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Background: Dementia care is one of the most rapidly growing areas in health care. Despite
this, relatively little is known about the experiences of persons with dementia in relation to
quality of care.

Objective: The aim of this study was to describe how persons with dementia in nursing
homes experience the quality of care.

Design: A cross-sectional design was used.

Setting and Participants: The study was conducted in a nursing home in Norway. A total of
33 persons with dementia participated.

Results: Respondents’ mean age was 86.7 years. More than 80% reported their health as
bad/neither good nor bad. Concerning their satisfaction with staying in the nursing home, two
in ten were satisfied. Nearly half answered that they received or sometimes received good
help and support when anxious. More than 50% reported that they only sometimes received
or never received good help and support when they felt lonely. The majority perceived that
the nurses came/or sometimes came when needed (79%) and that the nurses had time/
sometimes had time to talk with them (73%).

Conclusion: This study reveals that the voice of persons with dementia must be listened to, in
order to increase the quality of care in nursing homes. The challenge concerning how living in
nursing homes can be more satisfying must be addressed by leaders and nurses in nursing
homes, as well as researchers. Special attention must be paid to anxiety, loneliness, and going
outdoors.
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Background
Dementia care is one of the most rapidly growing areas in health care.' > Despite
this, relatively little is known about the experiences of persons with dementia in
relation to quality of care.*> For a long time, it was assumed by many researchers
that the accounts of people with dementia were unreliable. Consequently, their
voices were not heard in the context of research,’ and they were thus nearly
excluded from the trend of involving patients, informal caregivers, and the general
public in various aspects of health care, including the health-related research and
policy-making that has been highlighted internationally.® Over the last decade,
however, experience has shown that many people with dementia can be mean-
ingfully involved in research.””’

Previous research has stated that even if there has been considerable effort
devoted to improving elderly patient care in recent years, the reported quality of

care is still relatively low'® and thus has the potential for further improvement.'''?
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Patient involvement is essential to developing and carrying
out person-centered care'* and appropriate care plans.'
Both are important elements needed to preserve vulnerable

1617 and essential compo-

persons’ dignity and well-being
nents of quality-care delivery.'®

Patients’ perceptions of care quality can be measured
in different ways.'? In this study, an adapted version of the
Quality from the Patient’s Perspective — dementia care
(QPP-DC)* questionnaire, as found in Wilde et al, was

used.?® 22

Aim
The aim of the study was to describe how persons with

dementia in nursing homes experience the quality of care.

Methods

A cross-sectional design was used. Face-to-face interviews
were carried out using the QPP-DC questionnaire with
fixed response alternatives.

Setting and Participants

The study was conducted in a nursing home in Norway.
The nursing home consists of six units and houses 64
people. Permission was obtained from the nursing-home
director and heads of units prior to commencement.

Residents who met the following inclusion criteria were
invited to participate: they had been diagnosed with dementia,
had given his/her written consent and was willing to partici-
pate, was able to communicate in an interview situation, and
his/her health status permitted participation according to the
head of the unit’s judgement.

Assessment concerning the person’s ability to parti-
cipate in the study was conducted by the second author
in cooperation with health-care personnel who knew the
the Mini—-Mental State
Examination (MMSE) was used to assess the cognitive

person well. In addition,
abilities of the respondents.”>** A total of 37 persons
with dementia met the inclusion criteria and were
included in the study. Among these, one interview was
canceled as the person was sceptical about signing the
consent form, and three interviews were terminated
because of inability to respond to the questions due to
aphasia or challenging behavior. This yielded a final
study group of 33 respondents, which resulted in a
response rate of 51.6% among the residents in the nur-

sing home.

Data Collection

The interviews were conducted in respondents’ rooms.
Each question in the questionnaire, including the response
scale, was read aloud to the respondents by the inter-
viewer, who then wrote their responses on the scales.
The interviewer followed a written user manual concern-
ing how to use the questionnaire and tried to follow the
manual strictly. If the respondent did not understand a
question, the interviewer tried to rephrase it or illustrate
its meaning by providing an example, eg, by pointing at
the wheelchair when the question concerned access to
necessary equipment. According to the user manual, the
answer “Not applicable” was used when the respondent
said that they managed themselves or thought the question
was irrelevant. The interview lasted 30—90 minutes (mean
50 minutes), and included pauses when the respondent felt
tired. The completed questionnaire was returned in a
sealed envelope to the third author.

The interviewer was a registered nurse with further
education in geriatric and psychiatric care and many
years of experience working with elderly people with
dementia. He wore ordinary clothes so that the respon-
dents would not identify him as personnel. No relatives or
personnel were present during the interviews.

Questionnaire

The QPP is a validated generic questionnaire developed to
measure the quality of care from the patient’s perspective.’
Adaptation of the QPP to make it applicable to persons with
dementia® was based on modification of the generic QPP
items,** a QPP version for adults with intellectual/develop-
mental disability,”> and two new context-specific items
based on the research team’s expert knowledge. The new
items that were constructed concerned the patient’s freedom
to go outdoors and whether they dared to tell the personnel
what they thought.

A further modification comprised a simplification of
the wording of most items (eg, the statement “I received
the best possible physical care, eg, help to take care of my
personal hygiene” was changed to “Do you receive good
help to wash/take a shower?”) and response alternatives,
as well as a reduction in the number of response choices
from four to three. In addition to simplification of the
wording, all items were changed from statements to ques-
tions, as an interviewer asked the questions (eg, the state-
ment “I decide what to do during the day” was changed to
“Can you decide what to do during the day?”).*
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For each item, the respondent was asked for two rat-
ings. The first concerned the perceived quality of care
(perceived reality), where the perceived reality of each
item described the person with dementia’s perceptions of
the actual care received. The items were related to the
sentence “What did you experience . . .” (eg, “Can you
decide when to get up in the morning?”) and the response
scale used was 1 = no, 2 = sometimes, and 3 = yes. Each
item also had a “Not applicable” and “Don’t know”
response alternative. The second rating was about the
importance of that aspect of care to the respondent (sub-
jective importance). Subjective importance that the person
with dementia ascribed to various aspects of care was
related to the sentence “How important is it for you that
... 7 (eg, “How important is it for you to decide what to
do during the day?”) and the response scale used was 1 =
not important, 2 = important, and 3 = very important. Each
item also had a “Not applicable” and “Don’t know”
response alternative. The adapted QPP-DC questionnaire®
contains 26 items designed to measure the four quality
dimensions of the model of quality of care from the
patient’s perspective: the medical-technical competence
and identity-oriented approach of the caregivers and the
care organization’s physical-technical conditions and
sociocultural atmosphere.”*' See Tables 1 and 2 for qual-
ity dimensions and items.

Statistical Analysis

SPSS 26 was used to analyze the data.”® Frequency, per-
centage, and means = SD were used to describe the study
sample and residents’ perceptions of quality of care
regarding the item (perceived reality) and its subjective
importance.?

Ethical Considerations
As shown in previous research that included persons with

427.28 there are some ethical issues related to this

dementia,
study, one of which concerns the demands of informed
consent. The purpose of informed consent is to protect
especially vulnerable persons from being mistreated dur-
ing research. However, the demands of informed consent
might be interpreted so strictly that groups of patients
might be denied participation in research.'® Persons with
dementia have varying degrees of capacity, and this might
change from day to day. Those participating in the study
were assessed as having the competence necessary to
make a decision about participating in this particular
research, and written informed consent were obtained

from all of them. The interviewer was flexible, and tried
to adjust the time for interview to each person’s condition.

This study was conducted in accordance with the
Declaration of Helsinki.?’ The study was approved by
the Data Protection Official for Research (Norwegian
Centre for Data Research) under Norwegian Social
Science Data Services (735472). The Regional
Committee for Medical and Health Research Ethics
South-Eastern Norway assessed the research as not
(2014/2117).
Respondents provided written consent to participate

requiring committee recommendations
after being provided written and oral information about
the study’s aims and content. They were informed about
confidentiality and the option of withdrawing at any

stage without prejudice to them as residents.

Results

Sample Characteristics

The respondents’ mean age were 86.7 years, and two-
thirds were women. More than 30% of the respondents
reported their health as bad and about 53% as neither good
nor bad. Only about 19% of the sample reported being
satisfied with living in a nursing home, while over two-
thirds (37.5%) reported being dissatisfied. The mean
MMSE score (respondents’ cognitive ability) was 16. In
sum, 30 of 33 respondents were assessed using the
MMSE. See Table 3 for residents’ characteristics and
satisfaction ratings regarding living in a nursing home.

Respondents’ Perceptions of Care
Quality

Almost 60% of respondents reported that they received
good help to wash/take a shower and 67% that this was
important for them. Most respondents reported that they
received (36%) or sometimes received (48%) good help
when they were in pain. The majority answered that they
did not receive good information about their medicines
(70%) and regarded such information as important to
them (91%).

Nearly half the respondents answered that they
received (15%) or sometimes received (30%) good help
and support when they felt anxious. One in four answered
“I do not know” on that question. About 70% answered
that it was important for them to receive that kind of
support. More than 50% reported that they only sometimes
received (30%) or did not receive (21%) good help and
support when they felt lonely, and nearly a third answered
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Table | Residents’ Perceptions of Health-care Quality (n=33)

Perceived Reality, n (%)
Yes Sometimes | No Do not | Not
know Applicable*
Medical-technical competence:
Do you receive good help to wash/take a shower? 19 (57.6) 8 (24.2) 1 (3.0) 5(152) | —
Do you receive good help to brush your teeth? 6 (18.2) 3.1 2 (6.1) 2 (6.1) 20 (60.6)
Do you receive good help to go to the toilet? 7 (21.2) 7 (21.2) — — 19 (57.6)
Do you receive good help from the physician? 13 (39.4) 6 (18.2) 6 (18.2) 8(242) | —
Do you receive good help when you are in pain? 12 (36.4) 16 (48.5) 2 (6.1) 2 (6.1) 1 (3.0)
Do you receive good information about your medicines? 4 (12.1) 4 (12.1) 23 (69.7) — 2 (6.1)
Identity-oriented approach
Do you receive good help and support when you feel uneasy? 5(15.2) 10 (30.3) 4 (12.1) 8 (24.2) | 6 (18.2)
Do you receive good help and support when you feel lonely? 1 (3.0) 10 (30.3) 7 (21.2) 11 4 (12.1)
(33.3)
Do you have good opportunities to talk to someone about what 12 (36.4) 12 (26.4) 6 (18.2) | 4(12.1)
is on your mind?
Do the nurses come when you need them? 12 (36.4) 14 (42.4) 5(15.2) 1 (3.0) 1 (3.0)
Do the nurses have time to talk with you? 11 (33.3) 13 (39.4) 7(21.2) 1 (3.0) 1 (3.0)
Do you dare to speak out if you disagree with the nurses? 14 (42.4) 7 (21.2) 1 (3.0) 2 (6.1) 9 (27.3)
Are the nurses respectful toward you? 8 (24.2) 16 (48.5) 6 (18.2) 3(9.1) —
Do the nurses care about you? 8 (24.2) 7(21.2) 5(15.2) 10 3.1
(30.3)
Physical-technical conditions
Do you get enough food? 25 (75.8) 3(9.1) 1 (3.0) 3 (9.1) 1 (3.0)
Do you receive dinner that you like? 4 (12.1) 19 (57.6) 4 (12.1) 6(182) | —
Do you have access to the equipment that is necessary for you? | 9 (27.3) 1 (3.0) — 1 (3.0) 22 (66.7)
Do you have a comfortable bed? 15 (45.5) 3(9.1) 11 (33.3) 4 (12.1) | —
Sociocultural atmosphere
Can you decide when to get up in the morning? 23 (69.7) 8 (24.2) 2 (6.1) — —
Can you decide when to eat breakfast and supper? 13 (39.4) 13 (39.4) 5(15.2) 2 (6.1) —
Can you decide what you want to do during the day? 3(9.1) 10 (30.3) 14 (42.4) 6(182) | —
Can you decide whether to be together with the others or be 19 (57.6) 7 (21.2) 3(9.1) 4 (12.1) | —
alone?
Can you decide when to go to bed? 12 (36.4) 7 (21.2) 11 (33.3) 3 (9.1 —
Is it a pleasant atmosphere on the ward? 16 (48.5) 8 (24.2) 6 (18.2) 2 (6.1) 1 (3.0)
Are your relatives and friends treated respectfully? 13 (394) 4 (12.1) 1 (3.0) 15 —
(45.5)
Do you receive help to get outdoors? — 4 (12.1) 20 (60.6) 2 (6.1) 7 (21.2)

Notes: *They handle the tasks themselves, do not experience those feelings, or do not need any equipment. Copyright permission is not required to adapt and reproduce
the QPP items in Table |, but complete references to the authors who developed the questionnaire are recommended.

“I do not know.” This issue was of importance to >60% of
the respondents. The majority perceived that the nurses
came/or sometimes came when needed (79%) and that
they had time or sometimes had time to talk with them
(73%). Both issues were important for the respondents.

Most respondents reported that they sometimes received/

received enough food (85%), liked dinner (70%), and
decided themselves when to get up in the morning
(94%). A third reported that they did not decide when to
go to bed, and 60% did not receive help to go outdoors,
even though this was important to them (67%). See Table

1 for all results.
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Discussion

The aim of the study was to describe how persons with
dementia in nursing home experience the quality of care.
The most thought-provoking result was that only 19% of
respondents reported that they were satisfied with the way
they were living at the time of the interview. This could be
understood as them considering the care quality to be gen-
erally low, but that was not the case in this study. It was also
interesting that almost 50% reported that the atmosphere
was pleasant in the nursing home. This thought-provoking
result might be seen in light of the nursing-home residents
no longer living in their “own home.” Moving from one’s
home to a nursing home is more than just a physical move
or change of address, as it influences a person’s identity,
sense of belonging, and well-being.>° In a previous study
among persons with dementia living in nursing homes,
there was great variety in the degree to which these persons
considered the nursing home their home. Some residents
considered it their home, but added that moving in with
their children was no alternative. Others stated that it was
absolutely not their home.”® Home has been described as
“the place the older adult could not imagine living without-
*!"and as an important and meaningful place, especially for
older people, as home holds multiple psychological mean-
ings and values, promotes feelings of safety, security, con-
trol, and freedom, and provides shelter, refuge, and retreat
for the self, linking past experiences and preserving and
providing continuity for self-identity.** Gillsjé et al’' con-
cluded that when older adults lose their home, they also lose
the place closest to their heart: the place where they are at
home and can maintain their identity, integrity, and way of
living. It is worth questioning if and how nursing homes,
which have a dual nature as an institution and a home,* can
best embrace the same hallmarks as a real home and
whether that change could increase residents’ satisfaction
about where they have to live their last months or years of
life.

Other interesting results were that only 15% answered
that they received good help and support when they felt
anxious, and >50% that they did not or only sometimes
received good help and support when they felt lonely. The
majority of respondents regarded these issues as important
for them. Anxiety is one of the most common behavioral
and psychological symptoms in dementia** and is known
to reduce quality of life and impact on activities of daily
living.*® It is thus worrisome when this is not handled

properly. Concerning loneliness, living in a nursing home

has earlier been described as lonely*® and boring,*” and
one study found that nearly 70% of residents in nursing
homes had reduced self-reported psychological well-
being.'" Previous research has highlighted that losing
autonomy or self-determination due to institutionalization
is strongly related to loneliness and causes strong emo-
tions, such as grief>® Larsson et al*® found that older
persons experienced loneliness when they were increas-
ingly limited in body and space, due to increased depen-
dence on others.

Loneliness is a multifaceted concept that embraces
more than a number of contacts, receiving regular visits,
or participating in group activities,® and the results have
to be interpreted with care. It is also noteworthy that one in
three answered “I do not know” to the question “Do you
receive good help and support when you feel lonely?”,
which might indicate that the concept is difficult to define.
On the other hand, it could also indicate that they have low
expectations as to whether or not the health-care personnel
can help and support them when they feel lonely. The
majority of respondents actually perceived that the nurses
came or sometimes came when needed and that the nurses
had time or sometimes had time to talk with them.

Another possible perspective is that the respondents
felt lonely in their own illness.>® In this study, >30% of
the respondents reported their health condition as bad and
about 53% as neither good nor bad. This is not surprising,
as research has found that the prevalence of frailty
increases* among residents in nursing homes, as in the
aging population in general41

In spite of rather poor self-reported health, the major-
ity of respondents mentioned that help in going outdoors
was important for them. Sadly, 60% reported that they
did not receive that kind of help. Residents in nursing
homes have previously expressed a desire to manage
their own affairs**> and have the freedom to use outdoor
space as they choose.”’ The importance of having a
connection with nature and the outdoors** has been
stressed as important for a person’s well-being and
health.*** To take away the possibility of going outside
when this is desired can be regarded as a huge interfer-
ence in a person’s autonomy and sense of freedom.
Nevertheless, the result here is consistent with results
from previous studies, which have revealed several bar-
riers to nursing-home residents’ use of outdoor spaces.*®
Issues with residents’ safety and staffing are often men-
tioned as a concern. Too few personnel available at nur-
sing homes and the fact that they are too busy or do not
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Table 2 Residents’ Views on Importance of Health-care Quality (n=33)

Subjective Importance, n (%)
Very Important | Not Do not Not
Important Important know Applicable*
Medical-technical competence
Do you receive good help to wash/take a shower? 9 (27.3) 13 (39.4) 4 (12.1) 2 (6.1) 5(15.2)
Do you receive good help to brush your teeth? 7 (21.2) 2 (6.1) 2 (6.1) 3. 21 (63.6)
Do you receive good help to go to the toilet? 10 (30.3) 4 (12.1) — — 19 (57.6)
Do you receive good help from the physician? 14 (42.4) 16 (48.5) — 3 (9.1 —
Do you receive good help when you are in pain? 20 (60.6) 12 (36.4) — — 1 (3.0)
Do you receive good information about your medicines? 17 (51.5) 13 (39.4) 39.) — —
Identity-oriented approach
Do you receive good help and support when you feel uneasy? Il (33.3) 12 (36.4) — 1 (3.0) 9 (27.3)
Do you receive good help and support when you feel lonely? Il (33.3) 10 (30.3) 1 (3.0) 7 (21.2) 4 (12.1)
Do you have good opportunities to talk to someone about whatis | 6 (18.2) 15 (45.5) 5 (15.2) 4 (12.1) 3(9.1)
on your mind?
Do the nurses come when you need them? 14 (42.4) 16 (48.5) — 2 (6.1) I (3.0
Do the nurses have time to talk with you? Il (33.3) 21 (63.6) 1 (3.0) — —
Do you dare to speak out if you disagree with the nurses? Il (33.3) 8 (24.2) 6 (18.2) 3(9.1) 5 (15.2)
Are the nurses respectful toward you? 16 (48.5) 12 (36.4) 4 (12.1) 1 (3.0 —
Do the nurses care about you? 8 (24.2) 18 (54.5) 309.0) 309.) I (3.0)
Physical-technical conditions
Do you get enough food? 5(15.2) 21 (63.6) 309.0) 309.1) | (3.0)
Do you receive dinner that you like? 309.1) 11 (33.3) 15 (45.5) 309.1) I (3.0)
Do you have access to the equipment that is necessary for you! | 2 (6.1) 8 (24.2) — 1 (3.0 22 (66.7)
Do you have a comfortable bed? 2 (6.1) 14 (42.4) 17 (51.5) — —
Sociocultural atmosphere
Can you decide when to get up in the morning? 8 (24.2) 14 (42.4) 8 (24.2) 3(9.1) —
Can you decide when to eat breakfast and supper? 5(15.2) 13 (39.4) 13 (394) 2 (6.1) —
Can you decide what you want to do during the day? 15 (45.5) 13 (39.4) 1 (3.0) 3(9.1) I 3.0)
Can you decide whether to be together with the others or be 15 (45.5) 14 (42.4) — 4 (21.1) —
alone?
Can you decide when to go to bed? 7 (21.2) 21 (63.6) 5(15.2) — —
Is it a pleasant atmosphere on the ward? Il (33.3) 20 (60.6) — 1 (3.0 I 3.0)
Are your relatives and friends treated respectfully? 19 (57.6) 11 (33.3) 1 (3.0) 2.0 (6.1) —
Do you receive help to get outdoors? Il (33.3) 11 (33.3) 2 (6.1) — 9 (27.3)

Notes: *They handle the tasks themselves, do not experience those feelings, or do not need any equipment. Copyright permission is not required to adapt and reproduce
the QPP items in Table 2, but complete references to the authors who developed the questionnaire are recommended.

have enough time to take residents outside are barriers.*
The same barriers might possibly be an explanation for
why>40% of respondents said that they could not decide
what to do during the day. The importance of feeling
autonomous and the possibility of them deciding for
themselves what to do and how to spend their days,*’
as well as the desire to continue with some of the activ-
ities they did in their former home,*® have already been
stated.*?

Nearly 60% of respondents reported that they received
good help to wash/take a shower and that this was impor-
tant for them. A majority reported that they could decide/
sometimes decide when to get out of bed, what to eat,
when to eat, and that they received enough food.
Concerning when to go to bed, the scores were quite
different, as a third could not decide that important issue
by themselves. Findings from previous studies have shown

that nursing-home residents have limited autonomy in
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Table 3 Residents’ Characteristics and Satisfaction Ratings
Regarding Living in a Nursing Home (n=33)

n (%) Mean (SD) | Range
Sex
Men I (33.3)
Women 22 (66.7)
Age, years 86.7 (6.27) 74-99
Education
Compulsory school 18 (56.3)
Upper secondary school 10 31.3)
University 4 (12.5)
Self-reported health
condition
Poor 10 (31.3)
Neither good nor poor 17 (53.1)
Good 5(15.6)
Satisfaction with living
in a nursing home
Dissatisfied 12 (37.5)
Neither satisfied nor 14 (43.8)
dissatisfied
Satisfied 6 (18.8)
Cognitive ability
MMSE? 16.00 (5.11) | 8-27
Severe cognitive 2 (6.7)
impairment (0-9)
Moderate cognitive 21 (70.0)
impairment (10-19)
Mild cognitive 6 (20.0)
impairment (20-26)
No cognitive impairment | | (3.3)
(27-30)

Notes: *MMSE, Mini—Mental State Examination. Scores from 0 (severe cognitive
impairment) to 30 (no cognitive impairment).

deciding when to go to bed'® and generally go to bed early.
Despite long hours in bed, there are frequent nighttime
wakening.*” Most likely going to bed when desired can
help avoid prolonging sleep latency®’ and result in more
satisfied and alert residents.

Methodological Considerations

This study has its limitations and strengths. The sample
was rather small and the response rate just >50%. Of all 64
potential respondents in the nursing home, 37 were asked
to participate. The others were not able to respond in a
meaningful way, according to the personnel’s judgement.
Due to the high number of frail persons with severe
dementia in nursing homes, this is understandable.

Among the 37 residents, four interviews were terminated,
since they did not want to sign the form or were unable to
respond to the questions. This can be interpreted as a
confirmation that respondents satisfying the inclusion cri-
teria were included.

This study revealed that some parts of the question-
naire need to be further developed and tested. The differ-

3

ence between the response alternatives “very important”
and “important” on items concerning patients’ subjective
perception of importance seem challenging to answer.

It is considered a strength that an expert in dementia
care conducted the interviews. Most respondents were
positive about the interviewer’s presence, and many
expressed that it was nice to have a person who listened
to them. Results from this study support previous research
assessing care quality in nursing homes, which increases

the validity of the results.

Conclusion
This study reveals that the voice of persons with dementia
must be listened to in order to increase the quality of care in
nursing homes. It is thought-provoking that only 19% of
respondents reported that they were satisfied with living
under their current circumstances. The challenge concerning
how living in nursing homes can be more satisfying must be
addressed by leaders and nurses in nursing homes, as well as
researchers. Special attention must be paid to anxiety, lone-
liness, and going outdoors. The results give valuable infor-
mation for quality improvement in nursing homes based on
the perspective of persons with dementia.

The QPP-DC questionnaire should be further devel-
oped and tested in larger samples.
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