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ABSTRACT

Objective: To explore frail older persons’ perceptions of the future and the end of life.

Design: Qualitative content analysis of individual semi-structured interviews.

Setting: Nine primary health care centres in both small and middle-sized municipalities in
Sweden that participated in the intervention project Proactive healthcare for frail eld-
erly persons.

Subjects/Patients: The study includes 20 older persons (eight women and
aged 76-93 years).

Main outcome measures: Frail older persons’ perceptions of the future and end of life.
Results: The analysis uncovered two main categories: Dealing with the future and Approaching
the end of life. Dealing with the future includes two subcategories: Plans and reflections and
Distrust and delay. Approaching the end of life includes three subcategories: Practical issues,
Worries and realism, and Keeping it away.

Conclusion: This study highlights the diverse ways older people perceive future and the end of
life. The results make it possible to further understand the complex phenomenon of frail older
persons’ perceptions on the future and the end of life.
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KEY POINTS

The study found that older persons described their future as contradictory- with a broad spec-

trum of approaches, where some wanted to deal with these subjects and others wanted to

ignore them.

e Older persons that consciously planned for the future had tactics that often were related to
goals that functioned as motivators to live longer.

e Those who adopted a more passive approach did not think about what the future might hold
in terms of losing autonomy and deteriorating health.

e Older persons that approached end of life in a more proactive way wanted to plan practical
arrangements around death but often found it hard to address this issue with relatives.

e Those older persons that had a more passive approach to end of life preferred not to think
about those issues, and some explicitly stated that they did not want to address the final
period of life.

Introduction dependent on health care provided by primary care
and community-based home care [3,4]. In Sweden, pri-
mary care coordinates actors in the welfare system
involved in elder care. However, a changing elder care
requires more focus on developing primary care with
a holistic view on the health of older people [5,6].
According to the National Board of Health and

Welfare in 2021 in Sweden, approximately 236,000

The past number of years has witnessed a shift in
health care in many countries, from acute and institu-
tional care to home health care and home care serv-
ices for older persons in need of care and support
[1,2]. These changes have resulted in a large number
of frail older persons living at home and being
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older persons aged 65 and older received home
health care. Out of these, 57% of women and 52% of
men had both home health care and home care serv-
ices [7]. Also, frail older persons living at home experi-
ence their health as poor to a much greater extent if
they live at home compared to if they live in special
housing [8]. Among those receiving home health care,
24% rate their health as good while the corresponding
proportion among those in special housing is 40% [8].
An older person living at home with complex health
care needs usually has reduced ability to self-coordin-
ate their care and services due to declining health [9].
Frail older persons also run a greater risk of having
fewer opportunities to discuss their relationships and
thoughts about future care and end of life [9,10].

Knowledge and understanding of frail older per-
sons’ perceptions about the future and end of life are
consequently fundamental for staff work in primary
care to enable personalised and appropriate care.
Although, previous research has found that older per-
sons have thoughts about the future and in many
cases want to discuss different aspects of end of life
[9,10] this has not been addressed to a wide extent in
health and primary care research. Several studies have
shown that older persons often do not have the
opportunity to discuss questions related to the future
and end of life [11,12]. The present study contributes
to this area by exploring this theme using semi-struc-
tured interviews in a group of frail and pre-frail elderly
persons. That is, the study aimed to explore frail older
persons’ perceptions on the future and the end of life.

Before reporting the empirical results about the
older persons’ perceptions of the future and end of
life, we will provide a short overview of recent
research about older persons’ experiences of frailty in
later life and their thoughts about the future as this is
our central theme.

Research on frail older persons and how they may
perceive the future

Frailty in old age is experienced as a variety of losses
including physical, psychological, social, and existential
[13]. Living at home is strongly connected to inde-
pendence and autonomy for older persons [14,15] as
the home is where they develop and sustain contacts
with their physical environment, habits, and social net-
works [16]. In addition, older people want to maintain
independence in old age without being a burden on
others [17,18]. Being frail and living in the tension
between autonomy and dependency is a complex
emotional situation as older persons must attempt to

acknowledge the consequences of life, specifically the
inevitability of loss and death [19]. However, home-
bound frail older people see themselves as living with
little identification of or support for their thoughts
about the future [16]. This lack of encouragement to
express thoughts and reflections about living and
dying could be linked to the experience of frailty that
contests the dominant cultural and welfare practices
and policy frameworks that only view frail older per-
sons as dependent on care [15,20]. This focus on
dependence and decline discourages thoughts about
the future. Improving the experiences of frail older
people living at home must involve addressing the
problematized nature of old age and ageing while
acknowledging cultural aspects of living and dying.
That is, research needs to consider the challenges of
the increased number of frail older persons living at
home and their experiences as they enter their end of
life [19,21]. Here, we bridge this knowledge gap by
focusing on frail older persons’ perceptions about
their future and its consequences for their experiences
with end of life.

The intervention project proactive healthcare for
frail elderly persons

The initiative Proactive healthcare for frail elderly per-
sons was implemented as part of an intervention
study in the Region Ostergdtland [6]. In this interven-
tion study, the effectiveness of a primary care inter-
vention consisting of comprehensive geriatric
assessment and individually tailored follow-up over
two years was compared with usual primary care
[6,21]. Participants were selected with a prediction
model that uses electronic medical records to identify
older persons over 75years of age with a high risk for
hospitalisation. The project included several sub-stud-
ies of the care model, which used the cumulative def-
icit model of frailty, expressed in the Clinical Frailty
Scale developed by Rockwood and Mitinsky [6,22].
This is also the frailty model we have used in this sub-
study. The sub-study reported in the present article
concerns older persons’ views on participation in care
and social networks with a focus on their perceptions
of their future and end of life.

Materials and methods
Design

This study had a qualitative design using qualitative
content  analysis.  All participants provided
informed consent.



Participants

The reported sub-study included 20 older persons
who were living in three small or middle-sized munici-
palities in the Region of Ostergdtland in Sweden. The
participants consisted of eight women and 12 men,
aged 76-93years. These participants represented all
nine primary health care centres that were active in
the intervention study.

A purposive sampling strategy was used [23]. All
participants were recruited from the lists of partici-
pants that were selected with the prediction model
for the intervention. A nurse from each of the primary
care centres provided the research team the names of
four participants (two men and two women). A time
selection principle was also used to choose patients:
the first patients treated at the primary care centres
during November 2017 were selected.

The potential participants were sent a letter with
information about the study, and they were after that
also contacted by telephone by one of the research-
ers, and asked about participation. A time and place
for the interview was arranged. In all, 20 participants
agreed to take part in an interview. Of the 20 partici-
pating, 10 of them consented to the researchers hav-
ing access to their patient records. In the patient
records there were 589 registered diagnoses of the 10
persons in a five-year period 2013-2017, which gives a
mean of 59 diagnoses per person during a five-year
period. The diagnoses comprised everything from
those of a more psychological nature such as anxiety,
to more serious medical diagnoses such as cancer.
This gives an indication of the variety and complexity
of the different health problems of the older persons.
In addition to that, we could only get access to the
information that the participants themselves choose to
disclose about their diagnoses under the interviews

Data collection

The interviews were semi-structured and used open-
ended questions. The interview guide can be sent on
request. Three of the researchers with experience in
qualitative research from different scientific disciplines,
such as ageing, and social work research, conducted
the interviews. After an opening presentation of the
project, the participants were asked about their experi-
ences with ‘everyday life/care’, ‘autonomy/own impact
on health care/services’, and ‘the future and end of
life’. This study presents the participants’ perceptions
about the future and end of life. Overall, the inter-
viewers encouraged the participants to freely voice
their thoughts and experiences. At the end of the
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interview, the participants were asked if they wanted
to add anything extra. The interviews lasted between
27 min and 114 min and were digitally recorded with
the participant’s permission and were transcribed ver-
batim by a skilled external secretarial service. The data
were collected between December 2017 and
July 2018.

Analysis

The material was analysed using conventional content
analysis [24]. This method was chosen, as it is appro-
priate in analyses aiming to describe a phenomenon
[25], in our case perceptions of the future and end of
life by older persons. Content analysis is also useful
when researchers want to avoid preconceived catego-
ries and instead allow the categories to emerge from
the data [24,25]. Initially, four researchers separately
read all 20 transcribed interviews to obtain a general
overview of the information regarding participants’
views of the future and end of life. The transcribed
text containing information about the future and the
end of life was abstracted, condensed, and sorted into
groups, which included the original quotations. After
the initial reading and the first analysis, the last author
more systematically worked through the material,
focusing on the participants’ experiences of the future
and the end of life. Validity was built into the analysis
by frequently testing the body of results against new
data until saturation was reached i.e. the evolving pat-
tern was not changed by new data. Subsequently, the
research group discussed categories and subcategories
until consensus was reached. Table 1 lists examples of
the meaning units, condensed meaning units, codes,
subcategories, and categories.

Results

This study identified two categories: Dealing with the
future and Approaching the end of life. Dealing with the
future comprised of the two subcategories Plans and
reflections and Distrust and delay. Approaching the end
of life included the three subcategories Practical issues,
Worries and realism and Keeping it away (Table 2).

Dealing with the future

Plans and reflections

Several participants explained that they had changed
their way of thinking about the future. They described
their thoughts about the future - i.e. what their last
years of life will be like. One participant stated that



4 (&) A OLAISON ET AL.

Table 1. Examples of the process of analysis with meaning units, condensed meaning units, codes, subcategories,

and categories.

Meaning unit Condensed meaning unit Code Subcategory Category
‘... of course, when you're 80 you do Thinks about the future. Wants to keep Long future Plans and reflections Dealing with
that... Then I think like ... well, what living with his wife in their flat for a the future

is it going to be like in the future.
And | want to ... Well, want to, that
is, | hope that we will be able to
keep living here for a few more
years. And that we can live
together ... No, not ten. | don’t think
so but let’s say five. Hopefully'.
...50 | have... it sounds a little
bizarre ... | think that, no but I'm

few more years. Hopes for five years.

Thinks that it is obvious that you think
about the future when you are
80years old. Hopes to stay in the
apartment for a few more years and
live together with his wife.

Has written down how it is to be done Funeral
and taken care of. Has written
documents about his funeral.

Practical issues

Approaching the
end of life

going to die suddenly. It...so |

have ... what do you call it ... orderly
as | am, | have written it down and |
have a clear idea about how it
should be conducted and how it
should be taken care of. And I've
written that in documents that my
daughter will have access to'.

‘| don't think that much about the
future. | know of course what it
entails, the future. It's only one thing.
Nothing else, is there?’

Does not want to talk about the future.
There is nothing to talk about. She
knows what the future holds.

Approaching the
end of life

Death awaits Worries and realism

Table 2. Perceptions about the future; categories, subcategories, and codes.

Category Subcategory

Code

Dealing with the future Plans and reflections

Distrust and delay

Approaching the end of life Practical issues

Worries and realism

Keeping it away

Changed way of thinking

Unchanged way of thinking

Long future

Short future

Expectations of longevity

Worries

Procrastinates thoughts about the future
Expresses no thoughts about the future

The will

The funeral

Who wants to listen

Death awaits

A dignified end

A sudden death

Does not think about the final period of life
Does not want to think about the final period of life
Changes the subject

thoughts about the future were different now com-
pared to ten years ago. Thoughts about the future
were also dependent on what happens in life, for
example; a husband’s illness brought up thoughts
about the future. The participants also expressed
thoughts about the future more often as their own ill-
nesses progressed. One participant described her situ-
ation as follows:

It's now that | have become more ill than | have been.
[...]1 1 used to be able to go outside. Now | don't
even go outside the door [...] that makes me think in
a different way about the future, | know what the
future means, that there is only one thing that
matters. [...] something else does not apply.
(Interviewee no. 18)

Other participants did not think about the future
changing - i.e. they had an unchanged way of

thinking. They took a more passive approach to the
future. The diseases had not changed the participants’
thoughts about the future.

One participant claimed that he did not think dif-
ferently about the future:

Since | get by so well ... yeah ... | tend to
procrastinate these things [...] | just say,
acknowledge that | know that it will come ... it crops
up at times you know. To that extent I'm prepared.
But it's nothing that | go and think about, | would say.
(Interviewee no. 12)

A long future included statements with a perspec-
tive of between one week and up to five years. The
participants talked about plans for the future, often
with the goal of fulfilling their plans. When one par-
ticipant thought about the future, he hoped that there
is a future five years ahead:



[...] of course, when you're 80 you do that. [...]
Then | think like ... well, what is it going to be like in
the future. And | want to ... well, want to, that is, |
hope that we will be able to keep living here for a
few more years. And that we can live together [...]
let's say five [years], hopefully. (Interviewee no. 11)

For participants with a longer-term perspective
about the future, thoughts about children and grand-
children were strong motivations to live. One partici-
pant described this desire:

| got cancer [...] now it's over ... and then | thought
like this ... no, it shall not be over. No. I'll figure this
out [...]so come here, my grandchild [...] he'll be 13
now [...Jand they caressed my hands ... grandma,
when | graduate you probably won't be alive. No, |
probably won't, | said, just like that. Then | came
home and thought like this how old will | be
when he graduates? Well, | calculated and ... I'm 93.
I'll make it, | thought. (Interviewee no. 2)

The participants also stated that they made plans
for trips with their relatives. Travel seemed to be
important to some of the participants when they
thought about the future in a longer-term perspective.
Some participants had an even shorter future perspec-
tive. They described that you take one day at a time
and that they feel a thankfulness for each day. The
participants stated that the future perspective could
change quickly if you are ill.

Other participants reflected on and had expecta-
tions of longevity. They wanted to live until they
were100 years old. Several stated that they had rela-
tives who have grown old, and then they had their
own expectations on longevity.

The participants stated different worries related to
the future; that they worried about their finances and
how they would get by when their partner died.
Worries could also be expressed in terms of uncer-
tainty about the future: one hopes for a future, but it
feels uncertain. At the same time, many expressed
that they are not worried about or scared of the
future but accept whatever happens. One participant
stated that she were not scared of the future; she
takes one day at a time and as long as she could get
out of bed in the morning and take care of herself,
she were not concerned about the future. At the same
time, she expressed a concern that is linked to deteri-
orating health:

What | worry about the most, | suppose it is if you get
another stroke, right, and then you sit in a wheelchair
and can't talk or anything and can't move. That would
be horrible. Then it's better to die. Absolutely. | think
so. Other than that, I'm not afraid of the future.
(Interviewee no. 13)
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Distrust and Delay

Many participants actively avoided thinking about and
discussing the future. The code procrastinates
thoughts about the future implied that one does not
think about the future. These participants did not
make plans for the future and did not want to talk
about it. The participants described an uncertainty
and out of fear of disappointment they did not want
to think about the future. Some expressed that they
did not have a future in old age. One participant
claimed that she tries to make the most of each day:

I do my best. This is going to be a good day, almost,
and not that much further ahead. That's how we do
it. And not plan and not think. Because then you'll be
disappointed. (Interviewee no. 14)

The code does not express any thoughts about the
future described sentiments where the participants
took on a more passive approach towards the future
and let time just go by and did not want to talk about
it either. Participants stated that they did not want to
think about losing autonomy until it is necessary. A
feeling was expressed about being unsuccessful if you
had to receive care. Simultaneously, the participants
were also aware that if you had care, you are often
positive about receiving it. However, most of the par-
ticipants wanted to manage independently for as long
as possible, otherwise they felt unsuccessful.

These participants did not think about the future
and stated, ‘one does not have a future in old age’ so
one can just ‘keep going until the bitter end’. One
participant expressed that he and his wife have had a
lot of company and a large circle of acquaintances,
but they were almost the only ones left and had a
passive approach to life:

We have a daughter and then we have the deceased
daughter’s two children. And then they in turn have
two little children that we can’t really cope with. They
are three and four years old. We don’t see them that
much. But we like them and all, but ... now we sit
here and let life go by. (Interviewee no. 3)

Approaching the end of life

Practical issues

When participants talked and described their thoughts
about planning for the last period in life, some did so
in a more active way. Some statements were related
to the fact that the participant took a more active
approach to planning for the last days of life, while
others were of a purely practical nature. The partici-
pants stated that it was important to write a will, to
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clarify to relatives their wishes about their home,
money and household goods. Another more active
approach to the last days of life were that you think
about your funeral and clarify how you want the
funeral to be. The participants stated that they had
written down their wishes in various documents, and
that relatives knew about these and where they
were stored.

In the following quotation, the participant
described what he and his wife had discussed:

[...]1 and she has written down what we want it to be
like. The funeral not at the church with a whole
bunch of people, but ... well the chapel down here
and verses ... it's in the third drawer in my desk. And
the children know about this. (Interviewee no. 1)

The code who wants to listen described how partic-
ipants wanted to plan for the final period of life but
they found it difficult to talk about or to address this
issue with their relatives.

There were thoughts and reflections about not
wanting to become dependent on care during the last
period of life. The participants said that they wanted
to stay in their apartment, that they did not want care
in special housing. The participants thought that you
should talk to your children and their relatives about
this, and one participant described this situation in
the following way

| have tried to talk to my children, but they don't
want to listen [...] yes but it's so strange. It's the one
thing that you know will happen. But you never talk
about it [...] but as | said, when none of the kids
want to listen, what do you do? (Interviewee no. 20)

The participant also stated how she had tried to
talk to her children about the final period of life,
about her wish to keep living in her home, but
described that she got no response from her children.

The participant said that she had a desire to have a
conversation with the children about the last period
of life, about where she wanted live, and the desire to
stay in her own home. However, the children did not
want to address these issues, and they left it to her to
handle on her own.

[...11 have told them that they will have to carry me
out. They haven't said anything about it. They just
dumped one of these Fonus [funeral home] papers
where | can write down how | want it. (Interviewee
no. 18)

Worries and realism

When the participants reflected on death and the end
of life, many described an acceptance and acknow-
ledgement of the fact that life is ending. It was not

perceived as something to brood over or discuss. In
the code death awaits, thoughts about knowing what
will happen and what the future entails were
described. The participants expressed thoughts about
life after this, and that they thought a lot about death.
The thoughts about death came more often as they
get older and more ill. You know how things are look-
ing and what the future holds. This participant knows
where things are going:
I know of course what it entails, the future. It's only

one thing. Nothing else, is there? So that's why it
must be so. (Interviewee no. 18)

The participant reflected on death from a different
perspective. He did not brood deeply over the future
but rather described that he just keeps going.

That's why | think like this, I'l keep going until the
bitter end. [...] | am a deep thinker in this regard. |
don’t brood for a minute. | don't’. (Interviewee no. 4)

Thoughts on what the final period life should be
like were largely about a dignified end. Many were
worried that they would not be able to die at home
and not receive good care in case they needed to
move to a care home.

Losing one’s autonomy or enduring pain were
frightening. Many expressed hopes of a sudden death.
One participant reflected on what it means to die sud-
denly and that the final period of life should go fast:

[...11 wouldnt want to end up lying in a bed for five
to ten years. That's horrible, isn't it. It's best if you can
die suddenly. That's just how it is [...] | think it would
be nice if | could get to be here and pass away in my
sleep in my own bed. (Interviewee no. 13)

Keeping it away

In several of the interviews, the participants expressed
that they did not think about the final period, they
did not want to think about the final period, and in
some cases, they entirely avoided answering questions
on the final period of life, for example, by changing
the subject.

Not thinking about the final period of life could
mean that one relinquished the responsibility to a
close relative.

That some of the participants did not want to think
about the last period of life is reflected in the dialogue
below with the interviewer. This participant described
that she did not want to think about the final period
of life. She just wanted it to go fast. She did not think
that her children knew that this is how she feels:

Interviewer: The final period of life, have you thought
about that?



Interviewee: No.
Interviewer: No. And you don't want to?
Interviewee: Just that it goes fast... one can wish.

Interviewer: Do your children know that this is what
you want, too?

Interviewee: No, | don't think so.
Interviewer: No. You never talk about it?
Interviewee: No, we don't.

(Interviewee no. 15)

When the interviewer asked whether she thought
about the end of life, the participant stated the follow-
ing: ‘Not in everyday life. It's all action. There's the
Nobel on Sunday. We always watch the Nobel party.
Here, she changed the subject when the interviewer
asked about thoughts on death and the end of life.
The participant clearly did not want to talk about the
future or the final period of life.

Discussion
Main findings

This study has described the older person’s percep-
tions about the future and end of life. The participants
described their future as contradictory- as something
they viewed in different ways, with a broad spectrum
of approaches and different horizon expectations. The
future could mean a shorter perspective or expecta-
tions or longer perspectives with clear expectations
for life expectancy with a desire for a long life and
plans for future events. Those participants that more
consciously planned for the future had strategies that
were often related to goals that functioned as motiva-
tors to live longer such as family events or scheduled
trips. However, some participants did not express any
thoughts about the future or wanted to postpone or
delay thinking about the future. This more passive
approach consisted of not thinking about what the
future might hold in terms of losing autonomy and
deteriorating health, and instead being in the present
and enjoying taking one day at a time.

The topic of end of life was approached by the par-
ticipants in either a more active or passive way. Those
older persons that approached end of life in a more
proactive way wanted to arrange practical things such
as the will or preparing the funeral. Recurring findings
in the study were that some participants really wanted
to talk about and plan the end of life period, as well
as engage in planning around death, something that
the relatives sometimes did not want to discuss.
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When reflecting about death, some of the partici-
pants had an accepting approach, hoping for a digni-
fied end where they preferred to live independently at
home for as long as possible. Others expressed hope
for a short final period of life with a sudden death.
Those older persons that had a more passive approach
to end of life preferred not to think about those issues
and some also explicitly stated that they did not want
to talk about the final period of life.

Comparison with existing literature

This result is in line with studies [9] where the future
is either seen with confidence, with the hope of living
long and experiencing as much as possible, or seen
with trepidation, with the belief that the rest of life is
pointless or a waste of time. Furthermore, several
studies also describe how older people may wish for a
long life and look forward to future activities in every-
day life [14,20], results also noted in this study.
Thoughts about the future were also connected to
independence and autonomy associated with living at
home. These results are in line with studies highlight-
ing the importance of balancing independence and an
active life with being frail and dependent on care
[17,18]. This study also described the frightening feel-
ing of losing autonomy and becoming completely
dependent on care, results that are in line with previ-
ous studies [14,15]. Living a life with integrity meant
continuing to live at home with a feeling of meaning-
fulness. Talking about the future also involves how
approaching the end of life and the participants
related to this in different ways. Active planning was
an opportunity to guide and inform their relatives
about their preferences before it was too late. These
participants wanted to talk to their relatives about
their funeral plans, including what they did not want
their relatives to do. Many participants found that
their relatives did not want to address or talk about
death as they found that their relatives often changed
the subject or ignored the topic of end of life. These
findings agree with the results of a previous disserta-
tion [10]. In addition, these results are in line with
other studies’ conclusions that older persons tend to
plan their own death in terms of, for example, funeral
arrangements. However, planning for one’s own death
is more unusual [12,26] even though dying is what
older persons often are most worried about [15].
Therefore, it is increasingly important to give older
people the opportunity to talk and think about death.
If this opportunity is not given, there is a risk that
older persons will be left alone to think about and
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address their worries and anxieties about death [27]. It
is also important to have conversations about the fam-
ily dynamics of approaching the end of life to ensure
that older persons’ preferences are respected [11].

Meaning of the study

The results from this study make it possible to further
understand the complex phenomenon of frail older
persons’ perceptions of the future and the end of life.
The findings reiterate themes identified in prior
research: relating to and reflecting on the future and
the end of life can be emotive and stressful topics
[11,20] that often can be connected to declining
health and a frailty identity [9,12] irrespective of
whether the older persons will discuss the issues. The
findings from this study suggest that the future and
end of life are topics that older persons want to dis-
cuss; that is, they want to address the if, and how,
questions. Giving older persons the opportunity to
address these issues in a way that they prefer can be
meaningful and improve quality of life. Therefore,
healthcare staff must continuously and senistively
address older persons’ thoughts about the future.

Clinical implications

The results highlight the diversity of ways older per-
sons relate to the future and end of life. In light of
this, it is important to address an individual's own
worries and expectations to ensure a patient-centred
approach. Therefore, the continuity of care is very
important as this would make it easier for older per-
sons to discuss these important matters, which often
requires several discussions.

Talking about the future can be a challenging issue
for older persons. Primary care teams must have a per-
missive approach and be prepared that the individual
and his or her relatives want to raise and discuss
issues concerning the future and the last days of life.
Some participants in this study were not eager or able
to discuss the future, issues that call for sensitivity
among healthcare staff. At the same time, staff need
to give their patients an opportunity to talk about the
future and end of life. Proactive planning of care
requires a discussion between the patient and the
care staff about the patient’s future care to meet the
needs of frail older persons. Communication about
older persons’ future requirements needs to be
adapted to the older persons’ thoughts and beliefs.
That is, these discussions need to be tailored to each
person’s needs and capabilities. As a result of this,

interventions for frail older persons should include
ways to more proactively involve staff in primary care
in communication training so they can more effect-
ively address views and questions on the future and
end of life in ways tailored to an individual's spe-
cific needs.

Strengths and limitations

This study included interviews with 20 older persons
living at home. The interviewees varied in age, gender
and marital status. Many contacted persons declined
to be interviewed (n=17); this limitation might mean
that those persons who participated could have been
more motivated to talk about their situation. That is,
the sample might not reflect thoughts from the frailest
older persons. Another limitation includes a potential
for sampling bias by using a purposive sample as an
inclusion criterion. As our sample was selected from a
patient list at the primary health care centres this
could inevitably include a level of self-selection of
patients by the nurses, resulting in a possibility that
patients recruited were considered as suitable candi-
dates to interview. The data collection was conducted
through semi-structured interviews, which contributed
to spontaneous accounts from the older persons on
what they decided to share about the topics. This can
be considered a strength in terms of the credibility of
the study. Another strength was that the authors, as
independent researchers with no connection or deci-
sion-making power over older persons care and serv-
ices, conducted the interviews. This arrangement
might have contributed to them being able to express
their thoughts and concerns more freely. In addition,
the participation of four of the authors in the analysis
process reduced the risk of misinterpretation of the
data. The research group had continuous discussions
during the analysis process, which strengthened the
reliability of the results.
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