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ABSTRACT

Objective: Chronic heart failure is a disease with high morbidity and symptom burden for
patients, and it also places great demands on family members. Patients with heart failure
should have access to palliative care for the purpose of improving quality of life for both patients
and their families. In the PREFER randomized controlled intervention, patients with New York
Heart Association classes III-IV heart failure received person-centered care with a
multidisciplinary approach involving collaboration between specialists in palliative and heart
failure care. The aim of the present study was to describe family members’ experiences of the
intervention, which integrated palliative advanced home and heart failure care.

Method: This study had a qualitative descriptive design based on family member interviews.
Altogether, 14 family members participated in semistructured interviews for evaluation after
intervention completion. The data were analyzed by means of content analysis.

Results: Family members expressed gratitude and happiness after witnessing the patient
feeling better due to symptom relief and empowerment. They also felt relieved and less worried,
as they were reassured that the patient was being cared for properly and that their own
responsibility for care was shared with healthcare professionals. However, some family
members also felt as though they were living in the shadow of severe illness, without receiving
any support for themselves.

Significance of results: Several benefits were found for family members from the PREFER
intervention, and our results indicate the significance of integrated palliative advanced home
and heart failure care. However, in order to improve this intervention, psychosocial
professionals should be included on the intervention team and should contribute by paying
closer attention and providing targeted support for family members.
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BACKGROUND

Chronic heart failure is a disease with high morbidity
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multiple symptoms accompanied by great physical
and psychological burden (Janssen et al., 2011) as
well as additional complex comorbidities (Cleland
et al., 2011). Heart failure has a poor prognosis, a
shifting disordered illness trajectory, and an often
unpredictable decline toward the end of life and
death (Gadoud et al., 2013).

The challenges of being the family member of a pa-
tient with heart failure have been described to in-
clude perceptions of stress, burden, depressive
symptoms, and diminished quality of life (Dracup
et al., 2004; Luttik et al., 2005; 2007; Pressler et al.,
2013). Family members are at risk of being worn
out as a result of being constantly worried and bur-
dened by responsibility 24 hours a day (Brannstrom
et al., 2007). They have expressed many concerns
about delivering competent care and performing
caregiving tasks correctly as well as about making
appropriate decisions (Sullivan et al., 2016).

The Word Health Organization cautions that pa-
tients with such chronic diseases as heart failure
should have access to palliative care with the purpose
of improving quality of life for both themselves and
their families. A comprehensive and interdisciplin-
ary approach should be integrated into the manage-
ment of the patient beginning at diagnosis and
alongside treatment for the underlying disease
(World Health Organization, 2002; Jaarsma et al.,
2009; Morrison & Meier, 2011). Previous research
has recognized that few patients with heart failure
who would benefit from palliative care actually re-
ceive it (Jaarsma et al., 2009). However, a recent re-
view of guidelines and pathways in Europe revealed
a growing awareness of the importance of integrated
palliative care for patients with chronic heart failure.
The reviewers concluded that palliative care inter-
ventions should aim to reduce suffering through
the provision of appropriate medication and psycho-
social support (Siouta et al., 2016). They also ac-
knowledged a need for standardized strategies to
overcome existing barriers. Several barriers have
been identified. Heart failure has an unpredictable
illness trajectory, and healthcare professionals seem
to have limited knowledge about what differentiates
standard heart failure therapy from palliative care
and about how to initiate collaboration (Kavalieratos
et al., 2014). Despite this, some interventions have
been developed, but they sometimes fail to have any
proven effects (Hopp et al., 2016), while others result
in reduced numbers of hospital readmissions and im-
provements in terms of depression, symptom burden,
perceived control, and activation, as well as en-
hanced quality of life for patients (Evangelista
et al., 2012; 2014; Wong et al., 2016). However, rele-
vant studies are still rare, and more knowledge is
needed about the impact of palliative care interven-
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tions, not only from the perspective of patients with
heart failure but, importantly, also from their family
members, who often play a crucial role in caregiving.

AIM OF THE STUDY

Our aim was to describe family members’ experi-
ences of an intervention that integrated palliative ad-
vanced home care and heart failure care.

METHOD

Design and Study Context

Our study had a qualitative descriptive design based
on family member interviews. It was a prespecified
post-hoc study of a randomized controlled interven-
tion that integrated palliative advanced home care
and heart failure care (PREFER) (Brannstrom & Bo-
man, 2014). Patients in New York Hearth Association
classes ITI-IV received person-centered care with a
multidisciplinary approach involving collaboration
between specialists in palliative and heart failure
care. A holistic approach was used by all of our profes-
sionals to meet patients’ physical, psychological, so-
cial, and existential needs. The context was an
advanced home care unit providing services Monday
through Friday during the day and based in a county
hospital in northern Sweden. The frequency of home
visits and phone calls varied substantially: from sev-
eral times a day to every other week. The intervention
proved to increase evidence-based drug treatments
(Markgren et al., 2016), reduce costs (Sahlen et al.,
2016), improve quality of life, and reduce morbidity
for patients (Brannstrom & Boman, 2014). One key
component of the intervention involved providing
support to family members, mainly by the palliative
care nurses. Specifically, family members were in-
vited to participate when a care plan was established
with the patient, at which point family members were
given telephone contact numbers for the team and in-
formed about whom to contact for out-of-hours care.
The intervention also included bereavement support
(see Table 1). The focus of the present study was on
the whole intervention, but from the perspective of
family members.

Participants

Family members were asked to participate in the pre-
sent study after the intervention was completed. A
“family member” was defined as a person who the pa-
tient had reported was a member of his/her family.
Of the 31 eligible family members, 15 were asked to
participate. One interview was excluded due to com-
munication difficulties. The final total number of


https://doi.org/10.1017/S1478951517000256

280

Alvariza et al.

Table 1. Description of the key components of the PREFER intervention

Key component

Content

Person-centered care

The starting point was the patient’s narrative, which was recorded in a structured manner and

from which a mutual care plan was created.

Specialized care
Team-based care

Integrated heart failure and palliative care.
Collaboration between team members (i.e., cardiologist, registered nurses, palliative care

physician, physiotherapist, and occupational therapist). Rounds were scheduled every two

weeks with all team members.

Information between scheduled rounds was shared within the unit in meetings and via emails

and phone calls.
Total care
Easy access

The team was also responsible for total care (i.e., comorbidities).
Patients and family members were provided with appropriate telephone contact numbers for the

team during the day and informed about whom to contact for out-of-hours care.

Continuity
Home-based care

Key individuals (responsible nurse and physician) were identified for each patient.
Length of home visits and number of telephone calls were adapted to each patient. Advanced

care such as the administration of injections/infusions of diuretics and transmission of
electrocardiograms to the hospital was performed in the patient’s home.

Support to family
members

Support to team
members

Establishment of a care plan, designed with the patient and a family member. Reviewed
regularly and including the patient’s preferences for future treatment options.
Team-based educational activities and “ethical rounds” were regularly performed.

participants was 14 family members (8 wives, 1 hus-
band, 4 daughters, and 1 son). They ranged in age
from 55 to 84 years, and all 9 spouses and the 1 son
lived with the respective patient at the time of our
study.

Data Collection

Data were collected through semistructured inter-
views and followed a short interview guide. The in-
terviews were conducted by the last-named author
(M.B.) and another two registered nurses who had
extensive experience with interviewing. None of
these researchers had participated in delivery of
the intervention. The interviews began with an
open-ended question: “Please tell me about your ex-
periences of the intervention.” The following ques-
tions were also asked: “Please tell me about a
situation when you received help and a situation
when you did not receive help”; “What has the inter-
vention meant for you?”; and “Please describe if you
experienced differences between usual care and the
intervention.” Probing questions were also asked, in-
cluding: “Do you mean ...?” and “Can you say more
about that?” Interviews were conducted between
2011 and 2013, and each interview lasted between
30 and 60 minutes. They were conducted at partici-
pants’ homes and were transcribed verbatim.

Data Analysis

Interviews were analyzed using content analysis
(Patton, 2002). Audiotapes were listened to again in
order to confirm the transcribed text. Transcripts
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were then reread to obtain an overall impression of
their content. Then, bearing in mind the aim of our
study, texts were subdivided into units of text. These
units were condensed without changing their central
meaning and then coded. Codes were compared, and,
finally, codes with similar content were gathered into
three groups, presented here as themes. The analysis
was mainly conducted by the first and last authors
(A.A., M.B.), but codes and themes were continuously
discussed and verified by all of our authors. Quota-
tions from the interviews are used to illustrate the
themes. Ethical approval was obtained from a re-
gional ethical review board (reference no. 2010-
294-31M).

FINDINGS

The results are presented in three themes represent-
ing family members’ experiences of the PREFER in-
tervention.

Happiness and Thankfulness as a Result of
Witnessing Patients’ Enhanced Well-Being

Family members experienced happiness from wit-
nessing patients feeling better due to symptom relief
and empowerment. They also felt thankful for the re-
duced suffering the patients experienced after enroll-
ment in the intervention. They experienced that the
patients finally received the appropriate medications
and treatments, which contributed to a much im-
proved health status. Some patients had daily visits
just to ensure that medications were taken as pre-
scribed and that the expected effects were being
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achieved. Family members actually credited the in-
tervention with keeping patients alive. These are
the words of a husband whose wife had been ill for
many years:

In the beginning, she was really ill and had chest
pain, and they came and helped her right there,
and she received appropriate treatment with di-
uretics at home. A nurse came every day and
gave her an injection. She was so sick when the in-
tervention started. It was a blessing that she could
participate, because she was very bad off when this
started. So you could say that they saved her life.
After inclusion in the intervention, she never
needed to be cared for at the hospital anymore.

Likewise, a daughter said this about her father:

They came and give him medicine every day. When
he took it by himself, he stopped taking it. Dad be-
came significantly better. Before it was bad—we al-
most thought he would die.

Consequently, family members felt a sense of trust in
the healthcare professionals’ competence and the
care they provided. They experienced that the health-
care professionals showed an interest in the whole
person and also cared for symptoms related to health
problems other than just the heart failure. In addi-
tion to providing correct medication and treatments,
family members reported that the healthcare profes-
sionals’ compassionate approach contributed to the
well-being of patients. They felt that healthcare pro-
fessionals were truly engaged in the care of the pa-
tient. They saw many advantages for the patient in
meeting with the same health professional regularly
and appreciated that the healthcare professionals
took the time to sit down and talk with the patient.
This was seen as important for patients’ well-being,
contributing to a feeling of safety and confirmation.
Family members speculated that meeting the patient
in his or her home environment greatly contributed
to the quality of care provided because the patient be-
came more of a person to the healthcare profession-
als. They also described how the patient felt a sense
of safety. For example, one woman said the following
of her husband:

I got a whole new husband, simply put. It made
him calmer, and he saw things more positively. It
is their doing. He was very depressed when he
came home. My husband has been healthier if
I ... [laughs] ... can say that. Healthier we
shouldn’t say, but he has been different. It was of
course the sense of safety that he got from being
at home—that’s how it was.
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Feelings of Relief and Shared Responsibility
with Healthcare Professionals

The intervention contributed to feelings of relief
among family members, and this relief had a multi-
tude of aspects. Due to the patients’ improved condi-
tions, family members worried less. Some had never
been able to leave the patient, even for a short time,
and they also had worried during the night, which
disturbed their own sleep. This relief was described
by one wife thus:

Thanks to them, I didn’t need to go out and be ner-
vous, because he got better. Before the interven-
tion, I had to follow him around everywhere. I
couldn’t leave him more than three meters away
from me. He got the correct medication, and they
were there and took tests and came home and
gave him his medicine. Before we joined the inter-
vention, I could lie awake. I was awake during the
night and felt if he was breathing.

As a consequence of the intervention, family mem-
bers’ consciences were eased. Because the patient
was cared for at home, they themselves did not
have to take time off from work to drive the patient
to the hospital or to a district healthcare center. Be-
fore the intervention, they felt as though they were
expected to help, even if it was not expressed explic-
itly by the patient or someone else. When they at
times had not been able to help, this contributed to
feelings of guilt. There was also a feeling of joy re-
lated to being able to spend more time with the pa-
tient, as the amount of time spent at the hospital
for the patient was decreased:

It was so much easier—less stress around every-
thing. Otherwise, it could be a day’s work to leave
the house. She needs a lot of time to get ready.

Life at home and the practical care of the patient was
also facilitated through different kinds of assist
equipment, which was brought there on the initiative
of healthcare professionals.

Family members felt safer and more in control
during the intervention. They knew that the patient
was being cared for properly, and they knew the
times of day when healthcare professionals would
come to visit, and they also knew which person would
show up. These planned home visits, when health-
care professionals came and sat down and talked,
even at times when the patient was stable in his/
her disease, were much appreciated. The visits con-
tributed to feelings of control and helped family
members to understand and prepare:
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I couldn’t wish for more, because he got everything
they could offer. They came, and we got to talk to
them, and they explained a lot about how it was,
and all of that. I knew, of course, the whole time
what had happened and what would happen.

Importantly, family members themselves as well as
patients knew where to phone if emergency care
was needed, and that someone would come to help
at any hour of the day or night. Once feeling solely re-
sponsible for the care of the patient, they now felt a
shared responsibility with the healthcare profession-
als. As one daughter commented,

It has meant a lot. It has been a relief, especially
since I am alone here and my siblings live in an-
other town. I have never before had the opportu-
nity to share anything. They have given me a
sense of safety actually. I wish everyone could expe-
rience this. I have never experienced anything like
this.

Living in the Shadow of Severe Illness

Family members described how they felt most sup-
ported because of the patient’s increased well-being
and the sense of relief and safety that the care of
the patient brought and that the intervention con-
tributed to. They felt that it was supportive for
them to participate when healthcare professionals
came to visit the patient’s home. Just being there
and listening to what was said between the health-
care professionals and the patient was beneficial
and also gave them the chance to ask questions.
They experienced that the conversations centered
on the patient and the disease and not their own sit-
uation. As one wife put it,

I got to participate, and we spoke—all four of us. I
got to explain what my husband didn’t remember
or what he didn’t want to tell them. He was the
type of person who didn’t want to know that he
was sick. He was like that, and then I got to explain
what was what.

Family members reported that they did not need any
support for themselves and that it was support
enough for them that the patient received good
care. There were some family members who did not
participate in any of the home care visits. This could
have been due to a variety of reasons. Some had never
been invited to or informed about the visits, while in
other cases patients thought it was unnecessary for
family members to participate. Many had not ac-
tively sought support, although they knew they could
have had individual conversations with the health-
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care professionals if they had wanted to or needed.
These family members experienced feelings about
not wanting to disturb or take time away from the pa-
tient, who was the one most in need of support and
care.

There were some family members who described
individual support needs but felt that these needs
were unmet by the intervention. One wife said that
the intervention and the healthcare professionals
clearly focused on the patient:

I am affected, of course, by my own opinion that it
has been good for my husband, so in that way it has
been good. But I can also say that I was frustrated,
and at one time I told them that there is never any-
one who has asked how I feel, and then I started to
cry. That was my experience. All of the focus was of
course on my husband and how it was for him and
how he could be helped. But we are two people
here, and it isn’t always easy to be the second party.

Another wife wanted information about the patient’s
diagnosis and prognosis. This, however, was not
heeded by the healthcare professionals:

I wrote to them that I really wanted to have infor-
mation directly from them, but felt like I never got
it. It would have been good to get some advice as a
family member. It would have been good to receive
information and be able to ask questions. You don’t
call unless there is something special.

Others had no expectations that the intervention
would be supportive to them personally. They consid-
ered the intervention and the home care visits to be
supportive for the patients and not for themselves.

DISCUSSION

Our study found several benefits for the family mem-
bers who participated in the PREFER intervention,
which combined palliative advanced home care
with heart failure care. Family members very clearly
expressed feeling happy and thankful to be able to
witness the patient feeling better due to symptom re-
lief and empowerment. They also felt relieved and
less worried as they were reassured that the patient
was being cared for properly and that their own re-
sponsibility for care was now shared with the health-
care professionals. These results align with the
support theory developed by Ohlen et al. (2007),
who pointed out that enabling safety for family mem-
bers includes affirmation that the patient live as good
a life as possible. The theory has been suggested to be
employed in order to facilitate health professionals in
supporting family members in mastering the end-of-
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life situation. However, the theory also emphasizes
the importance of enabling a good life for the family,
guiding them to live the remaining time together as
they preferred. This could be achieved by using an at-
titude of open-mindedness, which means observing
family members and being receptive to their worries
and thoughts.

Our family members felt as though they were liv-
ing in the shadow of severe illness, without actually
receiving any support of their own. The PREFER
model goes beyond the traditional heart failure man-
agement provided at hospitals by including person-
centered specialized palliative care. However, the
model does not include the psychosocial care that
would be provided by such professionals as social
workers or psychologists, which is usually standard
in most palliative care interventions. This must be
considered as a potential weakness of the interven-
tion and a possible reason for family members having
experienced that the focus was placed solely on the
patients. The intervention could have benefited
from including psychosocial professionals and a
structure that more actively included meetings with
family members alone, not just together with the pa-
tient, during the care period, with the aim of having
an opportunity to talk about their own situation and
support needs. Interventions targeting family mem-
bers of patients with heart failure remain rare in
the literature, and a recent review (Evangelista
et al., 2016) identified only eight studies with a ran-
domized controlled design testing that type of inter-
vention. Although the studies reported in that
review were heterogeneous in relation to type of in-
tervention, as well as their design and outcomes, pos-
itive effects on caregiver burden, depressive
symptoms, stress mastery, and caregiver confidence
and preparedness were found. Other interventions
that have directly targeted the family members of pa-
tients with various diseases who are cared for in spe-
cialized palliative care have been found to contribute
to feelings of safety and self-confirmation (Henriks-
son & Andershed, 2007; Holm et al., 201556) and
have also led to increased preparedness and compe-
tence while at the same time enhancing the rewards
of caregiving (Hudson et al., 2008; Henriksson et al.,
2013; Holm et al., 2015a).

METHODOLOGICAL CONSIDERATIONS

It could be that family members felt grateful to the
healthcare system because of their participation
and therefore talked mostly about their positive ex-
periences with the intervention. However, the inter-
viewers did make an effort to maintain an
atmosphere of openness and welcomed positive as
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well as negative feedback. During the interviews
and the analysis, the authors strived for openness
in order to reveal variations and thus provide a thor-
ough description of family members’ experiences. In
addition, thorough descriptions combined with ap-
propriate quotations enhance the transferability of
our findings.

CONCLUSIONS AND IMPLICATIONS

It can be concluded that the PREFER intervention,
which integrates palliative advanced home and heart
failure care, resulted in feelings of relief, reassur-
ance, thankfulness, and happiness for family mem-
bers due to substantial improvements in patients’
well-being. Despite several positive benefits for fam-
ily members, some of them still experienced a lack of
support for their own individual needs. To improve
this intervention, psychosocial professionals should
be included on the intervention team and should con-
tribute by providing more attention and targeted
support for family members. Importantly, family
members should actively and on a regular basis be in-
vited to discuss their own feelings and thoughts
about their current situation.
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