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Abstract

Background: Inequities in the provision of palliative care for people with cardiac disease have been well
documented in the literature. Despite experiencing significant palliative care needs, those with cardiac disease are
less likely to be referred to specialist palliative care services and more likely to die in a hospital when compared to
those with cancer. The unpredictable trajectory of heart failure has been identified as a key barrier to providing
palliative care with many people experiencing a long period of stability with appropriate medical treatment.
However, as the disease progresses and cardiac function deteriorates, exacerbations of acute decompensation can
lead to what is often perceived to be ‘sudden’ death. The aim of this study is to explore the impact of uncertainty
on how death is remembered by bereaved family members of people with heart disease.

Methods: Thematic analysis of free text collected during a postal survey of bereaved family's experiences of
healthcare services in the last 3 months of life using the New Zealand version of the VOICES questionnaire was
undertaken. Data was analysed using a three-dimensional conceptual framework of “scientific uncertainty”.

Results: Eight hundred and twenty-seven completed questionnaires were received of which 12.6% (n = 105)
indicated that they had cared for someone at the end of life with cardiac disease. Experiences of uncertainty were
found to have a significant impact upon bereaved family. Four key themes were identified; distrust in healthcare
professionals, stories left incomplete, loss, regret and missed opportunity and disempowerment.

Conclusions: This study highlights the ongoing impact on bereaved family when uncertainty is not made explicit
in conversations regarding end of life for people with heart disease. Timely and sensitive conversations regarding
the uncertainty of when death may occur is an important factor in ensuring that bereaved family are not left with
unresolved narratives. Reframing how we think and talk about uncertainty in end of life care is important, as
clinicians’ uncertainties may not always reflect or match up with families” uncertainties. Being explicit about our
inability to be certain about the timing of death may thus lead to a more positive and complete experience for
bereaved family.
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Background

Inequities in the provision of palliative care for people
with cardiac disease have been well documented in the
literature [1]. Despite experiencing significant palliative
care needs [2], those with cardiac disease are less likely
to be referred to specialist palliative care services and
more likely to die in a hospital when compared to those
with cancer [3]. The unpredictable trajectory of heart
failure has been identified as a key barrier to providing
palliative care [4]. Many people experience a long period
of stability with appropriate medical treatment. As the
disease progresses and cardiac function deteriorates, ex-
acerbations of acute decompensation can lead to what is
often perceived to be ‘sudden’ death [5].

Palliative care within the context of heart failure is
therefore characterized by uncertainty, a topic which has
become increasingly discussed in the literature, particu-
larly in relation to communication of prognostication
[6]. Indeed, some have argued that the need for certainty
is embedded in the way in which medicine is taught and
diagnoses are made. This need for certainty has resulted
in a level of discomfort in medical culture in acknow-
ledging uncertainty, despite clinicians being aware of its
existence in clinical practice [7].

Clinicians adopt various strategies in an attempt to re-
lieve uncertainty for patients and families. For example,
a recent study found that clinicians used ‘absolute cat-
egorical time estimates’ (hours, days, weeks) in an at-
tempt to relieve prognostic uncertainty for relatives of
people with heart failure. At the same time, relatives
helped to relieve the burden for clinicians by expressing
their knowledge of uncertainty in their requests for in-
formation [8].

Evidence has shown that when uncertainty is sup-
pressed or ignored there can be negative outcomes for
patients, families and health care professionals. For ex-
ample, a study by Etkind et.al [6] found that uncertainty
can influence the way in which patients experience ad-
vanced illness by impacting on the way in which their
information needs, preferences and future care priorities
are addressed [9]. Furthermore, it has been argued that
when health professionals suppress or ignore uncertainty
this can impact negatively on healthcare resources and
patient and family experiences [7, 10]. However, whilst
negative experiences of care at the end of life have been
shown to impact on bereavement recovery [11], there is
little evidence about how uncertainty impacts family ex-
periences both at the end of life and during
bereavement.

The aim of this research is to explore the impact of
uncertainty on how death is remembered by the be-
reaved family members of people with heart disease, in
order to better inform end-of-life conversations between
clinicians, patients, and relatives.
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Study design

Participants comprised of bereaved family who had
cared for someone at the end of life with cardiac disease
in one large urban area of New Zealand and who had
participated in a self-completed postal survey regarding
their experiences of care in the last 3 months of life. Par-
ticipants completed the Views of Informal Carers Expe-
riences Survey (VOICES) short form [12], previously
adapted to the context of Aotearoa New Zealand [13].
The survey consists of questions regarding experiences
of services received in the last 3 months of life, and add-
itional space is provided to enable respondents to enter
free text comments about any aspect of the care they re-
ceived. In addition, demographic data regarding the re-
spondent and the deceased were collected. This paper
draws on analyses of the free text data collected in re-
sponse to three questions:

1. What if anything was good about the care?
What if anything was bad about the care?

3. Please use the space below if there is anything more
you would like to say about the care provided.

A copy of the NZ version of the VOICES question-
naire [13] was posted to bereaved family with a letter of
invitation from the health provider and a post-paid re-
turn envelope. A follow-up phone call was made by a
nurse employed by the service provider 2 weeks after the
questionnaire had been posted to offer people opportun-
ities to ask questions about the study. All study proto-
cols were approved by the University of Auckland
Human Participants Ethics Committee (UAHPC:
017662).

We initially planned to send invitations 6—12 months
post bereavement, however delays were experienced due
to: 1) a need for more follow-up phone calls than antici-
pated; 2) reposting of surveys to second listed next of
kin; and 3) the study overlapping major holiday periods
in NZ. Invitations were therefore sent 6-21 months post
bereavement. Participants were asked to indicate their
consent to participate at the start of the survey.

Data analysis

Descriptive statistics were used to provide an overview
of the study population. Analyses were conducted using
IBM SPSS Statistics 25. A thematic analysis of qualitative
data was undertaken using a process outlined by Braun
and Clark [14]. Familiarisation with the data involved
reading and re-reading the data as a team to become
immersed in and familiar with its content. During this
process, ‘uncertainty’ was recognised as an important
emergent issue. Following this initial review, a coding
frame was developed and applied to all transcripts by JR,
codes were then examined to identify broader patterns
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of meaning or themes. Review of emerging codes and
themes were undertaken by the research team as a
whole who met regularly as the data analysis process
progressed.

Conceptual framework

The use of a conceptual framework in qualitative re-
search provides insight into observations and data that
might be overlooked or misinterpreted [15]. During ana-
lysis, we used a three-dimensional framework described
by Han et al. [16], which characterises uncertainty in a
healthcare context from different perspectives. The pur-
pose of using this framework was twofold. Firstly, the
framework helped to define and identify experiences of
uncertainty from within the data. Second, it guided the
interpretation of these experiences, helping make sense
of how uncertainty impacts on people’s experiences of
care at the end of life (see Fig. 1).

Results
Four thousand seven hundred seventy-eight deaths were
recorded during the study period. Of those, 18% (n =
860) had incomplete next of kin recorded and 6% (n =
235) were returned “not known at this address”, leaving
a total of 3683 surveys that could have been completed.
Eight hundred and twenty-seven completed question-
naires were returned (response rate calculated 827/
3683 =22.5%); 12.6% (n=105) indicated that they had
cared for someone at the end of life with cardiac disease
(see Table 1). Open text responses consisted of 4224
words. Some participants provided additional pages to
the free text section suggesting that this was seen as a
valuable opportunity to share their experiences.
Thematic analysis of the data identified that when un-
certainty regarding the prognosis and management of
heart disease is not communicated clearly, physical de-
terioration and death can appear unexpected to family
members. This had a significant impact upon family,
and four key themes related to this impact were
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identified and are presented in relation to Hans et.al’s
conceptual framework of uncertainty (see Fig. 2) [16]:

Distrust in healthcare professionals
Stories left incomplete

Loss, regret and missed opportunity
Disempowerment

B W e

Distrust in healthcare professionals

The three dimensional view of uncertainty in healthcare,
described by Han et al. [16], describes “scientific uncer-
tainty” as a source of uncertainty arising from factors as-
sociated with diagnosis, prognosis, causation, and
treatment. Decision making in this context is character-
ized by probability, ambiguity, and complexity.

The impact of clinicians not being explicit about prog-
nostic uncertainty, for some participants, led to a sense
of distrust about the information being provided. Uncer-
tainty related to the competence of healthcare profes-
sionals and the quality of care expected has been
described by Han et. Al as “practical uncertainty” [16].
For example, one participant described how she felt that
an early discharge from hospital led to her husband’s un-
timely death at home, and how she had questioned the
outcome, given what she had been told about the illness.

00600: My husband was in NSH and was discharged
Sunday afternoon, and three hours later he died at
home. I strongly believe that with all the medical in-
formation I have read and have had explained to
me, my husband may be alive today.

In addition, family often perceived that healthcare pro-
fessionals were withholding information when clinical
deterioration was occurring, and contributed to family
not trusting healthcare professionals’ knowledge. For ex-
ample, not being “open” about imminent death led one
participant to believe that the staff could not be trusted
to recognise when someone was imminently dying. The
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Fig. 1 Issues of uncertainty in healthcare [16]
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Table 1 Participant characteristics (n=105)

Characteristic Category Frequency %

Survey respondents

Age 40-49 years 8 76
50-59 years 20 19.0
60-69 years 40 38.1
70-79 years 26 248
> 80 years 10 9.5
Missing 1 1.0

Gender Male 22 210
Female 82 78.1
Missing 1 1.0

Relationship Spouse 30 286
Child 55 525
Sibling 7 6.7
Parent 2 19
Friend 6 57
Other 4 4.7
Missing 1 1.0

Deceased person’s characteristics

Age at death 40-49 years 3 29
50-59 years 2 19
60-69 years 6 57
70-79 years 18 17.1
> 80 years 75 714
Missing 1 1.0

Gender Male 46 438
Female 58 55.2
Missing 1 1.0

consequence was that family were not present when she
died.

03081: ... based on the care of patients, especially
those close to death, I think the staff could have been
more open about how much time she had left. 1
think that there are signs when the body is shutting
down and staff, having the experience of caring for
the elderly could possibly estimate how long patients
have left e.g. discoloration in feet and hands etc ...
not specific times as no one knows but estimated. 1
think her children would have had the opportunity
to see her before her passing as they were not living
in Auckland.

When healthcare professionals did not commu-
nicate clearly and used language that was not
understood to be about dying, family were left
feeling as if information was being deliberately
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withheld. Words such as “final stages” left one
participant with even more uncertainty about
what to expect.

04075: We weren’t actually told she was dying, she
spent one month only on oxygen. Near the end we
were offered palliative care people, they spoke with
our Dad who wasn'’t accepting that Mum wouldn’t
recover. My sister and I were not impressed with
them, outward appearance etc. When in hospital 1
requested timeline but very difficult to get informa-
tion. Dr said she is in final stages of HF, I asked how
much time this meant ... months, weeks days, no one
would answer and give me an idea.

Stories left incomplete

A lack of causal explanations is another component of
“scientific uncertainty” described by Han et al. [16], the
consequences of which left participants in this study
with stories left incomplete. Without clear explanations
from healthcare professionals, uncertainty regarding
treatment, care, and how dying occurred led to un-
answered questions for many participants. One partici-
pant questioned whether a change in medication may
have led to their family member’s death.

02575: I have a problem with his last admission. Just
as the Dr was leaving his room she came back and
added a pill. He was discharged not seeing how the
pill would affect him and he died about 4 days later.
Was this done to end his life!! That’s what I am try-
ing to live with.

The suddenness of death, for which participants were
often not prepared, left some participants questioning
whether they had done enough for their family member.
One participant described her experience as “bewilder-
ing,” and several months after her father’s death
expressed that she still felt uncertain about whether she
should have asked for more help for him.

02471: It was a bewildering experience, maybe 1
could have requested more care but would it have
helped him much? I didn’t think so at the time.

Even when death had occurred, unclear and uncertain
information relayed to family left one participant
shocked and frustrated, having to work out for herself
that her mother had died.

01585: It was a shock when she died suddenly - and
I received the news in a very roundabout way.
Called by one nurse to say Mum had a bad night
and some difficulty. When I was later called by the
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Fig. 2 The inter-relation of issues and sources of uncertainty [16] and its impact on bereaved family's experiences of care at the end of life in

Loss, regret and missed opportunity

Unable to be present at the time
of death

Missed conversations

Regret about decisions made or
not made

Charge Nurse, I had to work out for myself that
Mum had died.

Uncertainty regarding how their family member had
died when they were unable to be present at the time of
death left one participant with thoughts of her aunt be-
ing distressed as she struggled for breath.

01585: I wish we had been called in order to be with
her when she died. I got the impression that she

struggled for breath and was in distress for at least
2 h before she died.

Loss, regret, and missed opportunity

Ambiguity regarding diagnosis and prognosis is de-
scribed by Han et al. as another source of “scientific un-
certainty,” [16] and for participants in this study,
ambiguity in communication with healthcare profes-
sionals had a significant impact on participants’ experi-
ences of care at the end of life. When communication
regarding prognosis was unclear or occurred ‘too late’,
participants experienced loss, regret, and expressed that
they felt that there had been missed opportunities.

00976: 1 was not notified of impending death and it was
2 h after that I was notified. Very angry about this.

For another participant, the lack of recognition by staff
that the patient was nearing the end of their life meant
that the conversation regarding impending death hap-
pened very late in illness progression. For some partici-
pants, this left them feeling that healthcare professionals
withheld knowledge that their family member was dying.
The impact of perceived withholding of information
meant that one participant was unable to be present
when her mother died.

01571: They did not keep me informed that Mum
had deteriorated over the weekend. I think there was
a nurse giving better care but my impression of resi-
dential care nurses is not positive, they do not ap-
pear to have a concept of palliative care. Weekends
are particularly poor in care. No one takes responsi-
bility, I would have liked to be there with my mother
but was not contacted until palliative nurse went to
visit Mum Monday morning and I caught a plane to
Auckland.



Robinson et al. BMC Palliative Care (2021) 20:60

Adjusting one’s expectations and understanding in
preparation for death was not achievable for some par-
ticipants in the time available. For example, one partici-
pant described how she was told very late in the illness
that her mother was dying and shared the regret she felt
not being given the opportunity to take her mother
home.

Therefore, when they told me 24 h before she was
dying it was a shock. I had some advance warning
we may have done things differently. I would have
liked to take her home if possible or even discussed
this.

Even when death occurred in a hospice setting, partici-
pants often experienced it as sudden and unexpected,
despite the progressive nature of the illness. One partici-
pant described how they were still making long-term
plans despite being aware that their family member was
“really sick”. They were kept informed, but not about
the possibility of death occurring.

00083: His care at hospice was without doubt excep-
tional. Given respect, taken out for smoke breaks
whenever he wanted. All family members welcomed
and informed, only thing was we didn’t know he
would die, were making longer term plans for him!
Knew he was really sick but knowing him thought he
would outlast us!

While it can be difficult to predict how someone might
respond to medication at the end of life, this uncertainty
was not always communicated leading one participant to
express regret at not being able to communicate with
her mother, which she thought was due to her being
given morphine.

03669: Last 24 h my mother was distressed and wanted
to be out of it so nurses gave her medication, morphine. I
wish they had told me she may not be able to talk after
this as I lost my chance to say goodbye and tell her
things. This was a great regret for me. If nurses/dr under-
stood how regret affects someone after their loved one
dies surely, they would do it better.

However, when family were clear about the informa-
tion they received about care and treatment, the experi-
ence was a positive one. One participant described her
mother being given opportunities to remain engaged in
decisions regarding her care, which was based on mutual
respect and trust right up until the end of her life. The
sense of certainty that they had done the right thing by
their family member, even after death had occurred, was
evident in their responses.
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00040: The most striking thing was hearing the doc-
tor explain she was dying, and she could choose how
aware she wanted to be. Mum chose Option A., but
gave them permission to move to Option B. without
further comment from her, trusting then completely
to interpret any change from her symptoms. This
gave Mum a confident, forward-looking death.

Disempowerment and loss of advocacy

Exacerbations related to the illness, and uncertainty re-
garding prognosis, meant that at times there was uncer-
tainty about the most appropriate place of care. Some
participants therefore found it difficult to advocate for
their relative and their care. Moving from hospice to
home to hospital became a regular event for some
people, and some family had a key role in facilitating the
most appropriate place of care. “Personal uncertainty”
described by Han et al. [16] relates to the psychosocial
and existential issues related to the effects of the illness
on one’s personal relationships. Increasing concern for
others and the impact of the illness on one’s sense of
meaning surrounding life in general can result in a sense
of “personal uncertainty”. This was evident in the find-
ings when participants described the overwhelming
sense of responsibility and advocacy for their family
member. One participant described how she had to ap-
peal to a hospital physician to have her mother admitted
to hospital:

00264: She had a week or 10days in the hospice -
then was returned home with a palliative care re-
gime. Finally, the HF episodes became more frequent
and she needed hospitalisation but the hospice
didn’t have a bed- hence the appeal to the cardiolo-
gist and her readmission to hospital. Fantastic that
they could ease her last days.

Some participants expressed uncertainty about
whether healthcare professionals had done enough be-
fore discharging the patient or moving them to a differ-
ent place of care. Some participants highlighted that this
was even more concerning when their attempts to raise
their concerns directly with the doctors and nurses were
not heard.

00600: His care in hospital was excellent to a point,
it was when he was in a mainstream ward and not
Cardiology that symptoms went unseen. It didn’t
seem to make a difference what I was telling staff.
There were avenues that should have been investi-
gated that weren’t.

Some participants also experienced disempowerment
in their advocacy role through the manner in which
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impending death was talked about, which appeared to be
as important as when the conversation occurred. One
participant described how her mother was told she
should not be in hospital as there was no treatment that
could be offered, which she found particularly distres-
sing given that her mother was not involved in the
conversation.

02162: So, the young female doctor stood by her bed
and said to us there’s no point wasting time and ef-
fort on her as she’s going to die. She needs to leave
the hospital as we have others who need the bed. She
offered no treatment. Mum said ‘I can hear”. It was
the most distressing moment of my life.

Discussion

This study explores the impact of uncertainty on be-
reaved families’ experiences of death and dying in car-
diac disease. Details of how stories are told about care at
the end of life and how these experiences are remem-
bered provide insight into the ongoing impact of uncer-
tainty on bereaved family. Findings from this study have
shown that uncertainty which is not made explicit, can
lead to families feeling a pervasive sense of distrust in
the information being provided (or not) by healthcare
professionals. This contributes to death being experi-
enced as sudden or poorly managed. Over time, as be-
reaved family try to make sense of and find meaning in
their experiences, unanswered questions mean that stor-
ies are left incomplete, leading to a sense of missed op-
portunities, regret, and disempowerment within their
advocacy or caring role.

Clinical uncertainty, as reflected in Han et al’s [16]
taxonomy of uncertainty in healthcare (Fig. 1), has his-
torically been disease-centered, focusing on the physio-
logical cause of death, as well as prognosis or the timing
of death. However, uncertainty related to physiological
illness progression may not be a priority for patients and
their family, whose concerns Han et al. [16] suggest may
be more person-centered. Indeed, findings from this
study suggest that priorities, for family of people with
heart disease at the end of life, are related to being with
and spending time with their ill relative, and being in-
volved in end-of-life planning with an emphasis on the
dying process or the kind of dying to expect. Further-
more, where the uncertainty of when death might occur
is not made explicit, bereaved family are left with mem-
ories of loss and regret that are difficult for them to re-
solve as time goes on.

Findings from this study showed that both the timing
and nature of end-of-life conversations between family
and healthcare professionals are important to how end
of life is experienced, and remembered, by bereaved
family. In this study, bereaved family experienced end-
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of-life conversations as often ill-timed, highlighting that
healthcare professionals were often not explicit about
uncertainty in terms of death and dying, or the timing of
when death may occur. Communicating information re-
garding the impact of a life limiting illness has received
significant attention in the literature [17-19]. However,
evidence has shown that conversations with people who
have heart failure focus largely on the management of
the illness, whilst care at the end of life is rarely dis-
cussed [2]. Reasons for this are complex, but healthcare
professionals’ reluctance to discuss issues related to
death and dying with people with heart failure is sug-
gested to be associated with the unpredictable illness
trajectory and prognostic uncertainty [4, 20].

The tension between communicating what may be a
lingering or sudden death, both possibilities in people
with heart disease, may complicate the way in which
impending death is discussed by clinicians, As described
above, this study found that the timing of these conver-
sations was particularly important in how family experi-
ence death as being sudden or not. Continued
misconceptions that actively dying and palliative care are
synonymous [21] may contribute to healthcare profes-
sionals’ unwillingness to have end-of-life conversations
early, when prognosis is uncertain. Indeed, evidence has
shown that people with heart disease are far less likely to
be enrolled in palliative care services in England [22] or
have conversations about end of life with their health-
care professionals [2].

In our study, a focus on disease management com-
bined with a lack of attention to uncertainty regarding
illness progression and death was identified as a key
finding, shown here to negatively impact bereaved fam-
ilies” experiences. Furthermore, when conversations with
healthcare professionals failed to provide the informa-
tion family needed, this led to distrust in what was being
communicated. A qualitative interview study with surro-
gate decision-makers by Evans et al. [23] similarly found
that trust in healthcare professionals was negatively im-
pacted by lack of discussion about prognostic uncer-
tainty, in highly uncertain end-of-life contexts. Trust is a
key aspect not only of relationships between clinicians
and patients, but also clinicians and families. However,
in general, there is relatively less attention paid in litera-
ture to family’s experiences of uncertainty at end of life.

In our study, family particularly highlighted mis-
matches between the information provided (or not) by
healthcare professionals and what family were experien-
cing; this led to a pervasive sense that healthcare profes-
sionals might ‘know something, but were not
communicating this to patients or family. These findings
echo those of a mixed methods study of family’s experi-
ences of hospital end-of-life care by Krawczyk and Galla-
gher [24]. Although not focused on cardiac disease, they
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found that when prognostic uncertainty was poorly com-
municated to family members, family did not understand
that their relative was “sick enough to die,” which left a
“legacy of uncertainty and suspicion.” As heart failure is
most often not treated as terminal, described above,
these effects may be further compounded in end of life
with cardiac disease.

The mismatches described in our study also created
tensions that family had to navigate at the time, and
later when making sense of their experiences. For ex-
ample, when family thought healthcare professionals
were not “noticing” the deterioration they themselves
could see, family had to decide whether to speak up.
Those who spoke up and were not heard felt disempow-
ered; whilst those who chose not to speak up were left
with an incomplete narrative characterised by disem-
powerment and regret. These examples further illustrate
how family felt uncertain about what to expect of their
relatives’ care, and end of life, impacting how they
undertook and remember their caring and advocacy
role.

The impact on family when healthcare professionals
are not explicit about uncertainty was significant in this
study. Feelings of regret and missed opportunity were
evident in many participants’ responses. Regret can com-
plicate recovery from bereavement when family do not
get the opportunity to be with their relative at the time
of death, or do not get a chance to say what they want
to say, or do what they had planned to do [25]. Unre-
solved or unfinished narratives can lead to an inability to
make sense of and meaning in their experiences of death
and dying, and what might have been.

Communicating uncertainty in the context of a poor
prognosis does not align well with the principles of a
biomedical model, which are positioned around evidence
based practice, science, and certainty. Physicians are
trained to find certainty in a diagnosis using best evi-
dence, which is framed around population based studies
[26]. Yet, communicating the uncertainty of how the
“evidence” might apply to an individual is more complex
[27]. Indeed, research has shown that during patient
consultations doctors may not communicate clinical un-
certainty for fear of negative consequences for the pa-
tient, including loss of trust, confusion and anxiety [28].

Alternatively, a focus on preparing for death whenever
it may occur (and it will) may help healthcare profes-
sionals to understand patient and family wishes, and ad-
dress their uncertainties in a way that is more person-
centered. Indeed, Han and colleagues [16] highlight the
importance of acknowledging psychosocial and existen-
tial uncertainty, which may be more important to pa-
tients and family than scientific uncertainty. A
systematic review on end-of-life communication by
Parker et al. [17] highlighted that patient and family
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needs and preferences may diverge, and most family ex-
press a wish for candid conversations about prognosis,
end of life, and acknowledgement of uncertainty.

Findings from our study have shown that families’ ex-
periences can be profoundly negative if conversations
are not conducted well or in a timely manner. Done
well, conversations preparing family for impending death
can positively shape narratives associated with support-
ing a family member at the end of life, providing time
for them to find meaning and reshape their expectations
about the future. Even deaths that are sudden may feel
less ‘bewildering’ if conversations are framed around the
fact that death will occur at some stage, rather than fo-
cusing on exactly when death will occur. Indeed, rather
than focusing on prognostication, a better approach may
be conversations which are focused on normalizing un-
certainty while addressing patients’ and families’ emo-
tions, and supporting them to manage the impact of
uncertainty on their day-to-day lives [29].

Considering both healthcare professionals’ concerns
and the profound impacts on family, the way in which
healthcare professionals manage times of uncertainty are
important in achieving a positive outcome for bereaved
family. Planning for the worst and hoping for the best
means that absolute certainty regarding the timing of
death is not necessary — only that they will. Being expli-
cit about the unpredictability of the illness and that
healthcare professionals are not able to predict the pre-
cise timing of death is an important conversation to have
with patients and their family. Being certain about when
someone will die is often unattainable; however, cer-
tainty of when death may occur may not be as important
for some people living with heart failure and their family.
There is thus currently a mismatch on the focus and im-
pact of uncertainty for doctors, patients, and family
members at the end of life.

Findings from this study have been presented using
Han et. al’s [16] conceptual framework of uncertainty in
the healthcare context. Uncertainties related to living
with a progressive life limiting illness are not all the
same, are experienced differently and are neither “stable
nor synonymous” [30].

The way in which categories of uncertainty (see Fig. 2)
inter-relate reflects the multifaceted and complex nature
of uncertainty and its potential to impact on bereaved
families experiences of care at the end of life. This study
found evidence of participants experiencing the impact
of “scientific uncertainty” which was associated with
diagnosis, prognosis, casual explanations and treatment.
Furthermore, the impact of “practical uncertainty” was
revealed when participants expressed distrust in their
health care professionals and were left wondering about
the quality of care their family member had received. Fi-
nally, the category described by Han et al. as “personal
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uncertainty” relating to psychosocial and existential is-
sues was evident when participants described the over-
whelming sense of responsibility they felt and the
advocacy they undertook for their family member.

While healthcare professionals continue to focus on
when someone is going to die, without acknowledging
the uncertainty of prognostication, patients and families
will continue to have expectations about death and dying
that will remain unresolved. Uncertainty does not negate
these conversations if we take practical steps to ensure
healthcare professionals understand what is important to
patients and family, rather than focusing on trying to
make what is uncertain certain.

Limitations

A Kkey strength of this study is in the collection of data
directly from bereaved families who had experienced
caring for someone at the end of life with heart disease.
However, there are study limitations that should be
noted. Firstly, the bereavement period ranged from 6 to
21 months. This may have impacted on participants abil-
ity to recall their experiences.

Secondly, it has been argued that the use of survey
data from open ended questions may be “uncomfortable
to work with” being neither qualitative not quantitative
data [31]. However, the use of open-ended questions
may provide an opportunity to capture data about an
important issue that has not been covered in the survey.
This is reflected in the findings from this study whereby
the survey did not ask specifically about people’s experi-
ences of uncertainty. Instead, the concept of uncertainty
was identified as a key theme during the analysis of open
responses.

Conclusion

This study has highlighted the ongoing impact on be-
reaved family when uncertainty is not made explicit in
conversations regarding end of life for people with heart
disease. Timely and sensitive conversations regarding
the uncertainty of when death may occur is an import-
ant factor in ensuring that bereaved family are not left
with unresolved narratives, i.e. feelings of missed oppor-
tunities, uncertainty that they had made the right deci-
sions, and lack of clarity around their relative’s death.
These impacts may remain present indefinitely. We also
offered some reframes for thinking and talking about
uncertainty in end of life, as this and other studies have
shown that clinicians’ uncertainties may not always re-
flect or match up with families” uncertainties. Being ex-
plicit about our inability to be certain about the timing
of death may thus lead to a more positive and complete
experience for bereaved family.
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