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ABSTRACT

Objective: Current trend in long-term care (LTC) is to bring the care to the place where the person lives and to avoid unnecessary
transitions. The purpose of the study was to find out family members’ opinions about the quality of end-of-life care in LTC
compared to care in hospitals.
Methods: A postal questionnaire was sent to the family members of 168 residents, who had died during the year 2012 in LTC in
Tampere, southern Finland.
Results: A total of 97 family members (58%) returned the questionnaire. Eighty-two percent of the residents suffered from
dementia. Family members seemed to be more satisfied with the care if the resident had died in LTC. Family members reported
that residents who had died in LTC were more often kept clean (80% vs. 55%; p = .020), their dignity was maintained more often
(84% vs. 56%; p = .021) and their wishes considering their care were acknowledged better (82% vs. 50%; p = .033) compared to
the residents that died in a hospital. Residents who died in LTC suffered also less from agitation (32% vs. 60%; p = .047). The
trend in the prevalence of other signs and symptoms and the prevalence of non-palliative interventions was lower, if the resident
had died in LTC.
Conclusions: Family members perceived the quality of end-of-life care given in residential care facilities to be at least as good,
or, in some cases, better than the quality of end-of-life care given in a hospital.
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1. INTRODUCTION
Only a few decades ago end-of-life care in Finland used to
take place in hospitals. While the structure of health services
has been changing in Finland in the 21st century, the place
where the end-of-life care is given has slowly shifted towards

long-term care (LTC) facilities. The number of clients in
LTC has increased about 41% in the 21st century[1] and the
number of clients diagnosed with dementia has almost dou-
bled between years 2001 and 2009.[2] Today, the aim of LTC
is not to transfer the person, but to bring the care to the place
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where the person lives. Yet, there is only a little research on
the quality of end-of-life care in LTC settings.

Despite these improvements most Finnish dementia patients
still die in hospitals or health-care center wards (69%), while
25% and 7% respectively die in LTC facilities and home.[3]

In the USA, about 66% of dementia patients die in LTC
facilities.[4]

Transitions are common among the care facilities’ resi-
dents[5] although they interfere with the continuum of care,
which again may lead to unnecessary treatments and compli-
cations, particularly in patients with severe dementia.[3, 6, 7]

The number of transitions increases with the proximity of
death.[8] Decisions not to hospitalize a resident are made
only when the proximity of death is obvious.[6] In Finland
residents diagnosed with dementia have slightly fewer transi-
tions than the residents without dementia.[8] Transitions are
associated with considerable individual burden and are rarely
necessary, as the main goal in end-of-life care should be
palliation according to both family members and nurses.[6, 9]

Care facility residents’ health and the ability to function often
deteriorate slowly, and their dying process takes long, even
years.[10] That is why the share of palliative care should be
already increased before death is imminent. However, people
with advanced dementia are not often recognized as having a
terminal condition and do not receive care that promotes pal-
liation at the end of life. Instead they experience burdensome
interventions.[11] One study showed that during the 3 last
months of life 30% of the residents with advanced dementia
received parenteral therapy, 12% were hospitalized and 7%
underwent tube feeding.[9]

The aim of end-of-life care should be the best possible qual-
ity of life. The American Medical Association[12] has listed
rights at the end of life and these include the detection and
management of pain, autonomy, dignity, right to avoid bur-
densome and worthless interventions and right to receive
information about one’s health. Every patient should have
the same rights regardless of cognitive status. The most com-
mon symptoms in the end of life are exhaustion, weight loss,
pain, dyspnea, constipation, anxiety, and depression. Pain
of a dying, elderly patient is often undertreated.[13, 14] Pain
can be also a reason for restlessness and agitation among
dementia patients.[15, 16] Many people with dementia suffer
from distressing symptoms such as dyspnea (46.0%), pain
(39.1%) and agitation (53.6%). The proportion of people
suffering from dyspnea and pain increases as the end of life
approaches.[9]

The aim of this study was to investigate whether the quality
of end-of-life care given in LTC facilities is at least as good

as the quality of end-of-life care given in hospitals, based on
family members’ assessment.

2. METHODS
In 2012, there were 48 LTC facilities in Tampere area (pop-
ulation base ca. 220,000 inhabitants). Each of the LTC
facilities had 6-60 residents and overall they provided ser-
vices for 690 people. In the same year, there were 168 deaths
recorded. Twenty-three facilities provided data on at least
one death (n = 1-16).

Information for this study was obtained by sending question-
naire to the family members of the deceased residents. The
questionnaire was sent at the end of July 2013; the time be-
tween the resident’s death and completing the questionnaire
was from 7 to 19 months. The questionnaire was sent to the
family member, who was named in the patient’s medical files.
Besides the actual questions it included background informa-
tion of the respondent: the year of birth, gender, relationship
to the resident, and the frequency of visits during the last
month of resident’s life.

Resident data collected from the medical files included date
of birth and death, gender, and place of residence and death.
Additionally another questionnaire was sent to the residential
care facility and nurses were asked background information
of the resident (the presence of dementia, the length of the
stay in the facility, and transitions during the last month of
resident’s life).

Variables to the questionnaire were selected so that they
were thought to represent important features of end-of-life
care based on knowledge of the literature and clinical ex-
perience.[11, 17–20] Variables were organized into four main
categories. The first category focused on the occurrence of
burdensome interventions and advance care planning. Bur-
densome interventions included transitions, intravenous ther-
apy or tube feeding and laboratory tests, during the last month
of resident’s life. The second category included questions
about the prevalence of both physical and emotional signs
and symptoms during the last month of the resident’s life.
The third category concerned the well-being of the resident.
In the fourth category family members were asked several
questions about their satisfaction with care. The final draft
was circulated among geriatricians working in LTC, and
edited based on the comments. The survey was approved by
the city of Tampere in July 2013.

Findings were statistically analysed with SPSS 21.0. De-
scriptive statistics were conducted to all variables using fre-
quencies for categorical variables and means with standard
deviations for continuous variables. The answers of family
members were divided into two categories depending on
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the place of death of the resident (LTC facility vs. hospital)
and these subgroups were compared. Chi square tests were
used to compare the answers on the basis of the place of
death. If the chi square criteria were not fulfilled, Fishers
exact test was used instead. The critical value for statistical
significance was p < .05.

3. RESULTS
A total of 97 family members (58%) returned the question-
naire. Residents whose family members did not return the
questionnaire did not differ significantly in respect to age
or gender from those who were used for the study. Nurses
provided information about 132 residents out of which 80
responses were related to the same residents family members
had provided data about. The information about the presence
of dementia, the length of stay in the facility, and the number
of transitions was reported for only these 80 residents.

The mean age of the residents, whose family member re-
turned the questionnaire, was 88 ± 6 years. Out of these
residents, 82% were female and 82% suffered from dementia.
They were living in 21 different LTC facilities. There were
1-10 deaths per facility.

Most (80%) of the family members were residents’ imme-
diate family (child or partner). The remaining were other
relatives (18%) and legal representatives (2%). Family mem-
bers’ mean age was 65 ± 10 years, and 71% were female.
Ninety-one percent of the family members visited the resi-
dent at least once a week during the last month of resident’s
life.

A total of 76 (78%) of the residents died in a care facility
and 21 (22%) in a hospital. 29% of the residents who died in
hospital had stayed less than a year in the same residential
care facility whereas only 16% of the residents who died in
the facility had lived there less than a year (p = .291). Resi-

dents who died in LTC or in hospital did not differ in terms
of age, gender, or presence of dementia.

According to family members’ evaluation, there was a lower
prevalence of most signs and symptoms when the resident
died in LTC compared to the situation where he/she died in a
hospital (see Table 1). Residents who died in a hospital suf-
fered more from agitation than those who died in LTC. There
was a clear trend that other physical (e.g. pain, dyspnea) and
emotional (e.g. fear, anxiety) symptoms were more frequent
when the resident had died in a hospital but the results were
not statistically significant.

Table 1. Family members’ perspectives of symptoms and
signs depending on the place of death (n = 97)

 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Note. N* = number of the family members who answered the specific question; C = Care 
facility; H = Hospital 

 

 N* 

Often (More than 

once a week), % p-value 

C H 

Pain 75 68 88  .208 

Dyspnea 74 53 65  .379 

Swallowing problems 73 52 60  .567 

Hypersalivation 70 49 53  .771 

Pressure ulcers 80 14 7  .678 

Depression 56 33 55  .298 

Fear 57 30 50  .209 

Anxiety 63 35 50  .298 

Agitation 74 32 60  .047 

Resistance to care 67 16 17  1.000 

The well-being of the resident, as reported by a family mem-
ber, varied significantly depending on the place of death as
shown in Table 2. Residents that died in the care facility were
more often kept clean, their dignity was maintained more
often and their wishes in respect to their care were more
often acknowledged compared to the residents that died in a
hospital.

Table 2. Family members’ perspectives of well-being of the resident depending on the place of death (n = 97)
 

 

 N* 
Agree (%) 

p-value 
C H 

Resident was kept clean. 96 80 55  .020 

Resident’s dignity was maintained.  93 84 56  .021 

Residents religious needs were taken into account (e.g. he/she could see a priest if wanted). 52 89 83  .540 

Resident had as much information as he/she wanted about his/her illness. 68 84 62  .122 

Resident participated as much as he/she wanted in the decisions about his/her care. 67 72 64  .744 

If resident had expressed his/her hopes regarding the end-of-life care beforehand, these were 

honoured.  
63 82 50  .033 

Resident spent as much time as he/she wanted with his/her family. 89 97 89  .181 

Resident and his/her family had privacy. 92 99 89  .107 

Note. N* = number of the family members who answered the specific question; C = Care facility; H = Hospital 
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Also the satisfaction with care varied depending on the place
of death, although the difference was not statistically signif-
icant (see Table 3). More family members agreed with the
statements concerning their satisfaction with care when the
resident died in the care facility compared to the situation
where the resident died in a hospital.

Table 3. Family members’ satisfaction with care depending
on the place of death (n = 97)

 

 

 N* 
Agree (%) 

p-value 
C H 

1. I felt fully involved in decision 
making. 

93 81 72  .515 

2. I got enough information of 
resident’s condition. 

96 78 65  .246 

3. The health care team was 
sensitive to my needs and feelings. 

93 80 67  .227 

4. All measures were taken to keep 
the resident comfortable. 

95 73 60  .245 

5. I always knew which doctor or 
nurse was in charge of the 
resident’s care. 

95 51 42  .473 

Note. N* = number of the family members who answered the specific question; C = Care 
facility; H = Hospital 

 

The residents experienced several non-palliative interven-
tions at their end of life. According to family members’
reporting, 26% of the residents received intravenous therapy
or had a feeding tube during their last month of life and 60%
were subjected to laboratory tests. When comparing resi-
dents according to their place of death, all the interventions
were more common if the person died in a hospital: intra-
venous therapy or tube feeding (14% vs. 70%; p < .001) and
laboratory tests (51% vs. 95%; p = .002).

According to nurses’ reports, there was no difference in the
occurrence of transitions (lasting at least one night) during
the last month of life between the residents who were diag-
nosed with dementia and those who were cognitively intact
(29% vs. 36%; p = .323). There also was no difference
between the place of death depending on the cognitive status:
78% of the cognitively impaired and 79% of the cognitively
intact residents died at the care facility (p = 1.000).

4. DISCUSSION

This study investigated the perspectives of family members
related to end-of-life care in a LTC environment. To the best
of our knowledge, it is the first of its kind in Finland. The
study population was extensive including all those who died
within the year 2012 in the residential care facilities in the
Tampere area. The response rate was comparable with other
similar studies (58%)[21] and can be considered satisfactory
given the topic of the study and the delay between death and
administration of the questionnaire.

The well-being of the residents, as reported by family mem-
bers, varied significantly depending on the place of death in
favor of the care facilities. If the resident died in the care fa-
cility, family members were more inclined to agree with the
statements that the resident was kept clean, his/her dignity
was maintained, and his/her hopes regarding the end-of-life
care were honored. Also the prevalence of non-palliative
interventions was lower for residents who died in the facility.
Furthermore the residents who died in the care facility suf-
fered less from agitation. Our study showed that there was
a clear trend that residents who died in care facilities also
suffered less from other physical and emotional symptoms
but the results were not statistically significant. Moreover,
family members tended to be more satisfied with the care
when the resident died in the care facility. Altogether, our
results indicate that most family members were satisfied with
the end-of-life care in residential care facilities.

Our results reinforce the results from the study made by
Vohra et al.[22] which stated that the place of death was sig-
nificantly associated with satisfaction, family members being
more satisfied with end-of-life care when their family mem-
ber died in LTC facility as opposed to the hospital setting.
Lack of sufficient communication was observed throughout
the analysis. Over a fifth (22%) of the family members whose
next of kin died in the care facility thought they did not get
enough information on the resident’s condition. Only half
(51%) of the family members knew the doctor or nurse in
charge of the resident’s care. The low percentage was still
obtained even though in Tampere every residential care client
and their family members were asked to participate in a meet-
ing with health care professionals after the resident moved to
the facility. The high turnover of the workers and the fairly
large number of substitutes in some facilities probably influ-
enced the answers about knowing the nurse in charge. The
high turnover rates have a negative impact on the residents,
especially if they have dementia, and can result in behavioral
triggers.[23] Better and continual communication is therefore
needed to improve the quality of care.

It is noteworthy that, according to family members’ observa-
tion, the prevalence of pain, dyspnea, and swallowing prob-
lems among other distressing symptoms was considerably
high in our study population. These symptoms are potentially
treatable and more attention should be drawn to them. It is
probable that residents who were hospitalized presented a
higher symptom burden already before the hospitalization,
which would explain the higher prevalence of most signs and
symptoms when the resident died in a hospital. However,
with our study design it is not possible to say if the difference
was due to that or other factors.
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Our data showed that there was a significant difference in
the number of non-palliative interventions during the last
month of life depending on the place of death. This result
confirms the previously known fact that hospitalized patients
frequently experience uncomfortable interventions.[6] It is
probable that the residents who were hospitalized were pre-
viously in better condition and so had a better prognosis and
therefore received more intensive care.

In some questions the response rates were small. This might
be due to problems in evaluating the question, such as the
prevalence of emotional signs and symptoms. Asking about
religious needs might have been considered too private in
Finnish cultural environment. It is also probable that fam-
ily members did not answer a question if it did not have a
personal significance for them or they thought it was unim-
portant for the resident. On the other hand, those who did
answer, most likely found the question important.

This study has several limitations. As is true of any study,
the results apply to a particular setting, and in this case,
the Finnish environment. However, the results support the
findings from other countries.[22] Even though the study pop-
ulation was extensive, some subgroups became quite small in
the analysis. There was a delay from 7 to 19 months between
the time of death and the time the data were collected. The
delay may have had an impact on how well the respondents

remembered all the scenarios. Some background informa-
tion was provided by nurses and because of the delay the
reliability of the answers may have suffered. Selection bias
is also possible: it is suggested that families may be more
willing to participate in research if the teamwork has been
harmonious.[24] Another limitation of our study is that the
reason for hospitalizing patients was not known.

The number of people with dementia and the need for resi-
dential care have been on the increase and will continue to
rise. Many individuals with advanced dementia receive their
end-of-life care in residential care facilities, which is the ob-
jective of LTC in Tampere. Therefore we found it important
to evaluate the quality of the care in this environment.

In conclusion, family members observed that the quality of
care was better when the end-of-life care was received in
a residential care facility compared to care received in a
hospital. Decisions related to hospitalization or transition
should be carefully planned, and if possible, also discussed
in advance. Yet it seems that when dying of a chronic, long-
lasting disease, it is better to end one’s days in a familiar
environment.
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