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caregiving comes with its challenges Family caregivers aren’t always prepared for these challenges
ahead, thus leading to more psychological difficulties and isolation of caregivers during the care.
There has been considerably much research on palliative care patients however, not as much on the
caregivers hence the aim of the research is to shed light on the psychological effect of informal
palliative caregivers, emphasizing on how they manage or cope with the emotional strains. Further-
more, what kind of support they require and is available to them from health care, especially nurses.
The research questions in focus are (1) What are the psychological difficulties experienced by pal-
liative care givers? (2) What support is available for promoting Palliative care giver’s mental well-
being? (3) What is the nurses’ role in supporting informal palliative caregivers? The study was a
literature review with an inductive content analysis.

The theory of Transactional model of Stress & copping and cognitive appraisal by Lazarus & Folk-
man was used to explore the connection between palliative caregiver's psychological distress and
the appraisal and coping mechanism.

Results indicate that caregivers display psychological problems and their mental well-being is im-
paired also there is availability of support to some degree but caregivers may lack the information
and the knowledge on how to access the support needed.
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1 INTRODUCTION

The reality of dying at home is identified as a more comfortable and respectable experience than
dying in a hospital even though the vast majority of patients die in a hospital. In addition, it is cost
effective for many families as opposed to keeping their loved one in a hospital, hence the promo-
tion of home-base care by health care services. Therefore, families are choosing to accept the re-
sponsibility of caring for their loved-ones during end of life instead of the alternative, hospitaliza-
tion. Even with the benefits attached to family caregivers it comes with its challenges and prob-
lems. Often times these challenges lead to caregivers neglecting their own well-being due to the
perceived level of responsibility and care duties of their loved-one. (Harding, Epiphaniou, Hamil-
ton, Bridger, Robinson, George, Beynon and Higginson. 2011; Ventura, Burney, Brooker, Fletcher
and Ricciardelli. 2014).

Though the focus lies on the patient, the caregiver should not be forgotten, as it is a natural part of
the care process. It is recommended by The National Comprehensive Cancer Network (2013) that
in palliative care, support for family members should be incorporated as an essential part. The
guidelines written by The National Comprehensive Cancer Network (2013) are essential to nurses
when supporting informal caregivers in palliative care, since they give recommendations and aid

in assisting and improving the support (Grant et al., 2013).

It’s very rewarding to care of a family member or a loved one during end of life, nevertheless it is
also indicated that caregivers experience fatigue. Especially when their support network becomes
strained as time passes. In palliative care family caregivers aren’t always prepared for the chal-
lenges ahead, thus leading to more psychological difficulties and isolation during the care. Rela-
tively little research has been done in developing different interventions to address the different
needs of palliative caregivers. Research has shown that there is a lack of communication and in-

formation to informal palliative caregivers, which is a key issue that could be addressed and



avoided with support from health care staff. The lack of supportive interventions leads to caregiv-
ers being under prepared for challenges ahead. Yet informal caregivers often lack information and

what to expect while caring for a dying person (MacLeod et al., 2011).



2 BACKGROUND

Palliative care is an approach aimed at improving the quality of life of patients and their families
facing the problem associated with life-threatening illness. Palliative care is the prevention and
relief of suffering by means of early identification and impeccable assessment and treatment of
pain and other problems, physical, psychosocial and spiritual (WHO, 2015).

Today most countries have an increase in the elderly population, due to the generation known as
the "baby boomers™ have reached retirement age. As a result of stupendous progress in health care,
life expectancy has increased. The opportunities are broader both in home- and hospital environ-
ments for terminally ill people to receive care. Terminally ill patients require both physical and
psycho-social care. Thus, emphasizing the essential in effectively functioning health care systems
and competent care givers. Furthermore, patients wish to spend their last days at home with their
loved ones. Nowadays, more than often caregivers for terminally ill patients are family members
(Williams et al., 2010).

There has been considerable research on palliative care patients however, not as much on the care-
givers. Furthermore, a large amount of previous research is focused on cancer patients. Home
based caregiving for palliative patients encompasses considerable financial, physical, social and
not to mention emotional strain. There are about 100 million family caregivers in Europe, whose
contribution to caring for their loved ones is likely to exceed the financial cost for formal nurses

providing care (Aoun et al., 2015; Morris et al., 2015).

Family caregivers play a crucial role and undertake multiple tasks, including being the patients
advocate, assessing symptoms and managing the patient’s hygiene and medication. This exposes
caregivers to considerable challenges, which they don’t receive much support for. The focus is
usually on the patient’s needs and care, which often leads to the family caregivers being forgotten.

Hence, the focus in this review is mainly on highlighting the psychological effects of palliative



caregivers and emphasizing on available support for palliative caregivers (Hudson et al., 2008;
Funk et al., 2010).

Research suggests that family caregivers often have limited information and support to prepare
themselves for their caregiving role. Thus, family caregiving is usually associated with unfavora-
ble physical, social and psychological issues. Therefore, the focus in this review is how informal
caregivers are effected by the caregiving process and what support is available to them, neverthe-
less what support nurse can provide and how they can be implemented. Caregivers often experi-
ence difficulties when caring for their loved one, be it physical, emotional, financial or social, it
often impacts their psychological wellbeing. Hence the questions in focus are what are the psy-
chological difficulties informal caregiver experience and what support is available for promoting
their mental wellbeing.

2.1 Palliative care

Palliative care offers support for the patient and carers to live as actively, pain free and comfort-
ably as possible, moreover dealing with both the patient and the caregivers’ needs. In other words,
the aim of palliative care is to enhance the quality of life for the patient and help the family and
others involved to understand the situation at hand. Palliative care uses a multidisciplinary ap-
proach and offers support to the patient and carers to live as actively as they can for as long as
possible. (Ventura et al., 2013).

According to (WHO, 2015) “Palliative care is an approach that improves the quality of life of
patients and their families facing the problem associated with life-threatening illness, through the
prevention and relief of suffering by means of early identification and impeccable assessment and
treatment of pain and other problems, physical, psychosocial and spiritual.” Furthermore, it is
stated that: “Palliative care involves relief from pain and distressing symptoms that a dying patient
might have. In palliative care death is regarded as a normal process, without hastening or postpon-

ing death. It is simply to make it more comfortable by any means for the dying person. It involves
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physical, psychological and spiritual aspects of the patients’ care. Further-more, it offers support
for the family to cope during the patients’ journey. It is a holistic view of the patients care with
including the family. Palliative care is to enhance the patients’ quality of life and help all parties

understand the situation better” (WHO, 2015).

Palliative care services are provided in hospitals and in home settings. Palliative home care has
become the dominant model in end of life care. In this review the focus is on home-based palliative
care, which has become one of the main models of palliative care. In home base palliative care the
patient stays at home and usually a family member, who is their caregiver, cares for them. The aim
is to live as normally, pain free and comfortably as possible. The patient receives the same care as
in a hospital, only that they can be more comfortable and have their own routines. Home-based
palliative care offers many benefits including making own decisions, comfort and having choices.
It is also regarded as a more dignified experience to die at home, although most of the patients
don’t die at home in the end (Ventura et al., 2013).

Additionally, home-based palliative care is more cost-effective compared to hospital care, which
is why it is promoted by hospitals and healthcare facilities. Although there are many advantages
with home based palliative care, challenges remain in implementing optimal services. In home-
based palliative care the caregiver is usually a family member. Thus the care and services for the
patient depend on the contributions of the family caregivers to make home-based palliative care
possible (Ventura et al., 2013).

Research shows that in home-based palliative care family bonds were developed with the dying
person. Caregivers could assess the patients comfort better, due to much time spent together in the
home setting. The home was also viewed as a more comfortable setting and patients would feel
more secure being at home. Family caregivers also felt more in control with the situation, since
they were able to set routines, home settings also gives the family more time with the dying person
and with each other. It also took away the stressful factor of separating which happens in a hospital

due to visiting hours. Family caregivers also didn’t worry as much when the dying person was at



home as oppose to being hospitalized. Furthermore, the home environment helped to maintain a

sense of peace for the bereaved caregiver (Morris et al., 2015).

2.2 Palliative caregiver

Caregivers are heath care workers that provide care for patients, however ‘caregiver’ in the review
it is referred to as informal caregivers that care for their family member at home. Informal care-
givers are essential for the care of patients with physical or mental impairments. Caregivers per-
form essential tasks that are day-to-day chores, such as buying groceries, cooking, cleaning the
house or doing laundry, helping to get dressed, showering and providing medical care. Also, co-
ordinating care with different health care providers and making medical appointments. When it
comes to finances the caregiver arranges bills and manages both their economics and legal matters
for them. Caregivers are also there for the patient to help them cope with their situation. A care-
giver experience might be positive which helps them to cope with the illness or condition of a
loved one. However, most of the time it is demanding, mind consuming and it may have a negative
effect on the caregiver (Herbert et al., 2007). Family caregivers play a critical role in the patients’
care, not only do they undertake the different tasks mentioned above, but also symptom assess-
ment, managing symptoms at home and medication administration. The caregiver experience is

very diverse and it often presents unique challenges (Hudson et al., 2008).

According to (omaishoitajat.2015) a caregiver is a person who provides care for a dying person or
someone with a chronic condition, disability or other special needs of assistance due to not being
able to cope with their daily lives and chores independently that requiring care.

The concept of caregiver has only been recognized since the 1990s even though caregivers have
always been there. In Finland informal caregivers have been carrying an invisible responsibility.
In the past two decades’ informal caregivers have become more visible and their everyday life
caring for their loved one has become more apparent (Omaishoitajat. 2015). There are also differ-
ent cultural approaches regarding caregivers. In today’s society there is a great diversity and fam-

ilies from different cultures bring their own tradition and rituals to the caring process. In many
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cultures there are expectations for family members to care for their own and in some cultures

daughters or daughters-in-law are expected to take the primary caregiver role (Pavia et al., 2015).

An informal caregiver can be a spouse, a daughter, a son, grandchildren, and daughter- and son in-
laws. It may also be a friend, a loved one, a partner, a relative or any other person who takes care
of a loved one in need. As mentioned earlier, a caregiver can be a nurse or other official health
care workers who get payed. Informal ones are often unpaid and without a medical background
(Ratkowski et al., 2015).

The level of burden informal caregivers experience is very high. This brings forward the signifi-
cance of the nurses’ role in palliative care. When informal caregivers take care of their loved ones
they need assistance in different ways. They need guidance and someone they can turn to for help.
Nurses play an important role here. Considering the high burden level, there is a critical need to
develop and implement support and intervention methods necessary for nurses to comprehend.
Health care professionals should make sure that the caregivers get the appropriate and suitable
support and resources available to help them manage with caring for their loved one. Caregivers
also feel positive about caring for their loved one, positive features include normalcy and sense of
pride. It also gives the opportunity to show their love and affection. Furthermore, it gives a sense
of relief, accomplishment and inner peace. (Grant et al., 2013; Funk et al., 2010).

There is an abundant amount of caregivers and the number keeps growing with the aging popula-
tion. There is, however not an exact number of how many family caregivers there are. Due to the
large amount of informal caregivers there is necessary need to understand implications better.
Morris et al. write that The National Institute for Health and Clinical Excellence (NICE) describes
family caregivers as people with a close social and emotional relationship, not merely those related
by kinship or marriage. Nowadays it is more common for patients to be at home with their family
member taking care of them. There are numerous tasks that informal caregiver do, including
providing medication, managing symptoms, feeding the patient and so on. Therefore, it is neces-

sary for health institutions to be able to assist them in managing at home (Morris et al., 2015).
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There is a growing recognition of the essential role family caregivers’ play. However, there still
remain knowledge gaps regarding how to best support caregivers when their loved one is dying. It
is also important for health care personnel to understand how the home environment for palliative

patients might affect family carers. (Morris et al., 2015).

2.3 Mental well-being

Mental health or mental well-being is challenging to define accurately, in that, there is no universal
definition. However, the large consensus on these terms are that if an individual is able to function
properly and perform their role in society with an appropriate behavior that is approved or is a
norm in a given society then they are mostly deem as mentally healthy. On the contrary if a person
behaves inappropriately and is unable to carry out their role in society or function properly. They
are regarded as mentally unhealthy or even mentally ill (BT Basvanthapa., 2011).

Often mental health is referred to as a "state of well being"” There are many aspects to be consid-
ered when speaking of mental healthiness that will encompass a total health. These aspects are
satisfaction, accomplishment optimism or positive outlook and so forth, suggesting that physical
health alone is not viewed as an individual being healthy. Moreover, mental well-being is a positive
combination of intellectual, emotional physical and spiritual element of an individual. Mental
health is usually also seen as an absence of a psychological disorder or having some level of intel-
lectual and emotional well-being, furthermore it is an individual's possession of a positive traits
that enables them to enjoy life and to harmonize their daily living and psychological resilience (BT
Basavanthapa., 2011). According to (WHO 2014) mental health is defined as a state of well-being
in which every individual realizes his or her own potential, can cope with the normal stresses of
life, can work productively and fruitfully and is able to make a contribution to her or his commu-
nity.

In the review of palliative caregiver’s mental well-being, the focus was mainly put on the emo-

tional status of caregivers. The effect and strain of caring for a dying loved one has on the mental
11



well-being of caregivers. Even though there is a considerable amount of research done on the
caregiver, especially on their hardship or the physical strain. There is however a limited compre-
hensive knowledge on their psychological well-being (Neena and Colin 2002). Palliative caregiv-
ers may go through physical and psychological reactions as a result they do require various sup-
portive care as highlighted by World Health Organization. They assume many different roles for
instance physical role which includes giving medication, personal assistance like bathing, dressing,
monitoring symptoms. Emotional role, these constitutes listening, talking, reading, giving love and
companionship and practical role such as handling financial matters (P Hudson et alt., 2008).

In addition to these responsibilities caregivers have to deal with the fact that their loved ones are
in much pain, not to mention the impending death of someone they care about. These aspects pose
an exclusive challenge no matter how experienced and hardy a caregiver may be. The emotional,
social, physical and financial consequences of caring for a loving family member is hefty. These
impact are manifested in caregiver as exhaustion, fatigue, anxiety, sleeplessness, weight loss, de-
pression and burn out, hence affecting the mental well-being (P Hudson et alt., 2008). Caregivers
experience more psychological distress, develop anxiety and show signs of depression advance-
ment that are in accordance with the progression of the patient's condition. These stressors not only
pose threat to the caregiver's mental and physical well-being but also endangers the patient, hence
the recognition and consideration of caregiving stressors remain essential for not only the caregiver
but also the patient (Ratkowski et alt., 2015).

2.4 PSYCHOLOGICAL DIFFICULTIES

Mental health, psychological difficulties or emotional strain emerged as a main theme in the study.
The psychological impact of palliative caregiving is evident in the data collected. Psychological
need in caregiver was more extensive than physical need. There was availability of physical sup-
port to some degree and what carers have voiced concerns on is the scarcity of psychological
support for instance a counselor or a peer support. The indication of the findings is also that care-

givers are susceptible to impaired mental health (Ventura et al., 2014; Song at al., 2011). There
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has also been a correlation between patient's poor psychological well-being and the caregivers

increased psychological distress and burden (Ratkowski et al., 2015). Most of caregivers are not

mentally prepared for the responsibility ahead and have an unclear understanding of the meaning

of being a caregiver (Munck et al., 2008). In a study done in Quebec Canada about family care-

giver's burden, it has been found that 41-62% of family caregivers experience high level of psy-

chological distress compared to the general population (Stajduhar., 2013). Caregivers struggle with

their own health both physical and psychological health and they show problems such as depres-

sion, back pain, ulcers and even heart disease (Harding et al., 2011).

The difficulties experienced by caregivers are further explained through various psychological as-

pects such as stress and depression, anxiety and physical and emotional burden.

Stress and Depression; As caregiver’s burden increase so is their stress, there is evidence
of direct proportion between the two. Even the availability of support it may not help with
demanding nature of the caregiving role which affirms the existence of stress within care-
givers (Hudson et al., 2008). Caregivers reported depressive episodes also a higher preva-
lence of depression among caregivers was noted (Song at al.., 2011) Patients or loved one's
sadness or worrying seems to be the most stressful issue for caregivers, also other issues
that has been found to effect stress level in caregivers are physical aspects like Patient's
lack of appetite, pain and weight loss. (Ratkowski et al., 2015) The unpredictability nature
of the care giving process not to mention the disruption of life and the feeling of isolation
pose a great emotional stress on caregivers. Caregivers also show levels of depression iden-
tical to that of the patient and higher than the general population (Stajduhar, 2013; Totman
etal., 2015). In a qualitative study about caregivers challenges it was noted that caregivers
experience distress as the patient condition deteriorates since caregiver have no control
over the deterioration of the patient's condition and despite their effort to minimize it (Har-
ding et al., 2011).

Anxiety; Caregivers show a rise in the level of anxiety (Hudson et al., 2008; Song at al..,
2011) A constant worrying about the patient even when they are not in their presence

(Munck et al., 2008). In some study they found out that many family caregivers show
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higher anxiety level than the dying patient (Stajduhar, 2013). Caregivers find themselves
in constant alertness situation, they mention being in a state of hypervigilance and being

anxious (Totman et al., 2015).

Burden; Caregivers face a great deal of responsibilities which bring about physical prob-
lems that increase caregivers burden, among these burdens are financial burdens which is
associated with risk of developing depression hence causing mental health impairment
(Hudson et al., 2008). The great physical burden comes as an addition to the existing psy-
chological challenges which is manifested in fatigue and sleep deprivation. The burden is
so great that some family caregivers stop taking care of themselves, they do not eat properly
and many times it even affects their occupations or work and their financial status (Staj-
duhar, 2013; Harding et al., 2011).
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3 THEORETICAL FRAMEWORK

When discussing theory, it usually refers to how we explain facts. The word theory comes from
the Greek theoria, which means "contemplation or speculation”, according to VVocabulary.com.
It’s essential to support or hold a theory of the research study when researching, a theoretical
framework is structured to do such. Theories are developed to explain, grasp and foresee phenom-
ena. Furthermore, to challenge and enhance the knowledge we have within the limits of critical
bounding hypothesis. The theoretical framework is a frame of references that illustrates and intro-
duces the theory that explains why the research problem under study exists (University of Southern
California, 2015).

The theory used in this review is a “Transactional model of Stress & copping and cognitive ap-
praisal” by Lazarus & Folkman. This theory states that there is a transaction (communication,
interaction) that takes place between an individual and an environment, and stress comes from an
imbalance between the demand of life and the recourses available to a person. Thus we become
stressed when the demand or the pressure exceeds our recourses and ability to cope. Also the
meaning of stressful event is more important than the event itself. Two appraisals, primary and
secondary, are central to Lazarus' cognitive theory of stress which affect how an individual cope
through his or her perception of personal control over stressful situation. Emotions of an individual
depends on cognitive appraisals of the relationship between the individual and the environment
and available options for coping. Therefore, the primary and secondary appraisal process causes
emotion (Lazarus and Folkman, 1984, 1987).

The transactional model of stress is a plan that combines aspects like stress, appraisal and coping
theories. It explains how these aspects will relate to a person’s reaction to psychological issues like
stressful situations. This theory can be effectively used in the estimation and evaluation of an in-
dividual’s psychological stress and coping responses. Although the transactional model is contin-
ually used in a great amount of stress research, the current focus is rather on the stressor (Perrewe
and Zellars, 1999).
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The theoretical Framework is believed to be suitable since the review is about mental health (stress,
depression) of palliative caregivers and the copping strategies or support. The articles used mostly
mention the stress palliative caregivers endure in the caregiving process. According to (Lazarus
and Folkman, 1984) the interpretation of stress and the availability of resources to cope are con-
siderable aspects of Stress. In the research it has become apparent that palliative caregivers do not
have much support or they lack resources to meet the demand of caring for a dying person. This

leads to stress and even depression.

The transactional model of stress and coping by Lazarus and Folkman (1984) has laid out a ground
for understanding caregivers and families’ responses to supporting a terminally ill person (P. Hud-
son, 2003). This model has been previously used to understand the issues’ related to end-of-life
care from the psychological point of view. It has been used to detect stressful events impacts on
caregivers. It has also been encouraged to be used in palliative care research for it brings forth the
stressors for caregivers which are diverse (e.g., taking up on a huge role, financial strains and end
of life decision making) and their various appraisals, which how they perceive their caregiving
role and the recourses available to them (Hebert et al., 2007).
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4  AIMS AND RESEARCH QUESTIONS

The aim of this review is to shed light on the psychological effect of informal palliative care givers,
emphasizing on how they manage or cope with the emotional strains. Furthermore, what kind of
support they require and is available to them from health care, especially nurses. Nursing implica-

tions will also be brought forth through the nurses’ role in supporting informal care givers.

The research aims at answering the following questions;

1 What are the psychological difficulties experienced by palliative care givers?

2 What support is available for promoting Palliative care giver’s mental wellbeing?

3 What is the nurses’ role in supporting informal palliative caregivers?
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5 METHODOLOGY

Literature review is the method used in this study with inductive analysis as the method of analyz-
ing the data. A literature review should be able to show a reader that the main aspect concerning
the topic or the questions has been understood and that it is not a description of what others have
published in a summary form, instead it should be of a critical discussion of the acquired
knowledge. Furthermore, it is a synthesis of a published work. (Birmingham city university.2011)

In a literature review the author situates the research focus with the context of the academic com-
munity and reports the critical review that is relevant literature and furthermore, fills in the gaps
within the literature that the research attempts to address. A Literature review is going through
previous research and understanding, interpreting and analyzing, clarifying and developing an ar-
gument for or against it. The process of conducting and reporting a literature review helps clarify
thoughts regarding the study, not to mention establishing a framework to help present and analyze
the findings. In a literature review one becomes aware of relevant work of others, what is already
known and understood and if the research question and research is relevant. When conducting a
literature review one simply searches for articles or any literature data that regards the research

question being asked, and re-views them (University of Leicester, 2009).

It is resourceful to do a literature review with small scale writing project, especially for beginners,
since one reads about how others have done research and gets ideas and understands how much
data there is regarding the research question, to name but a few. A literature review can establish
the con-text and rationalize the study and confirm the choice of research question/focus (Univer-
sity of Leicester, 2009).

5.1 Data collection

Prior to data collection research questions were formulated and agreed upon by the authors. Sub-

sequently Arcada University of Applied Sciences databases were accessed. Which include
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EBESCO, SCIENCE DIRECT, SAGE and PUBMED. The articles found in these databases pro-
vide pre- existing information and knowledge about the topic and research questions. The key

b1 % ¢ AN 1Y

words used for the search were set, which are “palliative care”, “caregiver”, “stress”, “mental
health”, “quality of life”, “coping strategies” and “mental stress”. The search strategy used was
Boolean search operator with the connecting word “AND” This data collection process is further

demonstrated clearly in the following table.

Table 1: Articles retrieval

Data bases Search Category Number Relevant | Selected
of Hits Articles | Articles

EBESCO Palliative care at home AND mental health | 126 24 6
AND caregiver.
Palliative caregivers AND coping strategies. | 6 2 2
palliative care AND stress 658 178 4
Palliative caregivers AND mental health 18 8 1
Quality of life AND palliative care AND
caregivers 315 91 3
Quality of life AND caregivers
3,240 863 2
PUBMED palliative caregiver AND stress
283 3 1
SAGE Palliative medicine journal: palliative care- | 2 2 1
givers AND coping strategies
Palliative medicine journal: family caregiv- | 213 1 1
ers AND end of life
SCIENCE palliative caregivers AND mental stress 1,497 34 2

DIRECT
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In EBESCO six searches were carried out, with the manipulation of the search words mentioned
above. First search, search words used were: palliative care at home AND mental health AND
caregiver. The second search, search words used: palliative caregivers AND coping strategies. The
third search: palliative care AND stress, the fourth search: Palliative caregivers AND mental
health. The fifth search: Quality of life AND palliative care AND caregivers. The sixth search:
Quality of life AND caregivers. In PUBMED one search was carried out with the use of Palliative
caregiver AND stress as the search words, this was followed by SAGE database in which two
searches were carried out. In both searches Palliative Medicine journal was accessed and searched
words palliative caregivers AND coping strategies was used in the first one, and in the second
search the words used were family caregivers AND end of life. Finally, the Science direct database
was accessed and one search carried out with search words, palliative caregivers AND mental

stress.

Preceding the search, criteria were set and research questions formulated with an aim of only se-
lecting article that would meet the standards. The selected articles must have been published in
English. They must have been free to access with no price on them, since the review was not
funded or sponsored and the articles must have been full text available. All the articles had to have
been published from the year 2005 - 2015. These criteria were set in order to have recent and
updated material for the study. In addition, due the abundance of articles published prior to the

year set, it had to be limited.

To ensure the reliability of the review, criteria were set to exclude articles. In this criteria all the
articles that contained irrelevant information and are deemed unscientific were not considered.
Articles below the year 2005 were removed, also anything published in any language other than
English was dismissed. Articles that required payment were excluded, also in the exclusion criteria
were articles that were not full text. Following these criteria nineteen articles were considered and

selected for the review. The selected articles are further demonstrated clearly in the table below.
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Table 2: Summaries of the articles used in analysis

Samar M Aoun,
Linda J Kristjanson
WA, David C Currow
Peter L Hudson

nally ill: at what cost?

view

Avrticle Number Title Year Methods used | Results/Conclusions

Article 1 Home-based palliative 2014 Systematic lit- | The focus of the study is im-

Adriana D Ventura, care: A systematic litera- erature review | proving aspects of patient

Susan Burney, Joanne | ture review of the self-re- care, such as communica-

Brooker, Jane ported unmet needs of pa- tion. Health professionals

Fletcher and Lina tients and carers need to be more efficient to

Ricciardelli prevent or reduce suffering
in areas such as psychoso-
cial domains.

Article 2 Family carers providing 2015 Narrative lit- | Better understanding of is-

Sara M Morris, Claire | supportto a person dying erature review | sues affecting family care

King, Mary Turner in the home setting: A givers at home can help to

and Sheila Payne narrative literature review improve community ser-
vices.

Article 3 Supporting family care- 2015 a stepped The Carer Support Needs

givers to identify their wedge cluster | Assessment Tool was found

Samar Aoun, Kath- own needs in end-of-life trial to be an easy assessment
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5.2 Data Analysis

Data analysis is essential in determining the reliability for a review. It is a summery and description
of collected data which is attained by using various methods. Depending on the researchers’ ap-
proach and research question data analysis can differ (Seaman and Verhonick., 1982). The method
used in this study for analyzing data is qualitative content analysis. Qualitative content analysis is
a method that describes, summarize or examines contents and themes found in data by interpreting
and summarizing the material at hand. It is interpretive and theoretical in nature. It is summarized

as ratios, percentages and proportions (Chesnay., 2015).

Qualitative content analysis is the method used to analyze data and translate its context. It can be
used in both inductive and deductive means. Inductive and deductive content analysis consist of
three essential phases, first being the preparation phase. This phase involves collecting relevant
data and understanding the raw data. The second phase is organization phase which for instance
in the inductive approach involves coding and building categories. Whereas in deductive approach
the organization phase involves developing matrix categories. Finally, the third phase is the re-
porting of the result whereby the findings are described phenomenon by the content of the devel-

oped categories using either deductive or inductive approach (Elo et al., 2014).

Based on the description of the inductive and deductive approach and the content analysis it was
agreed that content analysis using inductive reasoning is the best method to analyze data for this
study. The data collected was assessed in relation to the research questions and the aim of the
study. The research questions “What are the psychological difficulties experienced by palliative
care givers, what support are available for promoting Palliative care giver’s mental wellbeing and
what is the nurses’ role in supporting informal palliative caregivers” have been used as guidance
to obtain data that was then made sense of by understanding as per the preparation phase of the

inductive approach.

The articles selected were then organized by using open coding process. Firstly articles were num-

bered in the following way [1], [2], [3]..... [19], in order to use numbers as representatives of the
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articles when referencing the text. In the analyzation of data open coding applied through which
the researcher begins the process by first reading the material carefully and pinpointing key words
that are associated with the research questions. The open coding process then continues by the
researchers making notes and headings in the reviewed material (Elo et al., 2014).

Therefore, this requires the articles being red repeatedly and thoroughly, which was done. The
articles where categorized into categories and subcategories, that were specific to the research
questions, which were then assigned separately to the writers. Notes of relevant information to the
research questions were highlighted. The highlighted portions were re-read again and the various

information listed to establish categories and subcategories suitable for the research questions.

5.3 ETHICAL CONSIDERATIONS

Ethical issues are encountered in any kind of research. There are code of conducts to be followed
in the world of writing. In order to avoid violations of thesis principles various aspects were put
into considerations. These are the principles essential to the review which began with discussing
the topic with commissioning party (Vard | Hemmet Ekenas) before starting the study. The Finnish
Advisory Board on Research Integrity have three main ethical principal: Respecting the autonomy
of research subjects, avoiding harm, and privacy and data protection. The writers read through
these principles carefully and conducted the study accordingly (Finnish Advisory Board on Re-
search Integrity, 2012). The material used in the study were retrieved from an official academic
data bases of which the writers had rights to access through being students at the Arcada University
of Applied Science. The quotations in this study came from the articles and are not directly quoted
to avoid plagiarism. Also not misquoting or mis-presenting an author’s information during para-
phrasing Themes, concepts and ideas in all the journals used were not fabricated by the authors in
any way. The writers also managed to remain objective and that the evidence based ideas weren’t
affected by any emotions. Arcada University of Applied Science’s good scientific practices in

research study were observed.
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5.4 WORK DIVISION

The bulk of the work was done together in order to achieve a well-researched quality study.
However, there was division of work in some areas of the research. In the background part of

the study, there were two essential keywords to be written about, these were; Palliative care,
Palliative caregiver and Mental well-being. These key words were shared between the Au-
thors. Author 1 (Zahra Muhamed) wrote about Mental well-being while Author 2 (Tavga Zahir)
wrote about Palliative care and Palliative caregiver. Both Authors have agreed to share in find-
ing the answers to the research questions. Author 1 (Zahra Muhamed) focused on the first re-
search question (What are the psychological difficulties experienced by palliative care givers?)
whereas Author 2 (Tavga Zahir) handled the second research question (What support is available
for promoting Palliative care giver’s mental wellbeing?) The third research question (What is the
nurses’ role in supporting informal palliative caregivers?) was answered together. The Authors

brought forth their respective findings and discussed it together to arrive at a conclusion.
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6 RESULTS

This chapter is designed to answer the research questions by looking at the data collected from the
articles. After the articles were read and analyzed two major themes emerged, these are; the psy-
chological effect of palliative caregivers and the intervention/support available (through a nurses
looking glasses). Development of themes and the provision of answers to the research questions
were possible through the analysis of the data gathered from the articles. Categories and subcate-
gories were made based on the research questions. The themes and categories were arranged in the

result section in accordance with number of the research questions.

The categories formulated for the study are further illustrated in this section and the data acquired
is used to answer the following questions; what are the psychological difficulties experienced by
palliative care givers? Which was answered in the background. What supports are available for
promoting Palliative care giver’s mental wellbeing? and What is the nurses’ role in supporting

informal palliative caregivers?

6.1 SUPPORTIVE INTERVENTIONS

Research indicates that there are relatively few interventions and those existing are mostly under-
developed but aim to assist caregivers cope with both physical and psychological issues. Interven-
tions are usually group sessions, respite care, educating caregivers, helping them cope with emo-
tional and physical strains, how to provide care and more. Interventions can focus on the relief of
patient suffering or supporting the caregiver. They go hand in hand since research shows that the
patients’ relief of pain eases the caregivers’ psychological burden. To address the unmet needs of
both the patient and caregiver, implications for interventions could be developed. The unmet needs

can be addressed separately depending on the caregiver’s needs [1, 2, 5, 8, 15, 18].

There are supportive interventions that can be used to assist family caregivers in with their situa-
tion. Erwing and Grande developed a comprehensive and evidence based tool, Carer Support

Needs Assessment Tool (CSNAT) that is applicable to use in all parts of palliative home care. It
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includes psychological, physical, social, spiritual and more aspects. This supportive intervention
tool is used to evoke caregivers concerns in a systematic way when caring for their loved one.
Caregivers fill out a format and the results will indicate in which domain they need more support.
It also encompasses support that family caregivers learn how to provide care at home for the dying
person. This includes understanding the diagnosis, knowing what they can expect to come, how to
manage symptoms and providing medication and more. Also who they can contact when they need
more support. Furthermore, if the results indicate that the caregiver needs more direct personal
support in their caring role, they can receive supportive interventions on how to look after their
own physical health, dealing with their emotional burdens or supporting their spiritual concerns.
Depending on what sort of support they need the supportive intervention changes. Health care
professional can use tools such as this to support caregivers and thoroughly go through all domains.
Following then with open communication and giving support where it is needed [3].

The various supportive interventions caregivers need are as follows:

e Information and training interventions: Studies show that communication from
health care staff to informal caregivers has a positive outcome. There is a need for
enhancement in social support for palliative caregivers. There is emphasis in con-
ducted studies that supportive interventions reduce family caregivers’ psychologi-
cal distress. Caregivers also feel more prepared and confident with their role and
that they have more support from health care professionals. Available evidence of
meta-analysis points to that home death is more possible in correlation with family
caregivers ability and chances of receiving support. Skill preparedness is associ-
ated with better quality of life for caregivers and better mental health. Measures
such as Preparedness for Caregiving scale can be used to detect how much skill
training caregivers need [2, 5, 8, 11, 15, 17, 18].

Research shows that information or arrangement session interventions can help
both the patient and caregiver benefits them simultaneously. An immense issue ex-

perienced by caregivers and patients was that the health care staff were not com-
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municating effectively within themselves and with the caregiver and patient. Pa-
tients and caregivers often needed to talk about the illness and situation with some-
one, which was not offered. More communication needs to be implemented for both
patient and caregiver to effective services and interventions [1, 15, 17, 18].

Psychological interventions: Both psychoeducational and emotional support have
reported to have a more positive caregiving experience and better quality of life
with less burden. It is identified that there is a need for better support for caregivers
through already existing evidence-based interventions [2, 5, 8, 15, 18]. Psychoedu-
cational skill training and intervention methods are found to have effect on improv-
ing the caregivers coping, overall better quality of life and reducing their burdens
[17]. Psycho-educational interventions such as Cognitive Behavioral therapy have
presented caregivers burdens becoming less and better quality of life for the care-
giver and patient symptom management easier [3, 5, 18]. Coping strategies docu-
mented in reviewed literature included maintaining hope, taking one day at a time,
maintaining control and keeping a positive outlook on the situation [11].

Support group interventions: Family caregivers often rely on family members
and friends for support, following health care personnel and hospital staff. Sharing
their feelings help caregivers deal with the stress they might experience. Supporting
the caregivers emotionally by having support telephone lines 24/7, to share their
pain and discuss any difficulties experienced has shown to benefit them. Informal
caregivers being aware of hospice services that can assist them, is considered to be
a great support for them. Support groups indicate that given the familiarity of the

same group offers support and reassurance to the caregivers participating [8].

There are several forms of support groups. A support group can exist of several
participant that meet once in a while. It can also be one-on-one with a professional
worker and it can also be sessions for the entire family among others [8, 11,
15].Weekly support sessions with debriefings have shown to be productive. To

clarify and assist in navigating health systems, information support sessions with
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the staff showed to be productive. Some informal caregivers required more emo-
tional support then others. Not only do the informal caregivers find support within
the group participants but also information packages were perceived helpful. The
information packages could contain information regarding hospice services and
other community services available to informal caregivers. This helps to raise
awareness of services and also what can be expected when being an informal care-
giver [8, 15]. Group interventions are different depending on how often they meet
and for how long. In the sessions the participants share their concerns and difficul-
ties. Not only do they receive support from the professional health care worker but
also form each-other. The open environment benefits emotional support and a sense
of belonging and normality. It also helps the caregiver prepare for their role and
ease their anxiety, stress and depressive symptoms [15].

Research demonstrates that group education programmes for caregivers, preparing
them for their roles is effective, available and suitable. It is highly recommended
that that palliative caregiver families receive this form of support, as it is viewed as
a valuable and effective strategy to support them and give them information. Also
giving them a Caregiving Guidebook prepares them for their caregiving role. It
should provide information, how to think positively, coping and relaxation strate-
gies that can be used both during a support group programme and at home. Re-
search shows that caregivers felt that group education programmes provided them
with the opportunity of having their anxiety, unmet needs and experienced normal-
ized, confirmed and supported. The time spent with professionals was valuable to

caregivers [5, 8, 15].

Religion and Spirituality: Informal caregivers experience significant changes in
their lives on several fronts concerning their daily activities, social life and more.
Research shows that religiousness and spirituality provide informal caregivers with
the strength to cope their stress and suffering associated with caring for their loved
one. Spirituality and religion represent one of the most used strategies to help both

informal caregivers’ and the patient to cope as best as possible with the situation at
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hand. A study conducted shows that participants considered spirituality, religious-
ness and other issues as a source of strength and was a coping strategy for them.
The results emphasize that having a higher being was comforting for the informal
caregivers and made them feel at peace with the situation and themselves. Study
also shows that both informal caregivers and patient’s spirituality or religiousness
increased as their loved one became more ill. Not only does it help them to cope, it
is also significant when dealing with depression, burden, social well-being, mental
health and life satisfaction to name but a few [4, 9, 12].

Studies show that religion and spirituality is a well-used coping strategy for care-
givers in palliative care. It is used to ease their pain and deal with their loved ones
illness and end of life. It can offer a sense of security and hope. Both religious and
spiritual well-being is correlated with greater overall psychological, social and
physical well-being and not to mention caregivers expressed that religion/ spiritu-
ality was associated with them having a better and healthier relationship with the
dying person. It gave them the strength to keep going, a sense of comfort and pro-
vided meaning to their situation [4, 9, 11, 12]. Nevertheless, it is very important for
health care professionals to be aware of cultural differences and recognize the
multi-dimension of religion and spirituality depending on how it is operationalized

and how the family caregiver feel about it [4, 9, 12].

Physical and respite intervention: Research has shown that physical interventions
with methods such as yoga as an exercise or long walks has marked reduction in
caregiver’s stress levels. This leading them to feel more relaxed and a general sense
of well-being [15]. Caregivers felt satisfied when receiving respite care and it gives
them opportunity to rest and also have time for themselves which leads to better
quality of life and better mental health [11, 15].
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6.2 NURSES ROLE IN SUPPORTING INFRMAL CAREGIVERS

In palliative care healthcare professionals are involved differently depending on the patient and

family caregivers needs and wishes. Nurses play an essential role in supporting both the patient

and the family caregiver. Not only do they care for the dying person, they educate and support the

caregiver in several forms. It is good to bear in mind that the caregiver is not only helping the

dying person to prepare for their death but also themselves to for the death of their relative [8, 15].

Nurse’s role in supporting caregivers include the following aspects;

Communication: Studies showed that navigating healthcare systems can be diffi-
cult. Therefore, communication between nurses and informal caregivers is truly
important. Family caregivers often rely on family members and friends for support
following health care personnel and hospital staff. Sharing their feelings helps them
deal with the stress and anxiety they might experience [8, 15]. Communication is
an extremely sensible issue for informal caregivers. Research indicates that there is
often a lack of it. For caregivers to receive support, communication with health care
personnel needs to be available to them. Thus, nurses should coordinate the care
for the patient with the informal caregiver and also be available to them at any time.
Studies have shown that informal caregivers experience more stress due to lack of
communication. Medication changes that the family caregiver did not know of in-
creased their stress, thus the communication needs to be open and the information

should be available and shared with the family caregivers at all-time [8, 11, 17].

Nurses should always inform the informal caregiver and family of any medical
changes and gives more information, as study shows caregivers often lack this and
feel left outside of the caring process. Thus, leading to more stress and worry. Is it
essential for nurses to have an open dialogue with the family and information going
both ways. Informal caregivers perceived needs has shown in studies conducted

that they also need more information about what to do at the time of death [1, 15].
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Nurses and health care workers need to listen to the caregiver and try to answer
their questions as good as possible. Rapport also shows that nurses need to com-
municate more writing themselves. Caregivers often felt they weren’t answered and
that heath care workers often answered differently, indication poor communication
[1, 15]. Communication is one of the most frequent unmet needs. Open communi-
cation with nurses and other health care workers is essential and regular talks with

both nurses and doctors is needed [1].

Emotional support: Supporting the caregivers emotionally by having support tel-
ephone lines 24/7, to share their pain and discuss any difficulties experienced has
been appraised. Caregivers being aware of hospice services that can assist them, is
considered to be a great support for them [8, 15]. It is very important for nurses to
enhance existing coping strategies during their limited time with family caregivers.
The main aspect of supporting caregiver emotionally listening to them and giving
them time [5, 11, 8].

Caregivers also needed more support in receiving information as mentioned above.
Family caregiver often lacked emotional support form nurses, which can be pro-
vided by taking the time to communicate more with them. Of course all family
caregiver are different and require different support, therefor it is essential for

nurses to make a care plan with the family to know what support they need [2, 17].

Religion and spirituality: Both caregivers and patients often put on a “brave face”
not to upset others, thus their spirituality or religiousness needs were not recog-
nized. It’s essential for nurses to ask the patient and family about they believe, as

to know how to help them or how they might receive help [1].

Educating and informing caregivers: Caregivers often feel unprepared and that
they need more support from health care personnel. Research indicates that man-
aging symptoms is a proceeded a difficulty for informal caregivers, therefor it is of

necessity for nurses to educate them on how to manage symptoms and administer

33



pain relief medication. This whilst understanding the seriousness and ethical con-
cern related to giving and managing medication. Depending on what disease the
dying person has it is necessary for the nurse involved to explain what symptoms
there might be. Also explaining the side effects of some medications for example
opiates [2, 11, 15].

Numerous reviews have conducted that what is essential in helping family caregiv-
ers is actively being part of the care. Studies show that nurses who provide care for
the dying person a home with a positive attitude and providing a holistic patient
care, who give clear and timely information regarding the patient’s condition and
care, medication and management whilst recognizing the family carer’s important
role. Studies have shown that caregivers feel that a good holistic care from health
care workers helps them to maintain a normal life and feel less burden. This leads
to reduced feelings of isolation [2, 15]. Research shows that some caregivers
needed respite from their caregiving role by having palliative home care services
to help them. Caregivers also wanted more help with everyday functioning such as
mobility [1, 11, 17].

A study has shown that one in four caregivers wanted more professional attention
concerning providing care and their competence for it. More than half of caregiver
wanted more information during the caring process, this included information about
alternative medicine, caring process and euthanasia. Furthermore, the study shows
that informal caregivers wanted more information, financial assistance, advice and
respite care from formal services. They also wished that formal services such as
home care would offer more respite and some wished that they would offer the
patient activities to help both the patient and caregiver [15]. Caregivers and patients
wanted more information about the disease and the progression of it and how to
manage with symptoms. Caregivers often required more information about what to
do when the patient passes away. A critical point was they carers expressed that
they wanted all the information in writing, since it’s hard to remember everything
[1, 15].
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Caregiver often want support and more information regarding what to monitor and
how to interpret symptoms when giving medication. Learning this they feel more
confident about when they need to contact professionals. This is essential support
for family caregivers. Studies has also found that family caregivers need support in
practical assistance, how to manage at home. With relief meaning to ease the bur-
den by family member having more time for themselves when formal caregivers

can assist in the care [2, 17].

Nurses can offer supportive interventions in different ways, such as providing coun-
selling, spiritual care, personal care and respite. In cases where nurses don’t have
resources to provide any of the mentioned supports it’s preferable to contact those

who can, for example social worker or psychological nurse [3].
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7 DISCUSSION

The Finding of the research confirm that caregivers indeed have numerous challenges. They face
great deal of responsibilities which impacts not only their physical well-being but more im-
portantly their mental health. All the finding however, cannot be identified as grounded, compre-
hensive understandings of the informal caregiver’s experience, as several studies were guided by

researches targeting particular aspects of caregiving.

Family caregivers have shown to have increased level of anxiety, stress and depression. Caregivers
often suffer from sleep deprivation and social isolation that in turn lead to high psychological
distress. When caring for a loved one, caregivers often forget to take care of themselves in terms
of not eating healthy and on time, forgetting their doctors’ appointments and not resting enough.
This has an impact on their overall psychological well-being and quality of life (Stajduhar et al.,
2013; Ventura et al.,2014; MacLeod et al., 2011).

Research indicates that informal caregivers need to be supported in different ways. Palliative care-
giving needn’t undoubtedly be stressful. Depending on how the caregivers’ personal coping re-
sources are, it varies what form of support and how much support they need. This includes prepar-
edness for the caregiving role, capabilities, having information and being able to focus on positive
aspects of being a caregiver. Therefore, strategies that aim to these domains are intended to be
included in supportive interventions that has positive psychological outcomes (Ventura et al.,2014;
Hudson et al., 2008; MacLeod et al., 2011; Hebert et al., 2007).

Caregivers have mentioned the need for support and counsellor which is a suggestion that there is
a reception of relief and psychological ease from confiding in someone (Ventura et al.,2014). Psy-
choeducational interventions which involved family caregivers attending group education pro-
gramme has shown to demonstrate increased level of preparedness which in turn lowered their

anxiety levels (Hudson et al., 2008).

Supportive interventions is also reassuring since the nurse can show their support for the family
caregiver. Meaning the caregiver wouldn’t feel alone and the interventions made the family care-

givers’ role more manageable and easier. Evidence shows that interventions can help caregivers
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with appraising the stress factors they experience with their caregiving role and view them not as
threatening. Interventions targeting several stressors of caregiving are more likely to achieve
greater effect than interventions that are narrow focused. It is also evident however, that these
interventions aren’t always attainable for caregivers to participate in due to lack of time and sup-
port. Therefore, it is suggested that one on one sessions with caregivers in their home can be more
suitable for them. Caregivers are also ambivalent sometimes regarding receiving support and usu-
ally put the dying persons’ needs before themselves. It can be difficult to target caregivers’ needs,
therefore it is suitable to have several options of supportive interventions and communicate more
regarding what the family caregivers need (Aoun et al.,2013; Hudson et al., 2008; MacLeod et al.,
2011).

Herbert et alt. (2007) suggest nursing intervention as a method to help caregivers assess the stress-
ors that influence them and less threatening. There are different studies presented in the article
about interventions and how they may help caregivers. There are group interventions and inter-
ventions within a family or just with a nurse. With these interventions, the caregiver or caregivers
discuss different matters they find difficult or need assistance in and the group or the nurse might

offer guidance.

Nurses play an essential role in palliative care where the focus mostly lies on the patient. However,
caregivers also need support from nurses to able to handle their caregiving role better and be well
prepared. Caregivers often lack communication with health care professionals, therefore commu-
nication enhancement is required between caregivers and health care professionals. It has been
found that caregivers lack preparedness and understanding in their caregiving role and wish to
have more information and knowledge regarding disease and the progression of it. Furthermore,
how to manage symptoms, giving medication and how to handle the overall caring aspect of pal-
liative care. Therefore, the need for nurses’ supportive intervention is apparent (Ventura et al., 2014;

Hudson et al., 2008; MacLeod et al., 2011).
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7.1 Relating findings to the theoretical framework

The theoretical viewpoint used in the study presents understanding into the psychological aspect
of caregiving role and how caregivers cope through creation of cognitive appraisals. The positive
correlation between the mental health of caregivers and the support available show the importance
of the transactional framework of caregiver stress and coping, which affirms that intervention may
increase positive perception in caregivers hence shielding them against negative psychological
effect of caregiving role. It is reported that family caregivers that attended psychoeducational
group program show encouraging improvement in terms of preparedness, competence and emo-
tional status, thus supporting the transactional model of coping in which caregivers evaluate their
available coping resources (Hudson et al., 2008).

Caregivers display emotional distress as seen in the findings. According to Lazarus and Folkman
(1987) emotions depend hugely on the cognitive appraisal of the relationship of an individual and
the environment and the available coping mechanism. These emotions do not arise from an envi-
ronmental demand or a situation but rather how the event is construed or understood by caregivers

as either a harm or benefit.

Appraisals do play an important role in caregiver’s mental well-being. Caregivers are faced with
a great demand which they need to overcome. In doing so caregivers appraise the situation by
assessing the nature of the demand as to whether it pose a threat to their well-being or not and
whether they possess sufficient resources to cope with the demand. Often time caregivers feel
unable to cope with caregiving demands and as a result they are manifested in their emotion and
behavioural reactions thus affecting their well- being. Given the significance of appraisals in care-
giver’s well-being, it can be used in interventions and caregiver support. It was founded that care-
givers who appraise their loved one’s suffering as inevitable and felt powerless to do anything to

alleviate it were more stressed whereas those who felt otherwise experienced less stress. Thus
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showing that the view that pain is controllable positively paralleled with the caregiver’s psycho-
logical well-being. Therefore, intervention can be designed to help caregivers appraise their care-

giving stressors as less threatening (Hebert et al., 2007).
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8 CONCLUSION

Caregivers face complex emotional challenges and high level of responsibility. Psychological dis-
tress was an emerging theme in the study, seeing how palliative care affects mental well-being of
caregivers. Therefore, caregivers’ need of support is evident. Depending on caregivers’ personal
coping resources, the form of needed support from health care professionals varies. There are var-
ious supportive intervention available for health care professionals to implicate. Due to lack of
resources and time caregivers often don’t receive the supportive interventions necessary for their
mental well-being. Furthermore, caregivers lack the information on how to access these available
interventions. It has been noted that there is a correlation between the caregivers’ mental well-
being and reception of support. Caregivers show a great deal of improvement when receiving sup-

port from health care professionals.

8.1 STRENGHTS, LIMITATIONS AND RECOMMENDATIONS

Strengths of qualitative research is that it helps in understanding diversities and individual varia-
tions. Mostly the studies reviewed in this study provided general summaries of most frequent
themes. A vast amount of scientific articles, from different data bases where used to have diversity
in cultural geographical aspects and different settings for caregiving. Two writers enabled inte-
grating two perspectives, supporting each other in remaining objective and being able to cover

much in short period of time through sharing the workload. Not to mention being thorough.

This study faced several limitations. Firstly, some useful scientific articles were not accessible or
could not be found from Arcada database, which might have been relevant to the study. Secondly,
it was expected to be easier to find more articles focusing on informal caregivers psychological
difficulties, which was not the case. It was also challenging to find scientific articles about sup-

portive interventions in palliative care from nursing perspective.
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Finally, it is recommended that future studies could focus on the psychological difficulties expe-
rienced by caregivers within different cultures and how mental wellbeing in palliative care is af-
fected within cultural, social and economic contexts. Future studies could also focus on the nurses’

intervention in palliative caregivers’ mental well-being. Also why caregivers feel unprepared for

their role.

41



REFERENCES

Aoun Samar, Deas Kathleen, Toye Chris, Gail Ewing, Grande Gunn and Stajduhar Kelli: Support-
ing family caregivers to identify their own needs in end-of-life care: Qualitative findings form a
stepped wedge cluster trial, Palliative Medicine 2015. Vol. 29(6) 508-517

Ann MacLeod and Eleanor Low, 2011 Supporting hospice volunteers and caregivers through
community- based participatory research. Health and Social Care in the Community 20(2), 190-
198

Berit Munck, Bengt Fridlund & Jan Martensson.2008 Next-of-kin caregivers in palliative home
care — from control to loss of control. Journal of Advanced Nursing 64(6), 578-586

BT Basavanthapa, 2011, Essential of Mental Health Nursing, Jaypee Brothers Medical publish-
ers (P) LTD. Newdelhi.London. Panama City. P.1- 29

Chesnay De Mary (2015) Nursing Research Using Data Analysis: Qualitative Design and Meth-
ods in Nursing. USA, Springer Publishing Company. p.1-10

Doing a literature review, 2009, University of Leicester. Accessed: http://www?.le.ac.uk/of-

fices/ld/resources/writing/writing-resources/literature-review date: 26.11.2015

Finnish Advisory Board on Research Integrity (2012) Ethical principles. Accessed:
http://www.tenk.fi/en/resposible-conduct-research-guidelines date: 12.05.2016

Grant Marcia, Sun Virginia, Fujinami Rebecca, Sidhu Rupinder, Otis- Green Shirley, Juarez Glo-
ria, Klein Linda and Ferrell Betty, 2013. Family Caregiver Burden, Skills Preparedness, and Qual-
ity of Life in Non-small Cell Lung Cancer. Oncology Nursing Forum. VVol. 40 No. 4

Herbert S. Randy, Arnold M. Robert and Schulz Richard: Improving Well-being in Caregivers of
Terminally 11l Patients. Making the Case for Patient Suffering as a Focus for Intervention Re-

search. Journal of Pain and Symptom Management 2007 Vol. 34 No. 5

42


http://www2.le.ac.uk/offices/ld/resources/writing/writing-resources/literature-review
http://www2.le.ac.uk/offices/ld/resources/writing/writing-resources/literature-review
http://www.tenk.fi/en/resposible-conduct-research-guidelines

Hudson P, Quinn K, Kristjanson L, Braithwaite M, Cockayne and Fisher J, 2008. Evaluation of a
psycho-educational group programme for family caregivers in home-based palliative care. SAGE
publications. Vol 22: 270-280

Jonathan Totman, Nancy Pistrang, Susan Smith, Susan Hennessey and Jonathan Martin.2015. You
only have one chance to get it right’: A qualitative study of relatives’ experiences of caring at

home for a family member with terminal cancer. Palliative Medicine Vol. 29(6) 496 —-507

Jong Im Song, Dong Wook Shin, Jin Young Choi, Jina Kang , Young Ji Baik, Hana Mo, Myung
Hee Park ,Sung Eun Choi, Jeong Ho Kwak & Eun Jin Kim.2011. Quality of life and mental health
in family caregivers of patients with terminal cancer. Support cancer care 19:1519-1526

Kelli I. Stajduhar. 2013. Burdens of Family Caregiving at the End of Life. Clin Invest Med 36 (3):
E121-E126.

Kristy L. Ratkowski, Karla T. Washington, Kevin W. Craig, and David L. Albright, 2015.The
Stress of Sadness: The Most Stressful Symptoms for Hospice Family Caregivers. American Journal
of Hospice & Palliative Medicine 2015, Vol. 32(7) 745-749

Lazarus, R. S. and Folkman, S. (1984). Stress, Appraisal, and Coping. Springer, New York.

Lazarus, R. S. and Folkman, S. (1987). "Transactional theory and research on emotions and cop-

ing', European Journal of Personality, 1, 141-169

L Funk, KI Stajduhar, C Toye, S Aoun, GE Grande and CJ Todd. 2010. Home-based family care-
giving at the end of life: a comprehensive review of published qualitative research (1998-2008)
Palliative Medicine 24(6) 594-607

Mental health: a state of well-being.2014.WHO. Available
From: http://www.who.int/features/factfiles/mental_health/en/ Date:10.1.2016 Methodology.

2015. Merriam- Webster. Accessed: http://www.merriam-webster.com/dictionary/methodology
date: 3.12.2015

43


http://www.who.int/features/factfiles/mental_health/en/
http://www.merriam-webster.com/dictionary/methodology

Morris M Sara, King Claire, Turner Mary and Payne Sheila: Family carers providing support to
a person dying in the home setting: A narrative literature review, Palliative Medicine 2015. Vol.
29(6) 487-495

Neena L. Chappell, R.Collin Reid.2002. Burden and Well-Being Among Caregivers: Examining
the Distinction.Oxford Journal, The Gerontologist (2002) 42 (6):772-780.

Omashoitajat ja laheiset- liitto ry 2015. Acessed online: http://www.omaishoitajat.fi/omaishoito
date 5.1.2016

Pamela L. Perrewea and Kelly L. Zellars, 1999. An examination of attributions and emotions
in the transactional approach to the organizational stress process. J. Organiz. Behav. 20, 739-752

Pavia Bianca, Carvalho Andre, Lucchetti Giancarlo, Barroso Eliane and Pavia Carlos, 2015. “O#,
yveah, I'm getting closer to God”: spirituality and religiousness of family caregivers of cancer

patients undergoing palliative care. Support Care Cancer Vol 23: 2382-2389

P Hudson, K Quinn, L Kristjanson, T Thomas, M Braithwaite , J Fisher M Cock-
ayne. 2008. Evaluation of a psycho-educational group programme for family caregivers in
home-based palliative care.Palliative Medicine 2008; 22: 270-280

Randy S. Hebert, Robert M. Arnold, and Richard Schulz. 2007. Improving Well-Being in Care-
givers of Terminally 11l Patients. Making the Case for Patient Suffering as a Focus for Interven-
tion Research. Journal of Pain and Symptom Management. VVol. 34 No. 5

R. Harding, E. Epiphaniou, D. Hamilton, S. Bridger, V. Robinson, R. George, T. Beynon, 1. J.
Higginson. 2011. What are the perceived needs and challenges of informal caregivers in home
cancer palliative care? Qualitative data to construct a feasible psycho-educational intervention.
Support Care Cancer 20:1975-1982

44



Richard Harding, Sally List, Eleni Epiphaniou and Hannah Jones. 2011. How can informal care-
givers in cancer and palliative care be supported? An updated systematic literature review of in-

terventions and their effectiveness. Palliative Medicine 26(1) 7-22

Richard. S. Lazarus, Susan Folkman.(1984) Stress, appraisal, and coping Springer publication
componey 2011.

Satu Elo, Maria Ké&aridinen, Outi Kanste, Tarja Polkki, Kati Utriainen and Helvi Kyngas,2014
Qualitative Content Analysis: A Focus on Trustworthiness. SAGE January -March: 1-10

Seaman H. C. Cathrine, Verhonick J. Phyllis (1982) Research Methods for undergraduate students
in Nursing, Second edition. USA, Prentice- Hall. p. 249-266

Study Guides : Writing. 2011.Birmingham City University. Accessed: http:/li-
brary.bcu.ac.uk/learner/writingguides/1.04.htm Date: 3.12.2015

Ventura D Adriana, Burney Susan, Brooker Joanne, Fletcher Jane and Ricciardelli Lina, 2014.
Home-based palliative care: A systematic literature review of the self-reported unmet needs of
patients and carers. Palliative Medicine 2014, Vol 28(5) 391-402

WHO Definition of Palliative Care, WHO 2015. Accessed: http://www.who.int/cancer/pallia-
tive/definition/en/ Date: 2.12.2015

45


http://library.bcu.ac.uk/learner/writingguides/1.04.htm
http://library.bcu.ac.uk/learner/writingguides/1.04.htm
http://www.who.int/cancer/palliative/definition/en/
http://www.who.int/cancer/palliative/definition/en/

46



47



