and others are less open, but all of them lead us there.”
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Table 4. Cont.

Themes

Illustrative Quotations for High Acceptance

Family integration

Regarding the integration of a family member into the intervention, caregiver #4
and patient #10 expressed:
“As long as the person is in agreement, yes.”
Caregiver # 4
“Yes, because sometimes it is important to include another person. Yes.”
Patient #10

Four sessions

Regarding the acceptance of an intervention with four sessions,
patient #1 expressed:
There would be four, because there is time to develop the topics.

4.2. Communication Skills Training

The communication skills training includes components to assist couples in com-
municating effectively (e.g., how to speak and listen), decreasing the avoidance of crit-
ical cancer-related issues, and supporting each other. On the acceptance questionnaire,
patients (n = 13) and caregivers (n = 14) reported high acceptance of the communication
skills training speaker technique (see Table 2). Moreover, patients (n = 12) and caregivers
(n = 12) reported high acceptance of the listening technique in the communication skills
training (see Table 2). Thirteen participants’ responses were categorized as high acceptance
regarding how to listen to instructions. In the qualitative interview, all 14 participants’
responses were categorized as high acceptance of the how-to-speak instructions (Table 3).

4.3. Meaning Content

On the acceptance questionnaire (see Table 2), patients (n = 14) and caregivers (n = 11)
reported high acceptance of the will to meaning content. The meaning content is based
on the principles of Viktor Frankl’s work and his concepts of logotherapy by enhancing a
sense of meaning, peace, and purpose as they approach the end of life. Patients (n = 12) and
caregivers (n = 13) reported high acceptance of the identity content and experiential sources
of meaning content. Patients (n = 12) and caregivers (n = 14) also reported high acceptance
of the Homework: Share Your Legacy task, and patients (n = 14) and caregivers (n = 13)
also reported high acceptance of the Homework: Connecting with Life task (see Table 2).

In the semi-structured interviews (see Table 3), the content identity and experiential
sources of meaning were categorized as high acceptance, with 12 participants respond-
ing (see Table 3). The sources’ meaning content was categorized as high acceptance for
13 participants. The content related to freedom of will was categorized as high accep-
tance, with 11 responses. The content related to will meaning and life has meaning was
categorized as high acceptance, with 10 responses. Regarding the meaning content of
homework, connecting with life, the response of 13 participants was categorized as high
acceptance. Ten responses were categorized as high acceptance regarding the Encountering
Life’s Limitations and Legacy Project homework. When asked about the will to include the
Legacy Project homework, 12 participants’ responses were categorized as high acceptance.
Regarding the Connecting with Life homework, 11 participants’ responses were categorized
as high acceptance.

4.4. Intervention Format

On the acceptance questionnaire, patients (n = 12) and caregivers (n = 12) reported high
acceptance when asked about family integration into the therapy sessions (see Table 2). When
asked about session intervention length, in the semi-structured interviews, 10 participants’
responses were categorized as high acceptance, two as low acceptance, and two as neutral
(Table 3).

122



Healthcare 2022, 10, 1243

4.5. Integration of the Findings to Protocol

The text was independently reviewed, followed by consensus meetings to discuss
every intervention session, provide feedback, and discuss further modifications until a
consensus was reached. The most accepted content of Caregivers-Patients Support to
Latinx coping advanced-cancer (CASA) was included [17]. The cultural expert (NTB)
and collaborators (CP, LR, and KS) conducted the integration of the qualitative findings
to develop the CASA fixed in Table 5. The most commonly endorsed content of the
CASA intervention was Communication Skills: Speaker, followed by Communication Skill:
Listen, Creative Sources of Meaning, and Homework: Connecting with Life. The treatment
goal, the content related to identity, and the experiential sources of meaning were also
accepted, as were freedom of will, the will to meaning, life has meaning, Encountering
Life’s Limitations, and the Legacy project.

Table 5. CASA components that were culturally and linguistically adapted and integrated after
the interviews and feedback. The X indicate the inclusion of intervention related content and the
cultural adaptation.

Culturally .
Content Included Adapted Adaptation
We include an introduction section to
Treatment Goal X X discuss the treatment goal and learn about
cancer experience.
Communication We include the CCST guidelines for sharing
. X X . . .
Skill: Speaker thoughts and feelings in session one
Communication We include the CCST guidelines for
Skill: Listen X X listening to others thoughts and feelings
in session one
The will to Meaning X X We 1nclude. meam'ng—centered content
in session three.
Identity X X We include identity content in session two.
Experiential Sources X X We include experiential sources of meaning
of Meaning content in session three.
Homework: Share
Your Legacy~Tell We include the Legacy project on session
X X
Your Story and two homework
Legacy Project
Homework: X We include the Legacy project on session
Connecting with Life three homework
4 sessions X Content change to be presented in 4 sessions
Family integration X X We integrate family related content to

the intervention

Dr. Rosario Costas Muiiiz, the treatment and cultural expert, reviewed the text to
ensure the adaptation considers the dimensions of the ecological validity model, a frame-
work used to create culturally sensitive interventions for Hispanics [18]. Fidelity to CASA’s
concepts, goals, and a theoretical model was preserved during the adaptation process to
ensure language, metaphor, strategy, cultural context, and value acceptance. See Table 5 to
see the intervention protocol’s content and adaptation.
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5. Discussion

This study aimed to obtain patient-caregiver dyads’ initial evaluation of the Caregivers-
Patients Support to Latinx coping advanced-cancer (CASA) protocol, specifically tailored
to address spirituality and communication among Latinx patients. Included in this brief
report were results from the interviews conducted with patients and caregivers to help
adjust and refine the protocol. Based on the findings of the acceptance questionnaire and
the semi-structured interviews, the study team refined the intervention content and format.

Latinx patients and caregivers described the communication skills content as highly
acceptable and relevant to coping with patient and caregiver needs. The most endorsed
content of the CASA intervention was Communication Skills: Speaker, followed by Com-
munication Skill: Listen. These findings are consistent with the literature [6,7] suggesting
the acceptance of incorporating communication skills training in patients-caregivers coping
with cancer. The team only includes the most acceptable content for the adaptation of
CASA. These include incorporating the content endorsed by the caregivers and patients
through the semi-structured interview related to Creative Sources of Meaning, identity, and
experiential Sources of Meaning. Participants also reported high acceptance of freedom of
will, followed by the Will to Meaning, Life has a Meaning and Homework Encountering life
limitations and Legacy project. This acceptable content was similar to the team’s previous
research in adapting individual meaning-centered psychotherapy (IMCP) for Latinxs [6].
We also integrate the adapted protocol’s most accepted intervention homework by patients
and caregivers: the Legacy project and Connecting with Life.

Concerning the format of CASA, many participants preferred sessions accompanied
by caregivers; however, some patient—caregiver pairs reported the barrier of attending
simultaneously. Thus, the intervention length was refined based on the findings of the
semi-structured interview and recommendations of the cultural expert. As suggested in
the findings from the acceptance survey, the format of the CASA intervention will need to
match the needs and resources of patients and caregivers (e.g., videoconferences, telephone
intervention, or home visits). As evidenced by the present study, most participants reported
high acceptance of incorporating caregivers into the intervention and high acceptance of
the intervention length.

6. Conclusions

In conclusion, patient—caregiver dyads found CASA’s communication and meaning
content acceptable, as evidenced in the acceptance survey and semi-structured interviews.
Additionally, caregivers and patients expressed the acceptance of participating in this
intervention together. The results make the CASA adaptation an essential step towards
refinement and piloting with Latinx families coping with advanced cancer. Furthermore,
including communication skills and meaning-centered content will assist Latinx patients
and caregivers with their palliative and end-of-life decision-making.

Implementing CASA in different communities is feasible because of this study’s variety
of patients and types of cancers. However, cultural differences should be considered. This
study may contribute to the development of cultural adaptations by proving sensitive
ways to conduct interventions. Given the heterogeneity of Latinx culture, it will provide a
practical way to facilitate the way interventions are conducted with Latinx patients. This
line of research’s future direction should include the adapted intervention’s pilot test.

7. Limitation

Consenting with patients and caregivers and collecting data remotely were challenging
and time-consuming. An additional limitation was that the team did not include a pilot
test of the intervention. We also did not have sexual orientation and sexual identity in
the demographic data. By not collecting this critical information, we could not divide
the responses by gender or sexual identity or consider the gender of the interviewer
for the results of this study. For future studies, we should consider the participants’
sexual orientation and sexual identity to report findings. Nonetheless, these preliminary
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findings suggest that a patient—caregiver intervention is acceptable and may be a promising
approach to managing spirituality and communication in patients and caregivers coping
with advanced cancer.
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