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Objective: To identify health professionals' (HPs) perspectives on the role of hope and the main challenges
faced when communicating with patients in palliative care (PC).
Methods: Search on PubMed, Scopus, SocIndex, Cochrane, and Web of Science using: palliat*, palliative care,
palliative medicine, hospice care, terminal care, long term care, supportive care, end of life (EOL) care and
hope*, followed by a thematic narrative analysis.
Results: Thirty-five studies were included. HPs' views were grouped in: Bringing out hope and Taking down
hope. HPs believe that hope is elicited through a personal patient-provider bond and exhibited through
medical treatment delivery. HPs face difficulties when delivering prognosis, referring to hospice, and pro
viding palliation.
Conclusion: Hope is conveyed through verbal and non-verbal communication. HPs struggle to account for
hope's shifting character, challenging the engagement in EOL discussions.
Practical implications: Findings show a patient-provider clash of perspectives, suggesting a gap in ac
knowledging the shifting nature of hope. An important question emerges: Are the existing theories of hope
that are solely explained from a patient experience relevant for HPs' own interpretation? Investigating the
HPs' attitudes gathered in collective experiences in PC, might contribute to answering the question in the
context of building more constructive communication approaches.
© 2021 Elsevier B.V. All rights reserved.
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1. Introduction
Hope has been extensively studied in palliative care (PC) literature
and is recognized as the main factor that contributes to improving the
quality of life for patients facing degenerative and terminal illnesses
[1–3]. Psychology theories of hope define it as "a positive motivational
state that is based on an interactively derived sense of successful agency
and pathways," wherein, agency refers to determination in meeting
goals, and pathways refer to being able to generate plans to meet those
goals [4]. In end-of-life (EOL) setting, hope reveals a different character.
More specifically, Gum and Snyder describe hope as the ability to gen
erate workable pathways to desired goals when facing a threat [5].
Furthermore, the literature offers several variations on how terminal
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patients exemplify their experience of hope. Johnson defines it as an
emotion-focused on comfort and peace in the present [6]. Hope is about
creating meaningful memories with your loved ones rather than ex
pecting a thriving future [6]. Additionally, in Duggleby et al.'s metasynthesis, older people with chronic illness interpret hope after a process
of positive reappraisal of their terminal condition as a collection of
possibilities that are wanted or desirable [7]. This work, thus, sig
nificantly contributes to the important trend of putting the spotlight on
patients’ voices in a person-centered healthcare perspective. Yet, a core
element of a person-centered approach is different relationships, espe
cially with health professionals (HPs) [8]. The main existing reviews on
this relationship emphasize the importance of patient-provider com
munication in dealing with hope in PC. For instance, Clayton et al. in
vestigated how hope is sustained during EOL discussions between HPs,
terminally ill patients, and their families. The authors explored the dif
ferent sources of hope identified by patients and the importance of a
balance between honesty and hope [9]. Olsman et al. produced a fra
mework that might be considered useful for HPs to concretely under
stand hope in PC by taking into consideration a realistic, functional, and
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narrative aspect of it [10]. Nevertheless, in our view, this valuable work
does not sufficiently account for the primary role rendered by the HPs as
caregivers in such communication. Hope has an interactive-intrinsic
dimension [11] that HPs often find difficult to manage on a daily ba
sis—on a clinical and ethical level, i.e., how to balance the duty of ben
eficence and the right to autonomy [12–14]. Thus, the objective of this
review is to identify the HPs’ perspectives on the role of hope when
communicating with patients in PC, as well as the main challenges faced
when speaking about hope. Overall, this review further enriches and
complements the existing evidence on the topic. More concretely, it
highlights areas for further exploration that can comprehensively assist
HPs in reflecting on the concept of hope in context of what they ex
perience as most critical along with communication strategies to better
interpret hope in their interactions with patients.

2.2. Data extraction
Since the results of the included studies did not report only on hope,
the data was extracted from those parts of the results section where
hope was mentioned. In the first stage of data extraction, we became
familiar with the results of each included study. A preliminary synthesis
was conducted by tabulation of the data. Characteristics of the included
studies were summarized in an extraction sheet developed based on a
random sample of five included studies (see Appendix B, Table B1).
Following this, the authors’ relevant interpretations of the findings in the
results section were extracted (see Appendix C, Table C1). Since this raw
data ranged in size from one sentence to whole paragraphs, we segre
gated and transformed it into reviewable versions that were more
comparable according to the context in which it belongs (see Appendix
D, Table D1).

2. Methods

2.3. Data analysis and synthesis

A systematic review methodology was conducted, following several
steps proposed by Cochrane Consumers and Communication Review
Group Guidelines, and this methodology ensured thus a structured ap
proach [15]. First, to identify the literature, scientific databases were
searched for the appropriate papers pertaining to studies where HPs
discussed hope with their patients. The relevant evidence was extracted
and tabulated, and followed by a question-guided analysis leading to a
narrative synthesis [16]. Since our synthesis did not aim to identify the
impact of what has been studied or evaluate the strength of the evidence
available, we did not deem it necessary to perform a quality appraisal
[17]. Notably, the opinions and experiences of HPs regarding patients'
hope were of interest for the analysis. As such, this was considered as the
best approach to reach the objective of identifying HPs' perspectives on
the role of hope in communication in PC. The methodological steps
followed are extensively explained in the following paragraphs.

We chose a narrative synthesis for our analysis since there was
considerable heterogeneity in the included studies—which were
both quantitative and qualitative—in terms of methods, participants,
and findings. The results were thus summarized and analyzed the
matically (see Appendix E, Table E1). In addition, the authors con
ducted periodic meetings that enriched the rigor of the synthesis,
where the emergent themes were discussed. Our analysis of the
perspective of HPs' role of hope in patient-provider interaction was
carried out by directing the focus on communication elements be
tween patient and HPs, thereby answering the question [18]: What
aspects of patient-provider communication, according to HPs, in
fluences hope in patients in PC and how?
3. Results
3.1. Study characteristics

2.1. Identifying the literature
Of the 5786 references initially identified, 249 were included for fulltext screening. Of these, 35 included hope in their results and HPs as the
only participants or part of a mixed participant group (see Fig. 1). Ulti
mately, 35 studies of the 5786 initially identified were included for the
review. The included studies were published between 2005 and 2019
and included a total of more than 3700 HPs, most of these were doctors
and nurses. The studies were all original research papers and included 21
qualitative papers, 13 quantitative papers, and one mixed-methods
paper. The studies originated from the USA (n = 11), Canada (n = 5),
Australia (n = 4), the Netherlands (n = 2), China (n = 2), Japan (n = 2), the
UK (n = 1), Austria (n = 1), Belgium (n = 1), Iran (n = 1), Hungary (n = 1),
Portugal (n = 1), Hong Kong (n = 1), India (n = 1) and Sweden (n = 1). The
majority of the papers concerned cancer (19), while seven featured more
than one disease, two with heart disease, one with cystic fibrosis, one
with pulmonary arterial hypertension, and one with chronic obstructive
pulmonary disease; the remaining papers did not specify the mention of
any diseases (see Appendix B, Table B1).

PubMed, Scopus, SocIndex, Cochrane, and the Web of Science
were searched in March 2020 using the following terms: palliat*,
palliative care, palliative medicine, hospice care, terminal care, long
term care, supportive care, EOL care and hope*. For the PubMed and
Cochrane searches, the terms consisted of medical subject headings
and free text words, which we combined using the Boolean opera
tors and truncations. For the search in SocIndex, instead of medical
subject heading terms, we used subject terms, whereas, for the Web
of Science and Scopus, no medical headings were applied (see
Appendix A, Fig. A1). The search review did not conform to any ac
tual definition of hope in PC when identifying the eligible studies,
attributed to the availability of a variety of relevant literature, based
on theories focused on different patient experiences. The study aim
and entailed scope did not offer any restrictions regarding extent of
review. However, the following were excluded: 1) studies published
before 2005 in a language other than English, 2) non-original peerreviewed studies, 3) case study designs, 4) editorials, 5) conference
abstracts, 6) original studies featuring no HPs as study participants,
7) studies conducted with participants not undergoing PC or services
related to it, 8) studies regarding pediatric patients, or 9) studies
mentioning the term hope only in the title and not as a feeling re
lated to the PC context. The relevant information containing the term
hope had to be part of the study’s results section as reported by the
author, not an actual quote from the participants of the study or a
reference to another study. Finally, the information that referred to
hope had to be a report of HPs' interpretations on patients' hope and
no other participants', in case of mixed participants in any study.
Therefore, results of studies where the concept of hope was solely
described by patients or other participants were excluded from the
analysis.

3.2. Thematic analysis
The HPs’ main views on the role of hope are grouped under two
main theme categories: Bringing out hope and Taking down hope. Under
Bringing out hope, we assigned the themes that describe the type of
communication for which HPs are responsible that generates hope in
terminally ill patients. Correspondingly, under Taking down hope the
themes that describe the type of communication HPs are responsible
that diminishes hope in patients in PC (see Appendix E, Table E1).
3.2.1. Bringing out hope
Under Bringing out hope, we highlighted two major themes: the
hope generated by the personal relationship between HPs and
2
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Fig. 1. Prisma flow diagram.

patients (“the interpersonal presence”) and the hope generated by
the HPs providing medical care to the patients (“the delivery of
treatment”). The results are presented below in detail.

highlight the same concept. In their opinion, the way you communicate
and say certain things in the PC context is the key to not letting hope die
[23]. Moreover, nurses in long-term settings in Turner et al. stated that
encouraging patients to talk with them generates a hopeful attitude
towards the disease [24]. Thus, it can be safely inferred that at the end of
the day, 'hope work' consists of: Showing an understanding of patients'
situations and suffering through verbal or behavioral communication, as
stated in Chen et al.’s study from HPs' interviews working in hospices
[25]. Furthermore, some studies conducted within the context of Chi
nese and Japanese culture provide a distinctive perspective of EOL. In
these cultures, hope is considered a crucial element in what constitutes a
“good death”. For instance, in Hirai et al.’s study, according to physicians
and nurses, one of the attributes of a good death is maintaining hope
[26]. Likewise, in Ito et al., one of the elements of a good death according
to oncology HPs is hope, which they fostered by communicating with
honesty, encouraging plans for the future, and providing information
about positive improvements in health status [27]. The same iteration of
hope is also observed in Haishan et al., who concludes from their in
terviews that HPs and the general public consider maintaining hope and
pleasure to be one of the components of a good death [28].

3.2.1.1. The interpersonal presence. The analyzed studies report how
HPs witness the impact that their patient interaction has on hope.
Bonding with the patients at a certain emotional level through caring
gestures seems to be imperative in helping the patients maintain hope.
For example, HPs from the Veterans Care Program in Gibson et al.
indicate that showing the patients affection and genuine caring, together
with small daily activities, can foster hope [19]. Similarly, Mok et al.
interviewed HPs in a PC unit for cancer and reported that showing
humility and understanding gives their patients peace, which HPs
interpret as being the ultimate form of hope [20]. On the same lines,
HPs working in nursing homes in Fosse et al. reported that knowing their
life stories and achieving a certain connection with the patients and their
families decreases the communication challenges around hope [21].
Putting the perspective on reaching connectedness through verbal
communication, HPs acknowledge the effect it has on promoting hope.
Salins et al. surveyed a tertiary cancer care setting, where they evaluated
the specialist PC interventions and their impact on health-related com
munication. According to oncologists, improvement in health-related
communication was appreciated and was considered a method to fa
cilitate and maintain hope with patients during their terminal illness
[22]. Physicians working in PC in Benkel et al.'s study were revealed to

3.2.1.2. The delivery of treatment. Another common interaction that is
considered as generating hope for patients in PC is the delivery of the
care itself. Health professionals inferred that just providing medical care
helps to keep a positive psychology and hopefulness in patients with a
3
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terminal disease. Concretely, Runcares et al. interviewed PC physicians
and asked them about rehabilitation as a form of providing care that is
beneficial for cancer patients. Some physicians believed that the concept
of rehabilitation was related in a certain way to hope, and could facilitate
the transition to PC by smoothing the predefined concept that PC is not
just about dying but more of a comfort-care approach [29]. There are
cases where such treatments and therapies can lead to successful results.
For instance, Clayton et al. interviewed HPs working with cancer patients
and found they often would not discourage patients from experimenting
with new treatments. This is especially true when patients live longer
than expected; HPs encourage them and give them hope to continue
with their fight against the disease [30]. Dees et al. obtain a comparable
result from their interviews. Health professionals indicate that one of the
priorities of EOL care is maintaining hope, and this is an argument to
postpone conversations about giving up medication, as medication
withdrawals can have demoralizing effects [31]. Nevertheless, some
opine that hope that generates from trying treatment after treatment is a
false hope. Namely, physicians in a tertiary specialized cancer center in
Deneault et al.'s study stated sadness and acceptance as necessary
imperatives after non-effective medical interventions and thus believed
that hope cannot be limitless [32]. The same is corroborated by HPs in
Oosterveld-Vlug et al.'s study that considered differential views of HPs
from diverse religious beliefs on EOL communication. They reported
that, although hope fosters optimism, the "circle of hope" that comes
from enduring treatment after treatment when the chances for a cure
are very small is not desirable in the long run [33].

compared to more than half of the included Hungarian physicians [38].
Hope, thus, presents a shifting character that is necessary throughout a
terminal disease, as described by nurses in Neirop-van Baalen’s study.
They noted that repeatedly trying new treatments does not help, and the
focus should be on hope that will help patients live their last days
without false expectations [39].
3.2.2.2. Referral decisions. Health professionals consider hope an
important factor when referring PC services or including them in their
practice. A handful of quantitative papers look at the barriers of using
specialty PC consultations and making referral decisions in cases of
pulmonary arterial hypertension [40], different cancers [41–44], chronic
obstructive pulmonary disease [45], and heart failure [46]. Health
professionals have reported that the common perception of such
services is "giving up on hope" and the fear of this manifesting might
influence the HPs to refrain from referring patients to EOL care.
Moreover, some studies mentioned hope as a reason for late referrals.
For instance, Ford et al. surveyed physicians of patients with lung cancer,
aiming to identify the reasons for late enrollment in hospice care. One of
the variables found to be potentially associated with enrollment in
hospice for less than one month before the patient’s death was the
patient’s belief that hospice means there is no hope [47]. Similarly, HPs
in Balkin et al.’s study highlighted that referring patients too early would
undermine the patients’ hope [48].
3.2.2.3. Providing palliation. Finally, there are studies where HPs have
explained how hope could be an influencing factor to performing what
they think is the ultimate aim of PC services, that is, to relieve and ease
suffering. Apparently, it was a challenge to achieve a balance between
providing palliation and encouraging hope in patients. At times, it has
been revealed to be a matter of the terminology frequently used around
EOL topics. For instance, HPs from Hui et al. reported that patients’
perceptions changed upon using the service name “supportive care” as it
was less likely to decrease hope [49]. Interviews of HPs working with
patients with cancer, chronic obstructive pulmonary disease, and heart
failure in Olsman et al.’s study expressed the need to balance hope and
focus on relieving symptoms because patients can react angrily when
considered “sufferers” [50]. These comments are parallel to those from
the Braithwaite et al. study that focused on patients with cystic fibrosis.
Health professionals who work in PC demonstrate the challenges
surrounding the necessity to maintain hope for organ transplantation
when suffering from cystic fibrosis while also providing the best level of
patient comfort [51]. Furthermore, society and its concept of only
focusing on hope by hoping for a cure further complicate the HPs’
role. As expressed in the Duggleby et al. study, nurses working in PC
demonstrated an attempt to elicit another type of hope from their
palliative patient and discovered that hope can take many forms in a
hospice environment [52]. Related, Koenig Kellas et al.'s HPs supported
this concept by identifying hope as an element that should bring all
actors involved to the same page and present them with the same goals,
whether or not this is a hope for a cure [53].

3.2.2. Taking down hope
Under Taking down hope, we highlight three major themes of
hope according to the subjects that HPs address during three phases
of the PC journey: Hope when discussing prognosis ("prognosis
discussion”), hope when referring patients to palliative and hospice
care (“referral decisions”), and hope while easing the suffering
("providing palliation"). The results are outlined below.
3.2.2.1. Prognosis discussion. In several studies, HPs express how
hope guides their decisions in prognosis discussion. Regardless of
their positive views on hope, HPs often experience the dilemma of
delivering the right information about patients’ prognoses while not
interfering with their hopes and expectations. Notably, Bajawah et al.
interviewed HPs of patients with progressive idiopathic fibrotic
interstitial lung disease. They expressed the complexity of finding
a balance between hope and realism when delivering information
because they want to help patients still maintain hope [34]. In
addition, nurses working with the terminally ill in an acute care
center from Boroujeni et al. asserted that the struggle in finding this
balance in prognosis discussions can be attributed to their own
belief in God—expressing that there is always hope that God will
help patients—apart from their contribution as HPs [35].
The individualistic characteristics of the patients are made evident in
several opinions that the HPs express about prognosis discussion. For
example, interviews with physicians, nurses, and health care workers
bring to the forefront, the challenges encountered by the HPs as each
patient has their unique personality and some would prefer to keep
hope alive by not hearing the truth. On the same lines, HPs in De Graaff
et al. working with cancer patients stated that they prefer to leave the
delivery of information to the families and let them worry about pa
tients' hope since this is an individual concept and the family knows the
patient better [36]. However, there are studies where HPs express the
struggle surrounding prognosis discussion but do not necessarily agree
with the idea that hope should be maintained. For example, nurses
working in hospice care in Sculman-Green et al.’s research explained
how hope for an unlikely cure can be an obstacle in communication and
therefore expressed their belief in the necessary process of acceptance
[37]. Interestingly, a low number of US physicians in Csikos et al.’s study
think that discussing terminal prognosis can lead to hopelessness,

4. Discussion and conclusion
4.1. Discussion
In this review, we synthesized how HPs perceive the role of hope and
how it is influenced through different communication approaches in PC.
Health professionals consider hope as both an asset and a challenge to
patient-provider interactions. Generally, they see it as a valuable tool
that improves patients’ psychological and emotional state throughout
the course of the disease. Furthermore, the strategies that HPs use to
support this role include verbal and non-verbal communication. These
results align with the findings from patients' experiences, emphasizing
that HPs delivering medical care, and engaging in patients' worries [54]
and life stories [55] foster hope.
4
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of articles not just those with only HPs as participants but also mixed
participants. Additionally, to our knowledge, this is the first review that
analyses HPs' own interpretation of patients' hope from the angle of the
role it has in communication and related interaction challenges.
However, our review has some limitations. Taking into con
sideration the research’s objectivity, the included studies are all
descriptive and no experimental studies were analyzed [79,80]. Still,
we believe that experimental research on addressing the actual
problems we have highlighted can be a focus for a separate study,
and the non-experimental studies fit the scope of our review. Ad
ditionally, the fact that the examined studies are both qualitative and
quantitative means the extracted information regarding hope was
not equally comparable, though we believe that this is not a sub
stantial limitation since the gathered information was descriptive.
Moreover, this review includes mostly studies conducted in western
countries and can therefore suffer from cultural bias. Nevertheless,
the narrative review method has made it possible to highlight some
specific aspects of hope related to cultural or religious practice. Fi
nally, for this review, we did not conduct a quality appraisal of the
studies involved. Our synthesis did not aim to identify the impact of
what has been studied or evaluate the strength of the evidence
available; instead, we wanted to provide an overview that is as
comprehensive as possible of all HPs’ accounts of hope.
Our review brings light to very interesting issues for further ex
ploration. While it includes mostly studies conducted in hospital set
tings, further research should be conducted in other settings—such as PC
centers, hospices, or nursing homes—to compare whether the hope
work of HPs specialized in PC differs from that of HPs in hospitals or
acute centers. Similarly, our review includes mostly studies of patients
with cancer—a very sudden disease with a trajectory that can be pro
longed—and a clinical domain where training in psychological skills of
communication is well-established. Consequently, further research
should be conducted on other diseases that follow different paths and
where levels of expertise and educational need should be assessed.
Moreover, our review includes studies from adult and geriatric medicine.
Health professionals’ hope-related challenges should be considered in
the pediatric setting where interaction is enhanced through the patientprovider-parent relationship [81]. In addition, one of the studies in
cluded in our sample revealed differences in the ways HPs see hope
based on two samples from different countries [38]. Hence, we believe
that exploring differences in PC organization, the financial compensation
HPs receive for counseling, and HP education on the topic should be
further explored.

For HPs, however, patients' hope seems to be a burden when trying
to perform and dispense certain duties like delivering objective in
formation on a prognosis, making referral decisions, or providing pal
liation. As reported in previous reviews [9,10], there is a tendency among
the HPs to leave the responsibility of discussing prognosis or EOL care to
families or other professionals. Other times, they report that these topics
are not addressed at all because of the general discomfort in treating
palliative patients [56] and stripping them of hope. However, literature
on communication in PC suggests that patients and families appreciate
truthful information about the disease [57], or even talking about sen
sitive topics like fear of the future or euthanasia [58]. For patients, it is
imperative that their doctor does not communicate in a hurry, but takes
the necessary time when sitting with them [58]. In addition, addressing
expectations and goals is essential for them to prepare for EOL [59].
From interviews and focus groups with GPs, patients, and EOL con
sultants, Slort et al. reported that patients value the initiative of GPs in
discussing any unfavorable topics. In contrast with the verbal commu
nication expected by patients, and in line with our findings, GPs valued
more non-verbal approaches, like regularity in visits or respecting the
dignity and autonomy of their patients [60]. However, as regards com
municating prognosis and talking about PC and hospice services, HPs
demonstrate difficulty, and specifically, the fear of depriving the patients
of hope seems to be one of the reasons.
Literature on psycho-oncology theories and observations explains
that patients experience different phases [61] and transformations
during a terminal illness [62,63]. Little et al. introduced two concepts in
their study: The illness phase and the acceptance phase of the disease
[64]. In the illness phase, even though the patient is already experiencing
mortality salience, there is still hope for a cure. The other is the accep
tance phase, where expectations change completely. Patients are aware
that hope for a cure is not the only hope [65,66], but it can shift and take
different forms and paths [67]. As Little et al. highlighted further on—and
as HPs confirm in our review—the observers around dying patients tend
to hope for “normality,” thus, implying that the patient will overcome
the adverse news and adapt to the scenario [64]. Our findings show a
clash of perspectives that suggests that HPs might have an awareness
gap in acknowledging the different shifts that hope takes through the
EOL journey. By holding on to just one general concept and definition of
hope in PC, HPs respond to it by skipping conversations that, in fact, are
necessary to the patients in their perspective. The standard available
hope theories fail to explain how HPs perceive and conceptualize hope.
An analysis of the theories of hope in the context of PC nursing by
Penson et al. suggested that more hope theories should be developed
from the PC nurses’ perspective [61]. This assumes that cognitive pro
cesses that occur for patients—like goal setting, the pathway of goals, or
positive appraisal—may not necessarily apply for nurses' personal con
ceptualization of hope in their daily practice. As such, further theories
and concepts that affect communication in PC might be of interest to
contribute to the conceptualization of hope from HPs’ perspective. For
example, research shows that HPs working with dying patients build up
on the so-called “death anxiety” [12,68–70], which is a collective ex
perience that is in contrast with the traditional belief that medical staff
deliver care and save lives [71–74]. Additionally, there is an undeniable
influence of religion and beliefs on death matters [75,76]. Yet, the
spiritual aspect of hope did not come up in our review as a theme from
HPs' perspective. This may indicate the potential impact of the HPs'
personal beliefs of what constitutes delivering medical care on reporting
the spiritual experience that patients go through. Moreover, there is also
the unpredictable course of certain diseases, which can lead to HPs de
veloping an approach of withholding important information from pa
tients [77]. Research in medical sociology inferred that often the patientprovider relationship is built on the grounds of HPs' uncertainty, thereby
developing a mode of communication that is called ‘dissimulation,’
which involves tension, evasion, and duplicity of information [78].
Our review has some important strengths to be highlighted. It gives a
broader perspective on HPs’ views on hope by including in our collection

5. Conclusion
This study shows how hope is conveyed across the board in PC,
through verbal communication but also through the non-verbal com
municative value of medical acts. The interactive characteristic of hope
makes it difficult for HPs to engage in EOL discussions. Hope shifts from
being an asset that promotes a good relationship to a challenge with
major implications for HPs’ behavior and, consequently, for patients and
their families. Several varieties of HP training exists however managing
hope requires additional guidance, particularly in conceptualization of
hope and health communication. This paper, as such, can contribute to
identifying some targets by reflecting on how aspects of medical pro
fessionalism, as a HP moral duty, can realistically support and facilitate
patients’ EOL journeys.
5.1. Practical implications
The results of this review suggest that, to address better hope in PC,
HPs need to improve communication strategies used in PC by being
more attentive of certain steps of patients' experiences (like different
phases of terminal illness or trajectories of hope). Research needs to
prove if the type of information that patients seem to prefer and its
5
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delivery, i.e., unhurried conversations and systematic reassessment of
patients’ needs, goals and beliefs, can contribute in according a new
perspective to HPs on the dynamic and nature of hope. Additionally, a
stream of research focused on what are type of information would pa
tients wish to know in the palliative phase of their disease, would give
further contribution.
Furthermore, the conceptual gap that we highlight in our review
brings to forefront an important question: Are the existing theories
that explain hope only from patients' experience really relevant for
HPs' own interpretation? There are factors which are not related to
patients' hope that might contribute in answering this question in
the context of building more constructive communication ap
proaches in PC. For example, investigating HPs' attitudes as a result
of certain collective experiences—very relevant in PC—while working
with dying patients. More concretely, matters to consider are atti
tudes triggered by death anxiety, HPs' spiritual beliefs, or the un
certainty related to the trajectory of certain diseases, and if they
shape HPs' own concept of hope. Future research should also im
peratively explore how personality elements of HPs—like sensitivity
towards patients' stories, objectives of their professional fulfilment

or problem-solving outlook in delivering care—are related to the
approach they choose for verbalizing sensitive topics in PC.
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Author
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Nr.

Quantitative (survey)

Qualitative (interviews)

Quantitative (survey)

Quantitative (survey)

Qualitative (interviews)

Quantitative (survey)

Mixed-Method (survey)

Qualitative (interviews/
newspaper articles)
Quantitative (survey)

Qualitative (interviews)

Qualitative (interviews)

Quantitative
(questionnaire)
Qualitative (interviews)

Quantitative (survey)

Qualitative (interviews)

Qualitative (interviews)

Qualitative (focus groups)

Qualitative (interviews)

Qualitative (interviews)

Quantitative (survey)

Qualitative (interviews)

Study Design

Table B1
Characteristics of included papers.

2015

2012

2014

2018

2017

2008

2014

2014

2010

2018

2010

2016

2010

2019

2005

2015

2011

2009

2016

2018

2013

Year

China

Canada

Portugal

USA

USA

USA

USA

USA

Canada

Netherlands

Netherlands

Canada

Hungary

USA

Australia

China

Australia

Iran

Sweden

USA

United Kingdom

Country

Cancer

Chronic obstructive pulmonary disease

Different

Cancer

Pulmonary arterial hypertension

Heart failure

Cancer

Cancers, Kidney failure,COPD, Heart
failure, Amyotrophic lateral sclerosis

Cancer

Cancer

Cancer

Cancer

Cancer

Cystic fibrosis

Cancer

Oncology, urology, geriatric

Heart disease

Progressive Idiopathic Fibrotic
Interstitial Lung Disease

Condition

Hospitals

University Hospital, Other Hospital,
Primary health-care unit, Private
medical clinic/office
health care organization that provides
residential LTC

Nursing homes

University or academic medical center,
Private physician, Government facility
Hospital and Hospice care

Primary care, community care,
Tertiary care referral center

University hospital, a general hospital,
two hospices, and the offices of
general practitioners (GPs).
Palliative home care

Tertiary specialized cancer center

Primary care

Palliative care center

Hospice and others

Hospital with PC services

Acute care and cancer care hospitals

Hospital

Hospitals

Specialized Hospital and Hospice

Setting

(continued on next page)

N=7
HCPs from the Veterans Care Program (nursing, social work,
and spiritual care) and others
N = 513
323 doctors nurses and 190 others

N=3
Nurses
N = 95
50 physicians, 45 nurse practitioners and physician
assistants
N = 76
Physicians specialists
N = 273
Physicians (lung cancer) subspecialty (e.g., oncology,
pulmonary medicine
N = 16
House officers in nursing homes (Newly qualified medical
doctors)
N = 736
Physicians (primary care specialists; pulmonology, cardiology,
oncology subspecialists)
N = 136
Physicians Respiratory Medicine specialists

N=6
Physiotherapist, clinical nurse specialist, consultant,
community palliative care, palliative care consultant and a
general practitioner
N = 232
183 Pediatric cardiologist and 49 pediatric palliative care
physicians
N = 11
Physicians
N = 18
Nurse
N = 44
Treating staff members, clinicians from PC services and 22
others
N = 25
1 doctor and 25 others
N = 22
17 physicians, 4 nurses, 5 allied health staff
N = 174
Gynecologic oncologists
N = 295
Primary care physicians
N = 17
Physicians
N = 47
17 GPs, 19 nurses, five specialists, 4 social workers and 2
clergymen
N = 27
15 nurses, 20 medical specialists, and 12 GPs

Sample
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Hirai et al.

Hui et al.

Ito et al.

Kierner et al.

Koenig
Kellas et al.

Mok et al.

Nierop-van
Baalen et al.

Odejide et al.

Olsman et al.

OosterveldVlug et al.

Runacres et al.

Salins et al.

SchulmanGreen et al.
Turner et al.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

Qualitative (interviews)

Quantitative (survey)

Quantitative (survey)

Qualitative (interviews)

Qualitative (interviews)

Qualitative (interviews)

Quantitative (survey)

Qualitative (interviews)

Qualitative (interviews)

Quantitative
(questionnaire)
Qualitative (interviews)

Qualitative (interviews)

Quantitative (survey)

Qualitative (interviews)

Study Design

2006

2005

2016

2017

2017

2015

2016

2018

2010

2019

2010

2015

2015

2006

Year

Australia

Canada

India

Australia

Canada

USA

USA

Belgium

Hong Kong

USA

Austria

Japan

USA

Japan

Country

Cancer

Respiratory,Geriatric Medicine,
Oncology

Cancer and other

Cancer, COPD, HF

Cancer

Cancer

Cancer

Cancer

Cancer

Cancer

Cancer

Cancer

Condition

COPD – Chronic obstructive pulmonary disease, PAH – Pulmonary arterial hypertension, PC – palliative care, EOL – end of life.

35.

Author

Nr.

Table B1 (continued)

Acute hospital and long term facility

Tertiary cancer care setting

Inpatients palliative care units

Hospice and not

Palliative care and not

Hospital with specialized oncology
department and large home care
organization
Tertiary center, Community center

Palliative care unit

Different

Hospital, hospice

Hospital

Tertiary care cancer center

Palliative care and acute cancer setting

Setting

N = 63
20 physicians, 20 nurses and 23 others
N = 182
Hematologic and Solid Tumor Specialists (physician assistants
or advanced nurse practitioners)
N = 40
20 Pediatric oncologists, nurses, palliative care physicians,
clinical psychologists, music therapists, teachers in hospital
schools and rehabilitation staff with extensive experience
caring for pediatric cancer patients and 20 others
N = 176
Physician oncologists, cancer surgeons and radio-oncologists
N=8
4 palliative care practitioners, 2 cancer nurses and 2
oncologists
N = 23
2 Occupational therapist, 13 nurses, 2 physicians, 1
physiotherapist, 3 social workers and 2 chaplains
N = 22
8 multidisciplinary, 5 hospital nurses and 9 community
nurses
N = 349
Hematologic oncologists
N = 100
24 physicians, 18 nurses, 10 chaplains and 48 others
N = 54
Doctors, nurses, chaplain, social worker elderly care physicians,
GP, oncologist, surgeon, nurse working on cardiology, district
nurse, nurse working on ambulance, chaplain, coordinator of
hospice specialist nurse working on neurology, specialist nurse
working in hospice, certified nursing assistant and registered
nurse working in long-term care facilities and 33 others
N = 20
Palliative care physicians (held specialist palliative care
qualifications)
N = 150
30 oncologists, 60 oncology nurses, and 60 other
N = 174
Nurses
N = 14
Nurses

Sample
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Table C1
Results sections of included papers that mention hope.
Nr.

Author

Year

Hope passages

1

Bajwah et al.

2013

2

Balkin et al.

2018

3

Benkel et al.

2016

4

Boroujeni et al.

2009

5

Braithwaite
et al.

2011

6

Chen et al.

2015

“All carers wanted to know more about their dependents’ situation, but also wanted to maintain
hope. Health professionals recognizing the importance of delivering information.”
“However, health professionals also recognizing the complexities of delivering information in their
attempt to preserve a balance between hope and realism.”
“Perceived barriers to palliative care involvement:
‘The most frequently selected barriers to PPC consultation identified by pediatric cardiologists were
‘‘concern that parents will think I am giving up on their child’’ (56%) and ‘‘referring to palliative care
services too early will undermine the parents’ hope’’ (44%).”
“PPC physicians overestimated how much pediatric cardiologists worry about the PPC team
introducing inconsistency in approach (60% vs. 11%, p < 0.001), perceive lack of added value for PPC
(30% vs. 7%, p < 0.001), believe that PPC involvement will undermine parental hope (65% vs. 44%,
p = 0.003), and perceive that PPC is poorly accepted by parents (53% vs. 27%, p < 0.001).”
“To give hope to the patient and loved ones: Hope is crucial for living. To have hope is to have
something to look forward to, even if that event might never happen. It is not what you say that
takes hope away, it is how it is said. Hope can be extinguished by the way that information is
presented, for example: There is nothing more that we can do.”
“However, saying the same thing in a different way can foster hope.”
“The core theme of ‘finding a balance’ identified as central to all categories, thus covers establishing
a rapport and preparing for loss. From the participants’ accounts, four dimensions of balance were
identified: between restorative and palliative care; between information and hope; between
expectations and abilities; between intimacy and distance.”
“In caring for the patients, the nurses were therefore anxious to preserve a balance between
information and hope.”
“In such situations, the nurses stated, they need to choose their words carefully if they are to convey
enough information to patients without reducing their hope to live.”
“Finding the right balance between information and hope in meeting patients’ families was seen as
another daunting task”
“According to the nurses, family members try to keep patients’ hopes up and ask the nurses to do
the same, by not informing the patients about their forthcoming death.”
“On a few occasions she had done so but the family had later objected, believing it had destroyed the
patient’s hope and made his or her health worse. The nurses concluded that a failure to strike a
balance between information and hope may provoke aggressive reaction, when the patient’s family
assume that the nurse is responsible for the patient’s death.”
“They also became familiar with the patients and their families and aware of the patients’ and
families’ problems, hopes, concerns and feelings by communicating with them.”
“Another challenge to nurses is to keep the patients hopeful while informing them about their
forthcoming death and the dying process. Hope is therefore an important component in end-of
life care."
”Maintaining a balance between information and hope involves two processes. One is a matter of
how nurses can inform patients and their families without impairing the patient’s will to live. The
other is an internal process of development in the nurses.”
“The nurses reported what they believed was common sense: that informing dying patients of their
incurable condition may provoke despair and a deterioration in their health. In caring for the
patients, the nurses were therefore anxious to preserve a balance between information and hope.”
“Finding an inner balance between information and hope was related to the nurses’ beliefs in God.
Their dominant belief, which they attributed to their religious background, was that a cure is Godgiven and health professionals are God’s tools, who restore patients to health by using modern
medical and nursing care. However, they added that this is not God’s only way of curing patients."
”The staff also expressed discomfort with the prospect that they may be depriving patients’ comfort
measures in the interests of maximizing the prospect for transplantation. The staff reported a
tension between providing maximum comfort to patients and yet still maintaining hope for
transplantation.”
“In our study, health professionals and families who directly provided care for patients also actively
engaged in hope work, which was giving hope for life, although often implicitly and unknowingly.
This hope work was a significant part of their care work, which permeated through their daily
interactions with patients, influencing their hope. The hope work was typically achieved through
verbal communication between carers and the cared for."
”Most obviously, by providing information about diagnosis, prognosis and treatment options and
outcomes, health professionals and families contributed to patients’ understanding of their
situations. These contributions shed light not only upon what can be hoped for but also upon how
the hope might be recognized"
“As shown in Li’s account, both child and mum performed hope work through the tasks of caring.
Indeed, when patients lost verbal ability, it was the behavioral interaction that comprised hope
work. For example, serving food and drink appeared to be very important in caring for patients
among all families, even when artificial nutrition and hydration was prescribed by the health
professionals and patients were in the last days or hours of life. The primacy of serving food and
drink lies in that it also fulfilled hope work, in addition to providing sustenance for life. By taking
food and drink, patients both communicated and recognizing their hope to stay alive, and by giving
food and drink, families communicated, reinforced and facilitated the recognizing of that hope."
(continued on next page)
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Table C1 (continued)
Nr.

Author

Year

Hope passages

7

Clayton et al.

2005

8

Cripe et al.

2019

9

Csikos et al.

2010

10

Daneault et al.

2016

11

De Graaff et al.

2010

12

Dees et al.

2018

“Two additional themes were identified from the transcripts regarding ways of nurturing hope when
discussing the future with terminally ill cancer patients: the balance between truth telling and
nurturing hope, and the spectrum of hope.”
“Nurturing Hope When Discussing Prognosis and EOL Issues The Fine Balance between Truth Telling
and Nurturing Hope: All HPs and several patients and caregivers said that it is important to be
honest with patients when discussing the future… Nevertheless, patients, caregivers, and HPs all
stated that it is important not to be too blunt or provide a great deal of detailed information that the
patient does not want to hear…Several HPs found the balance between honesty and hope to often be
very challenging and difficult to achieve. Many HPs commented that it was important not to offer
unrealistic hope or to collude with patients’ unrealistic expectations. The reasons given for this
belief by some HPs was to avoid harm to the patient and their family if patients were not doing
things that needed to be done or having the opportunity to prepare for their death. One physician
spoke of the difference between hope and wishing: hope is grounded in reality whereas wishing is
about fairy tales. Conversely, many HPs said that they respected denial as a coping mechanism and
do not compel people to hear the truth. These HPs pointed out that you cannot make someone hear
what they do not want to hear. Several physicians said they would allow patients to fantasize or
dream about unlikely possibilities if they appeared to be otherwise realistic and prepared.”
“The Spectrum of Hope: The HPs spoke about different types of hope and how there is a change in
the focus of hope over time as the person’s illness progresses, and as the patient and their family
come to terms with this deterioration. The challenge for HPs is to help patients refocus their goals
and hopes onto those things that can be realistically achieved. Several patients and some caregivers
also spoke about a range of ways to find hope in their situation.”
“Hope of a miracle cure or spontaneous disease remission: Whether to discourage patients to hope
for a miracle cure was a contentious issue among the HP participants. A few allied HPs said that they
would not discourage patients in their hope for a miracle cure, including the development of new
treatments, alternative medicine, or a spontaneous disease remission. These participants argued
that spontaneous disease remissions do occur rarely, and if it helps the patient to cope with their
situation then why not allow them this hope and let the patient to come to terms with their limited
life expectancy at their own pace. However, physicians particularly were concerned about allowing
people to hope for something that ultimately will not occur and said they would discourage patients
from investing their time and energy in futile treatments.”
“Hope of living longer than expected: Several HPs, but fewer patients and caregivers, spoke of the
hope of beating the odds and being on the tail of the survival curve. The inaccuracy and uncertainty
of the prediction of life expectancy were seen as potential causes for hope because the person may
live longer than average.”
“The most frequently agreed upon barrier to patient’s specialty PC consultation was that ”patients or
families have unrealistic expectations” (54.0%;Fig. 1). Other barriers included poor access to
specialty PC (25.0%), poor reimbursement (25.0%), limited time (22.0%), and concern of taking away
patients’ hope or trust (21.0%).”
“Hungarian and U.S. physicians varied in their level of agreement that discussion of a terminal
prognosis with patients leads to hopelessness. Only 7% of the U.S physicians felt that this was often
or usually true compared with 55% of Hungarian physicians. Similarly, 52% of U.S. and 13% of
Hungarian physicians believed that this was seldom true.”
“Attribute 1. Hope as an irrational phenomenon: For the respondents, hope was akin to a human
reflex, a coping mechanism shared by all humans contending with life-threatening illness. One
metaphor that of radar guiding a ship on a stormy sea, was particularly striking. Hope is a deeply
rooted, affect-based disposition that eschews rational, linear logic. It is created through a
combination of people denying part of what they have been told and maintaining self-preserving
illusions, and a communication approach that one physician described as “white lies.””
“Attribute 2. Hope for a miracle: Hope is also a phenomenon by which the person projects himself or
herself into the future. Even though all the patients in our study had been advised of the palliative
status of their illness, most envisioned a future for themselves in which they were cured, even if that
projected status required a miracle. Patients might assume a cure is impossible and give up
expecting one, while at the same time entertaining the small, irrational possibility of a miracle.
Loved ones shared this hope for a miraculous cure, whereas physicians found it difficult to deal with
patients whose decisions about treatment were not based on plausible scenarios.”
“Attribute 6. Lack of hope: For one group of patients, the end of hope for effective medical
intervention gave way to hopelessness, accompanied by sadness and no acceptance of the advancing
illness. In some cases, it was actually despair related to a letting go, expressed as withdrawal in the
face of illness and from life itself. With no hope of cure, these patients sank into a state of distress
prompted by their direct confrontation of death. However, many physicians interviewed saw this
recognition of reality as a necessary phase, as hope cannot be limitless.”
“Keeping hope alive: The care providers we interviewed have generally noticed that the family do
not want to take any remaining hope away from the patient. Some doctors accept the request for
silence because they realize that not everybody can deal with the whole truth and hope can be
beneficial for the patient. Some of the doctors and other care providers accept the family’s wish as
they assume that the family knows the patient best or because they are dependent on translations
by family members. Others find it more difficult, and see it as ‘denial’ or ‘out of date’.”
“Priorities in End-of-Life Care: The first theme includes four categories: (1) necessity of medication
reviews; (2) quality of life, dying, and care; (3) symptom management; and (4) maintenance of
hope; The importance of maintenance of hope was named as an argument to postpone
conversations with patients and relatives about appropriate medication.”
“Code: Relation between end-of-life conversations and hope; demoralizing effect of medication
withdrawal; symbolic meaning of medication.”
(continued on next page)
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Table C1 (continued)
Nr.

Author

Year

Hope passages

13

Duggleby et al.

2010

14

Dunlay et al.

2015

15

Fenstad et al.

2014

16

Ford et al.

2008

17

Fosse et al.

2017

18

Fulmer et al.

2018

19
20

Gaspar et al.
Gibson et al.

2014
2012

21

Haishan et al.

2015

22

Hirai et al.

2006

23

Hui et al.

2015

24

Ito et al.

2015

25

Kierner et al.

2010

“The primary nurse participants counteracted the predominant societal discourse of hope (hope for
cure as the only hope) by reminding palliative patients and their families that many kinds of hope
exist."
“The social construction of hope depicted in the media also had an impact on the hope of the
primary nurses. Nurses reported a tension between the social construction of hope (hope for a cure)
and their work with people who are seeking comfort (palliation, and not a cure for their cancer). In
other words, restricting the concept of hope to only “hope for a cure” was contrary to the valuable
work of palliative home care nurses. Due to this limited conceptualization of hope, individuals
within society may perceive the work of palliative home care nurses to be “un-hopeful”. One
primary nurse participant indicated many people believe they must lose hope within their
position."
“Half (52%) of clinicians reported one or more reasons they hesitate to discuss EOL care, including
their own discomfort (11%), they do not feel the patient (21%) or family (12%) is ready, or fear of
destroying hope (9%).”
“When asked about potential barriers to referral for PC, the most frequently cited reasons included
non-approval by the patient/family (51%) and a view that PC is “giving up hope” (43%), while 36% of
respondents felt comfortable addressing QOL, symptom management, and end-of-life issues
without PC consultation”
“The bivariate (unadjusted) logistic regression models indicated two variables in the caregiver
survey that were potentially associated with enrollment in hospice for less than 1 month prior to the
patient’s death: transitioning from well to sick too quickly (unadjusted odds ratio ¼ 11.3, 95%
confidence interval [CI] ¼ 2.9–43.9, p,.001) and the patients’ belief that hospice means no hope
(unadjusted odds ratio ¼ 3.7, 95% CI ¼ 0.8–16.7, p ¼.085). In a multivariable logistic regression
model with both of these explanatory variables included, the results remained relatively unchanged:
transitioning from well to sick too quickly (adjusted odds ratio ¼ 12.1, 95% CI ¼ 2.8–52.3, p,.001);
patients’ belief that hospice means no hope (adjusted odds ratio ¼ 4.9, 95% CI ¼ 0.8–30.0,
p ¼.086).”
“Even if it could be difficult coping with relatives who expressed disagreement and distrust
concerning prognosis and treatment, the interns in retrospect considered such experiences as
valuable. Through challenging dialogues where they had to balance realistic prognosis against
family members’ hope and trust, participants learnt how to gently adjust words and information
according to their knowledge of the family and patient’s life story to make the conversation more
bearable for both sides.”
“The number one barrier to ACP, which two-thirds of respondents cited, was lack of time. Other top
barriers, which were consistent across demographic characteristics, included disagreements
between family members and the patient (65%), not knowing the right timing to have the
conversation (60%), feeling that the conversation might be uncomfortable (51%), not wanting to give
up hope (46%), and feeling unsure regarding what is culturally appropriate for the patient (44%).”
"Obstacles to EoL communication: “Fear of taking away patients’ hope” (58.0%)"
“HCPs Unique Perspectives: Among the tools HCPs use to foster hope in residents and families are
humor, communication, relationships, social interaction, understanding, practical assistance,
affection, language, touch, talk, and presence. HCPs try to foster hope in the way they provide their
routine care and through personal touches. Within this framework of routine, genuine caring and
human emotion were espoused as means of fostering hope. At the same time, boundaries are
acknowledged. Limitations to fostering hope were noted."
“Conflict about appropriate treatment especially around the end of life can dampen hope, as can
situations that fail to meet expectations for a good death.”
“In summary, HCPs spoke of hope in terms of being able to meet the needs of the residents in their
care, within reason. They accepted limitations to their capacity to foster and support hopes that
were congruent with respect for the autonomy of the resident and with the reality of their health
status, but were resistant to limitations that were viewed as reflecting organizational or systemic
shortcomings.”
“Component for good death for all participants: Maintaining hope and pleasure: C1 living positively
4.19 + /- 0.68 88.70 9.9; C2 having some pleasure in daily life 4.16 + /- 0.70 87.50 10.3; C3 living in
hope 4.12 + /- 0.72 85.20 12.7”
“The Attributes and Categories of Japanese Good Death: Maintaining hope 28 44 (35) Having
something to enjoy (36) Living positively (37) Living in hope”
“When making a referral, oncology specialists significantly preferred the service name “supportive
care" over “palliative care” (Table 3). “Supportive care” was also perceived as less likely to be a
barrier for referral (3% vs. 36%, p,.001), less likely to be synonymous with hospice (6% vs. 53%,
p,.001), less likely to decrease hope in patients and families (8%vs. 58%, p,.001), and more likely to be
associated with treatment of chemotherapy side effects (64% vs. 19%, p,.001).”
“One of the elements of a good death is considered hope with three subcategories: Hope (42) Honest
communication and hopeful attitudes (43) Encouragement of my making plans for the future (44)
Being informed about all positive changes in physical status”
“Overall, 8.7% and 2.6% of the 176 responding oncologists would have involved palliative care
services and hospices, respectively, at the time of diagnosis. Reasons for not involving these services
at diagnosis were fear of destroying the patient’s hopes (in 36% of respondents with regard to
palliative services, 57% with regard to hospices) and non-availability of palliative care services
(mentioned by 25%)”
“Overall, 66% (116/176) of the responding oncologists would inform the patient about the malignant
nature of the disease and the reduction of her lifespan at the time of diagnosis; of those who would
not do so, 60% (37/61) stated that they would be afraid of destroying the patient’s hopes by
providing the information so early, and 43% (23/61) believed the patient would not benefit by
receiving the information earlier.”
(continued on next page)
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Table C1 (continued)
Nr.

Author

26

Koenig
Kellas et al.

27

Mok et al.

28

Nierop-van
Baalen et al.

Year

2019

2018

Hope passages
“Information on advance directives was provided at the time of diagnosis by 28%. Reasons for not
providing such information at diagnosis included lack of knowledge about advance directives in 31%
(18/61), fear of destroying the patient’s hopes in a further 30% (18/61) and no benefit for patients in
66% (40/61); 5% of participants (3/61) stated that they would never inform the patient about
advance directives because of the resulting inherent restriction of the physician’s autonomy in
making decisions.”
"Results of the thematic analysis used to answer RQ1 on the communication and relational
challenges and opportunities experienced by stakeholders in cancer care resulted in one overarching
supratheme: Cancer as communal. This theme was supported by four sub-themes, including
support, presence, perspective-taking, and (re)framing hope. These subthemes were characterized
by behaviors and experiences that facilitated movement toward cancer as communal or detracted
from the conceptualization of cancer as communal"
"(Re)framing hope: Finally, participants (re)framed hope in order to facilitate cancer as communal.
Health care practitioners, for example, helped survivors and families reframe hope and facilitate
connection. Palliative providers, such as Marcy, built community with families by reframing hope to
something different than cure. Practitioners often see re-framing hope as a method to help patients,
family caregivers, and providers come together in pursuit of common goals that facilitate a
communal orientation.
False hope created divides in the caregiving system when perpetuated by practitioners, but also by
family members. Frank – an oncologist – discussed the divides and challenges inherent in families’
tendency to protect the member with cancer (particularly older parents) by not fully disclosing the
severity or terminality of the cancer. Frank described it as getting a warning from family members
(e.g., ‘Don’t tell them they are going to die … just tell them that we are going to treat them…we’ll lie
to them say you know we don’t want them to know that they are this sick’). Frank’s interview was
dominated by the sense of conflict and divide inherent in managing between patient and family
priorities and hopes. In sum, when stakeholders reframed cancer and hope through generativity and
benefits, they were able to capitalize on relationships and cancer as communal. False hope created
divides. Overall, the findings of RQ1 suggest that the ways in which agents in cancer care manage
four sets of behaviors – support, presence, perspective-taking, and (re)framing hope – helped
explain orientations toward or barriers detracting from the experience of cancer as communal."
“Hope-fostering strategies: Our participants experienced positive change in some patients who were
first regarded as having a sense of hopelessness after they settled in palliative care services, through
affirmation of worth, relational connectedness, partnership, religious support, and resolution of
unfulfilled family responsibilities (11–15). They reflected on their experience and found inspiration
that helped them endure: they believed that in patients with advanced cancer, hope was not only
possible but also essential (16, 17). They served with humility and understanding (18, 19). They had
to understand their own hope and remain hopeful in the caring process (20).”
“Peace as the ultimate hope: At the very last stage of life, participants perceived hope in patients as
spiritual. The participants appraised the condition of the patients and evaluated their work by a
sense of peace manifested in patients as a calm, undisturbed, transcendent state of being (21– 23).
Peace was considered the ultimate hope in patients.”
“The truth must be told: Participants are of the opinion that the truth needs to be told, because they
do not wish to tell their patients any lies. They also want to counter the hope for unachievable goals
in order to save their patients from having to face the consequences of decisions taken on the basis
of patients’ wrong assessment of their situation (e.g. the decision to buy a house). Participants also
insist that the prognosis be clear to the patients because they want to enable their patients and the
latter’s loved ones to prepare for the unavoidable end and take leave properly. Participants see
patients’ hope for unachievable goals as an information problem (the patient in question has not
understood the information properly). Telling the truth about the prognosis once more will counter
false hope in patients or so the participants believe. Participants do not distinguish between hope
and denial. Denial is seen as something negative, as something that needs to be corrected, and
participants assume that denial is based on a lack of understanding of the information. Therefore,
they believe that what they interpret as denial can be corrected by informing the patient
properly.”
“Death must be faced: As described above, participants and especially nurses, including community
nurses, want patients and their loved ones to face approaching death, so that they will be able to
take leave of each other properly. If they are able to do so, this means they have accepted that the
end is near, and this is what they feel should happen. According to the participants, ideally patients
should give up hope for prolongation of life and instead hope for a good death. Hope for
prolongation of life begs for intervention or for asking others to intervene, for example by arranging
an appointment with the physician to discuss the prognosis once again. Participants consider it
important that patients face the unavoidable fact that death is near.”
“Needless suffering should be avoided: By preparing patients for their approaching death,
participants also want to avoid a situation in which patients make choices that would prevent this
resignation, such as opting for experimental treatment, causing them to suffer needlessly, that is
without any medical benefit.”
(continued on next page)
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Table C1 (continued)
Nr.

Author

Year

29

Odejide et al.

2016

30

Olsman et al.

2016

31

OosterveldVlug et al.

2017

32

Runacres et al.

2017

Hope passages
“To die fighting should be prevented: Health professionals try to prevent patients from “going down
fighting” because they are aware that friends and family of the patient may feel discomfort about
this after the death of the patient. This is not in line with the values of the health professionals
themselves (especially in the case of two participants, both of them physicians). Health
professionals sometimes find themselves in a situation in which their “professional values” (i.e.
when there are available treatments, you need to offer them) clash with their personal values (i.e.
patients and family members should be able to accept death and take proper leave). These
physicians say that patients often want to negotiate about further treatment, especially when the
physician has already advised them to refrain from undergoing it. They feel that patients want to
stay in the game as it were and grasp every opportunity for further treatment. These physicians,
however, know that treatment can also actually reduce patients’ quality of life and sometimes even
shorten the period of time they have left. They sometimes feel in a bind of the patient’s making as
some patients leave their attending physician to be treated somewhere else. A few participants – a
psychologist and chaplains – feel less need to distance themselves from their patients’ thoughts.
They do not have to take decisions regarding treatment, of course. However, they also set clear
boundaries.
“Significant others must be able to go on with their lives: Health professionals are of the opinion that
when the dying process goes well, the mourning process of the surviving friends and family will also
go better. Therefore, it is better for everybody concerned that the patient accepts death. In their
opinion, keeping up hope implies a greater risk of problematic mourning. For all health
professionals, a good death implies that no avoidable problems are being created for the survivors.
They are the ones being left behind; how they will get on with their lives is a matter of primary
concern. Health professionals, and especially nurses and community nurses, want to play a more
active role in guiding patients and their family and friends towards the end. They like the idea of
having contributed to a good death. Nurses take the initiative to talk with the patient about his or
her approaching death based on their own assumptions about what is good for patients in general;
that is, the actions of the health professionals are driven by their own assumptions about what a
good death consists of, and consequently, they do not engage in an open dialogue with the
patient.”
“Unrealistic goals must be exchanged for achievable goals: If patients’ behavior does not correspond
with the normative ideas of professionals about a good death, the latter feel the need to intervene.
They try to exchange unrealistic hope for what they regard as more realistic hope. In doing so, health
professionals tend to focus on the object of the hope of patients, and much less on hope itself. First
of all, they weigh the object of this hope to see whether it is realistic, and if in their view it is not,
they intervene, for example, by asking family and friends to move up family weekends or parties.
Another intervention consists of providing the patient once more with prognostic information. The
citation below shows the shared opinion of the different health professions and the way they
interact with each other.”
“Unrealistic hope requires intervention, unless…: Sometimes health professionals do not contradict
the hope of patients, mainly to maintain a good care relationship or limit negative reactions of
patients. They often do so after having experienced negative reactions from patients indicating
serious damage to the relationship. However, health professionals are only inclined to do so if it does
not jeopardize their own norms. Nurses and community nurses for instance are willing to go along
with the hope of their patients as long as they do not need to belie their own nature and when their
responses do not create too much ambivalence. Some health professionals know from experience
that trying to influence patients’ hope does not help. Although they indicate that it is no use trying
to adjust this hope, they do not intend this to mean that this hope should not be adjusted,
demonstrating that they have no positive appreciation of hope.”
“The top three barriers were unrealistic patient expectations (97.3%), clinician concern about taking
away hope (71.3%), and unrealistic clinician expectations (59.0%)”
“Healthcare professionals in our study described hope in relation to a powerful bonding between
specialist physicians and patients. One of them told about a patient’s hope for an experimental
treatment. He explained how the patient’s hope was nourished by the bonding with the patient’s
oncologist. A participating nurse expressed the power of hope in physicians, which affected
physicians’ communication with patients.”
“The most powerful hope, according to participants, was hope for cure, which was mainly present in
hospitals. One physician told how patients sometimes entered his hospice, having left the powerful
and active atmosphere of hospital.”
“One participating physician told how she searched, beyond hope for cure, for ‘‘second best’’ hopes,
like hope to see the daffodils grow or to experience the birth of a grandchild:”
“When discussing hope, many participants spoke about suffering and the loss of hope. One nurse
told how she cared for a cancer patient, whose family kept hope for living longer. She and her
colleagues, however, wanted to treat the suffering.”
“Several healthcare professionals tried to pay attention both to hope and to suffering. One
participating nurse spoke about one of her patients and tried to balance hope and suffering. Another
healthcare professional asserted that hope and (the suffering of the) disease do not go along very
well. He tried to pay attention to the symptoms but also tried to focus on hope.”
"Although a few participants indicated that the maintenance of hope could foster optimism, the
majority regarded such a “circle of hope” as undesirable. Applying treatment after treatment when
the chances for a cure are very small was evaluated as nurturing false hope.”
“Rehabilitation was seen by many as a useful way to increase individuals’ engagement with
palliative care and to aid transitions to a palliative approach. Rehabilitation was felt by some to be
positively associated with the notion of hope."
“Conversely, others considered rehabilitation created false hope.
(continued on next page)
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Table C1 (continued)
Nr.

Author

Year

Hope passages

33

Salins et al.

2016

34

SchulmanGreen et al.

2005

35

Turner et al.

2006

“Comparison of impact between groups showed significant improvement seen in health-related
communication with respect to communicating health-related information in a sensitive manner
(Z = −2.96, P = 0.003), conducting family meeting (Z = −3.94, P = 0.001), discussing goals of care
(Z = −3.76, P = 0.001), and maintaining hope (Z = −2.20, P = 0.02) was appreciated by patients when
compared to oncologists on Mann-Whitney U-test.”
“Twenty-four oncologists, 54 oncology nurses, and fifty patients completed this section. Significant
improvement in health-related communication following palliative care intervention was
appreciated by doctors, nurses, and patients with respect to communicating health-related
information in a sensitive manner (Z = −3.74, P = 0.001), (Z = −5.47, P = 0.001), (Z = −6.12, P = 0.001);
conducting family meeting (Z = −3.12, P = 0.002), (Z = −4.60, P = 0.001), (Z = −5.90, P = 0.001);
discussing goals of care (Z = −3.43, P = 0.001), (Z = −5.49, P = 0.001), (Z = −5.61, P = 0.001); maintaining
hope (Z = −3.22, P = 0.001), (Z = −4.85, P = 0.001), (Z = −5.61, P = 0.001); and resolution of conflict
(Z = −3.56, P = 0.001), (Z = −5.29, P = 0.001), (Z = −5.28, P = 0.001) on Wilcoxon signed rank test”
DISCUSSION:
“Review of evidence on the role of early specialist palliative care in health-related communication
shows that specialist palliative care intervention improves health-related communication [18].
Oncologists often hesitate to discuss sensitive health-related communications such as cessation of
disease-directed treatment, change in goals of care, prognostication, resuscitation, and end-of-life
care. This is due to the perceived feeling that these communications could make patients and
families depressed, takes their hope away, reduce patient survival, and may not be culturally
appropriate [25]. In our study, oncologists, oncology nurses, and patients felt that specialist
palliative care interventions improved communication of health-related information in a sensitive
manner, family meetings being conducted, discussions of goals of care, and resolution of conflicts.
With regard to health-related communication, patients appreciated specialist palliative care
interventions more than oncologists and oncology nurses.”
“Common Obstacles to Communication: Five major obstacles to communication of prognosis and
referral to hospice were identified: …”
“Unwillingness of a Patient or the Patient’s Family to Accept a Prognosis and/or Hospice Care:
Unwillingness to accept a terminal prognosis or the prospect of hospice care was ascribed to
patients’ and families’ non acceptance of the patient’s terminal status, fear of the patient’s death or
need for hospice care, discomfort with hospice philosophy or regulations, the desire to maintain
patients’ hope, and/or the wish to continue aggressive treatment.”
“Nurses’ Desire to Maintain Hope Among Patients and Patients’ Families: A final obstacle was nurses’
desire to bolster positive thoughts among patients and patients’ family members. Respondents
reported putting off discussions about terminal prognosis or referral to hospice care until they
thought a patient or the patient’s family could handle these conversations. Fear of the reaction of a
patient and/or the patient’s family members to bad news or of causing upset were also reported as
obstacles.”
“Touching the lives of others: Participants described hope facilitation as their ability to touch the
lives of others. For Dianne (LTC), this was expressed as her ability to help her patients ‘get things off
their chest’: The dialogue of our participants revealed that they shared their humanity while they
provided care – some through the use of touch as they reassured patients that they respected them
and understood their needs, and others through establishing open lines of communication and a
focus on the positive.”
“Connecting with their inner being…This was achieved through sharing intimate stories, actively
listening, and paying close attention to details of their care needs. The sentiments echoed by
participants revealed a belief that developing intimacy in relationship, deeply knowing an individual
and connecting with an individual can facilitate hope.”
“Journeying with them and building up trust over time: Our participants indicated that promoting
hope was directly linked to establishing, over time, a relationship of trust…
Our findings revealed hope facilitation as a journey and not a process. It is important to note that
none of the participants from the acute care sector spoke about journeying with patients or building
trust as a means of facilitating hope.”
“The way you do things rather than the things you do: Countless stories were told indicating that
facilitating hope was tied to the way a person does things rather than the things they do."

PPC – pediatric palliative care, PC – palliative care, EOL – end of life, HP – health professional, QOL – quality of life, ACP – advance care practice, RQ1 – research
question 1, LTC – long term care.

Appendix D
See Table D1
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Table D1
Transformed data from results section according to the study context.
Nr.

Author

Transformed information according to context

1.
2.

Bajwah et al.
Balkin et al.

3.
4.

Benkel et al.
Boroujeni et al.

5.
6.

Braithwaite et al.
Chen et al.

7.

Clayton et al.

It is important but complex for HP to balance hope and realism when delivering information, because they want to maintain hope
Barriers to PC treatment. According to pediatric physicians, one barrier presented by pediatric cardiologists is their belief that referring to PC too
early can undermine parents of the child’s hope.
The way you say things can take away or foster hope.
Nurses express that finding a balance includes one between information and hope, Choosing the words carefully to give info and maintain hope at
the same time with patients and family members is an almost impossible task. This balance was hard to find also because of nurses own belief in
God. According to their belief there is always hope that God will help patients health apart from the work of HP.
It seems to be difficult for HP to maintain hope for transplantation and also to provide the best level of comfort for patients
Their daily care work influenced patients hope. Giving information about diagnosis, prognosis, and treatment options and outcomes contribute to
what can be hoped for and how hope might be realized. When patients lost verbal ability, it was the behavioral interaction that comprised
hope work.
Being honest is important. Balance between honesty and hope for some HP was challenging. Unrealistic hope and expectations should be avoided
so patients and family would take the opportunity to prepare for their death. Some others supported denial as a coping mechanisms and that
patients should not be forced to hear what they do not like to hear, as long as they perceive patients to be realistic and prepared they would allow
patients fantasize or dream about unlikely scenarios. There is a challenge for HP to refocus patients’ goals and hopes onto things that can be
realistically achieved. Some HP said they would not discourage patients in their hope for a miracle cure, including the development of new
treatments, alternative medicine, or a spontaneous disease remission. Sometimes it happened so they support this way of approach so patients
can cope and come to terms with the disease by their own pace.
HP perceived that concern of taking away patients’ hope or trust as one of the barriers to patients’ specialty PC consultation
Sometimes physicians believe that discussion of terminal prognosis with patients leads to loss of hope
Communication approach: white lies. Always entertaining the small possibility of a miracle even though you know the truth. HP find it hard to
cope with this way of thinking of patients who can require treatment which are nor plausible.
HP notice that family usually do not want to take away hope. HP agree in some cases because they believe that patients are different and not
everyone can deal with the disease and hope helps. Others consider it as denial.
According to HP one of the priorities of EOL is maintaining hope. This is an argument to postpone conversations about appropriate medication.
medication withdrawal can have demoralizing effect
Nurses remind patients and families that hope for cure is not the only type of hope (against the social discourse of hope). This societal discourse
of hope restricts and diminishes the valuable work of palliative home care nurses, whose patients just want comfort and not cure.
Clinicians feel that the fear of destroying patients hope is a barrier when discussing EOL
A barrier to referral to PC is the view that PC is “giving up hope”
One reason for late enrollment to hospice care is the patient’s belief that hospice means no hope
Balancing between patient’s and family’s hopes and trust and realistic prognosis, helped in learning how to adjust words and decisions through
challenging dialogues
One of the barriers to ACP is not wanting to give up hope
Obstacle to EOL communication is fear of taking away patient’s hope
HCPs Unique Perspectives: A lot of tools can foster hope, like relationships, affection etc. Doing a lot of little things for them injects hope. But HP
cannot provide hope, they just offer the space for them to find hope within their own story. If a person is not hopeful we should not irritate them
with our hopefulness; Conflict about treatments dampens hopes
One of the components of a good death in Chinese culture was maintaining hope
Japanese Good Death implies maintaining hope by having something to enjoy, living positively and living in hope
Oncologists when making referral prefer using the name Supportive Care instead of Palliative Care, cause is less likely to decrease hope in patients
and families.
Hope is one of the elements of Good Death which includes Honest communication and hopeful attitudes; Encouragement of making plans for the
future; being informed about all the positive changes in physical status.
A reason for oncologists not involving PC services is the fear of destroying patients hope. Some of the doctors believe that information should not
be provided so early at the time of diagnosis, afraid to destroy patient’s hopes. Some oncologists would not give information on advance
directives at diagnosis because of the fear of destroying patient’s hopes in the future.
Cancer is a communal experience and reframing hope is one of the behaviors that would help overpass this misconception. HP want to reframe
hope, as there is something more than cure. Doing this would help everyone be on the same page and have the same goals. Because false hope
creates divides.
HP expect to find hopelessness in patients with advanced diseases. From hopelessness patient can go to hopeful preparing for death or living the
rest of the days normally. For this helped affirmation of worth, relational connectedness, partnership, religious support, resolution of unfulfilled
family responsibilities. And at the very last stage hope was perceived as spiritual manifested by a sense of peace, which was considered as the
ultimate hope.
The truth must be told in order for patients not to create false hopes and expectation which are not real, so they can prepare properly and not
make unachievable goals. This can be corrected if you give the right information. Patients should change from hope for prolongation of life to
hope for a good death or more realistic hope (focus on the object of hope). They do not want their patients to die while trying a new treatment or
therapy they knew from the beginning it wouldn't help. Some participants try to go along with the hope of their patients. Some of them say that
trying to intervene in people's hope does not help, even though they do not agree with this hope.
One of the barriers to high quality EOL care is clinician concern about taking away hope
Hope was described by HP as coming from a bond between them and the patient. Hope could also be nurtured when the emotional and physical
suffering were treated well. Hope for cure was mostly present when patients are in hospital, when they enter the hospice leaving this behind.
Some P started looking for another type of hope calling it as “the second best hope” like watching your flowers grow or the birth of a grandchild.
There are noticed anger in patients when they hope for a miracle cure and when HP just try to discuss what are the expectations for the future.
Patients feel approached as a “sufferer”. So HP have to be careful for hope and for the suffering part to balance them.
Although hope fosters optimism, still the circle of hope is not desirable. Treatment after treatment when there is no cure gives false hopes.

8.
9.
10.

Cripe et al.
Csikos et al.
Daneault et al.

11.

De Graaff et al.

12.

Dees et al.

13.

Duggleby et al.

14.
15.
16.
17.

Dunlay et al.
Fenstad et al.
Ford et al.
Fosse et al.

18.
19.
20.

Fulmer et al.
Gaspar et al.
Gibson et al.

21.
22.
23.

Haishan et al.
Hirai et al.
Hui et al.

24.

Ito et al.

25.

Kierner et al.

26.

Koenig Kellas et al.

27.

Mok et al.

28.

Nierop-van
Baalen et al.

29.
30.

Odejide et al.
Olsman et al.

31.

OosterveldVlug et al.
Runacres et al.
Salins et al.
SchulmanGreen et al.

32.
33.
34.

35.

Turner et al.

Rehabilitation can be associated positively with hope. Rehabilitation helps the transition to PC
Oncologists perceived palliative care interventions as helpful in communicating and maintain hope in a sensitive manner.
One of the obstacles to Communication of prognosis and referral to hospice is the unwillingness of patients and families to accept the prognosis
because of the desire to maintain patient’s hope and wish to continue with aggressive treatment Nurses’ Desire to Maintain Hope Among Patients
and Patients’ Families.
Having someone around that asks and want you to share and open up and encouragement gives patients hope. Developing intimacy in their
relationships facilitates hope.

HPs – health professionals, PC – palliative care, EOL – end of life.
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Appendix E
See Table E1
Table E1
Themes and subthemes.
Bringing out hope

The interpersonal presence

The delivery of treatment

Taking down hope

Prognosis discussion

Referral decisions

Providing palliation

• Gibson et al. – human emotions and genuine caring
• Turner et al. – creating bonds with the patients
• Mok et al. – showing understanding and humility
• Salins et al. – the way HPs communicate with the patients
• Benkel et al. – communicating in the right way does not kill hope
• Fosse et al. – communication challenges regarding hope are easier when you already know patients' life stories
• Chen et al. – delivering care for patients, giving options for treatment
• Hirai et al. – an attribute of Japanese Good Death is maintaining hope
• Ito et al. – hope an element of good death
• Haishan et al. – maintaining hope and please one of the components for good death
• Runcares et al. – rehabilitation can help hope and the transition to PC
• Clayton et al. – because sometimes patients can live more than expected, treatment was encouraged
• Dees et al. – postponing the conversation of medication withdrawing because of loss of hope
• Daneault et al. – acceptance is necessary, hope cannot be limitless
• Oosterveld-Vlud et al. – treatment after treatment gives false hope
• Bajawah et al. – difficult to balance hope with realism
• Boroujeni et al. – difficult to discuss prognosis when you have faith in God
• De Graaff et al. – the struggle in discussing prognosis makes HPs' deliver the task to the families
• Csikos et al. – low number of physicians believed that discussion of prognosis leads to hopelessness
• Schulman-Green et al. – the desire to keep patients' hope alive is an obstacle in communicating the prognosis
• Nierop-van Baalen et al. – false expectations and false hope should be avoided
• Fenstad et al. – taking away patients' hope as a barrier for PC referral
• Cripe et al. – taking away patients' hope as a barrier for PC referral
• Kierner et al. – reason for not including EOL services at the time of diagnosis
• Fulmer et al. – destroying patients' hope is a barrier to EOL communication
• Odejide et al. – destroying patients' hope is a barrier to EOL communication
• Gaspar et al. – destroying patients' hope is a barrier to EOL communication
• Dunlay et al. – destroying patients' hope is a barrier to EOL communication
• Ford et al. – one of the reasons of enrollment in hospices 1 month before death is the belief that hospice means
no hope
• Balkin et al. – referring too early would undermine patients' hope
• Hui et al. – "supportive care" is less likely to decrease hope
• Olsman et al. – patients react in anger when being approached as "sufferers"
• Braithwaite et al. – hard to provide the best level of comfort and maintain hope at the same time
• Duggleby et al. – hope inside PC can be of all sorts, not necessary for cure
• Koenig Kellas et al. – all actors involved should be on the same page for smaller goals

HPs – health professionals, PC – palliative care, EOL – end of life.
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