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ABSTRACT

While the number of older people living with dementia grows, savings in public resources
leads to situations where services and supports for older people are cut, even in the
traditionally generous Nordic welfare states, such as Finland. This development is expected to
lead to care poverty, meaning older people are not receiving the services they need. Our aim
was to uncover whether care poverty already exists within institutional care for older adults
in Finland. Thematic analysis was utilized to study 19 interviews with family members of
people with dementia living in a nursing home. Signs of care poverty were found in relation
to timeliness and safety of access to long-term care and quality of professional care. In
addition, the threshold of questioning the care system was high, and managing disagreements
about care with professionals was challenging for the family members. The results raise
concerns that reducing long-term care risks the whole concept of welfare states. Family
members should be more systematically involved in needs assessment and decision-making
concerning the care of older people with dementia.
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Introduction 2018). Austerity of common resources has already

resulted in lower coverage of services for older
people (Finnish Institute for Health and Welfare,
2023), and the future of care for older people is
currently under lively public discussion in Finland.
The discussion centers around the urgent demand
to increase the number of care professionals work-

Aging societies are facing challenges regarding suf-
ficient provision of care for older citizens, especially
persons living with dementia. There are around 9.8
million people living with dementia in Europe
(Alzheimer Europe, 2019). This is expected to rise
as the population ages—the number of people liv-

ing with dementia in the European Union (EU) is
expected to reach 14.3 million in 2040 (OECD/
European Union, 2018). While number of people
aged 85+ is expected to more than double in
Finland between 2022 and 2040 from 159,114 to
340,640 (Finnish Institute for Health and Welfare,
2023), the number of people with dementia will
grow from about 150,000 to 247,000 simultane-
ously (National Institute for Health and Welfare,
2024). This rise in numbers has resulted in even
northern European welfare states, such as Finland,
moderating their principles on universality of social
and health care services (Szebehely & Meagher,

ing with older people, but both the available work
force and money to hire them are lacking.

When a person is living with advanced demen-
tia, their everyday care needs are substantial and
it is known that in all cases these care needs are
not met. Teppo Kroger (2022) has constructed a
concept of care poverty that combines geronto-
logical studies on the unmet needs of older peo-
ple; sociological and social policy studies on
structures of the welfare state; feminist social pol-
icy approach on care and care deficits; and pov-
erty and inequality research’s viewpoint on
deprivation. Kroger's concept identifies three
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domains of care poverty: personal, practical, and
socio-emotional. Personal care poverty concerns
limitations in functional abilities and makes use
of the scale of Activities of Daily Living (ADLs,
such as eating, dressing, and using the toilet)
used in gerontological research, while practical
care poverty is based on Instrumental Activities
of Daily Living (IALDs, such as transportation
and managing medication) (see e.g. Lima &
Allen, 2001). Socio-emotional care poverty, on
the other hand, concerns unsatisfied social and
emotional needs of belonging and connecting to
others. While some studies have focused on abso-
lute care poverty which refers to the full absence
of care, in this study we utilize Kroger’s (2022,
pp. 47-51) concept of relative care poverty, which
refers to insufficient care or care that does not
correspond with the care recipients’ care needs.
Our aim is to investigate whether, from the per-
spective of family members, older adults living in
Finnish nursing homes receive professional care
that is mistimed, insufficient, or of poor quality.

According to previous research, family mem-
bers' supporting role increases as dementia
advances. Gradually, helpers become carers when
responsibility for the wellbeing of the person with
dementia shifts to family members (Huang et al.,
2015). While taking care of the person with
dementia may provide family members with expe-
riences of personal accomplishment and strength-
ening relationships, it also increases their emotional
burden and eventually care burden (Lindeza et al.,
2020; Teahan et al.,, 2021). Informal caregivers are
the main providers of care and services for people
with dementia along the dementia trajectory
(Lethin et al., 2016). In Finland, of those that have
an official status as a family carer, more than a
half take care for a person with dementia (Ministry
of Social Affairs and Health, 2019).

Even after the transfer to a nursing home, fam-
ily members offer various support to persons with
dementia. They contribute to maintaining a sense
of personhood, assist with care, and act as advo-
cates for people with dementia (Verbeek, 2017).
They can also be a huge support to the staff by
noticing signs of changes in their loved ones
health and informing care staff about these (Powell
et al., 2018). In addition, family members monitor
the quality of institutional care while visiting

(Duggleby et al., 2013), especially when their
loved one is living with dementia (Graneheim
et al, 2014). Sometimes family members partici-
pate in care specifically because they are unhappy
with the quality of professional care (Duggleby
et al, 2009; Roberts & Ishler, 2018). In addition
to residents’ loneliness and lack of socioemotional
support (Ekstrom et al, 2019), the family mem-
bers worry about lack of stimulation and activity
for the resident, updating practices, and the
involvement of families in care planning and
decision-making (Givens et al, 2012; Jakobsen
et al., 2019). Some of these worries may be con-
nected to family members’ feelings of guilt regard-
ing their relatives’ transfer from a private home to
a care facility (Sury et al, 2013). However, the
concerns may also be indicators of real insuffi-
ciency of formal care as family members’ satisfac-
tion ratings of nursing home care have been
shown to be higher than the ratings given by the
residents (Castle, 2006). Family members’ obser-
vations of low care quality can also indicate poor
family involvement in care, as family member
support and involving family members in
decision-making are associated with high-quality
ratings of care (Voutilainen et al., 2006).

The transfer to a nursing home should always
be made as safe as possible, since it can be a very
stressful situation for older adults in terms of
sense of control and lack of influence in ones
own life (Bostrom et al, 2017; O'Neill et al.,
2020). Where people with dementia are con-
cerned, admission to a nursing home has been
linked to increased behavioral symptoms and in
particular depression and agitation, decreasing
cognition, frailty, and falls (Sury et al., 2013). In
addition to safety, timeliness of the transfer has
been found important. Successful timing of the
transfer entails proper planning and preparations
of the concrete move as well as drafting and exe-
cuting detailed tripartite care plans involving the
care recipient, their family members, and care
professionals (Groenvynck et al., 2021).

The Finnish law on supporting functional abil-
ities of older individuals states that health and
social services must correspond with the person’s
current service needs. Finnish wellbeing services
counties must provide long-term care based on
medical grounds and reasons connected to patient



safety, and they are also obliged to secure con-
stancy of long-term services. (Act on changing
the Act on Supporting the Functional Capacity of
the Older Population and on Social and Health
Care Services for Older Persons 604/2022, 14 §,
14a §.) The Finnish Ministry of Social Affairs
and Health (2020) list safety, constancy, individu-
ality, reliability, and professionality of care as
principles of implementation of care, and recom-
mend a customer-oriented approach that also
involves family members in care planning.

In this study, we will examine family members’
views of timeliness and safety of access to
long-term care as well as their perceptions of
unmet care needs in long-term care. In addition,
we illustrate family member’s opportunities to
affect care in situations in which they disagree
with healthcare professionals. Although politi-
cians and decision-makers picture informal care
as a solution to the austerity problem, we argue
that family members are already bearing respon-
sibility for care to excess, and that their views on
the care recipients’ well-being, and their own
well-being, do not receive enough attention.

Research questions

Our research questions were:

1. How do family members of people with
dementia experience the quality of transi-
tion from home to long-term care facilities,
such as nursing homes, specifically in
regards to the timeliness of the process of
transition and safety of care recipients?

2. How do the family members perceive the
quality of care provided by healthcare pro-
fessionals in the facilities considering the
care needs of the care recipients?

3. If the family members have perceived the
professional care as insufficient and dis-
agree with the care decisions, how have
they managed the situation with healthcare
professionals?

Method

The research was conducted using inductive the-
matic analysis as the method (Braun & Clarke,
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2006, 2019). Thematic analysis is a rigorous and
theoretically flexible method for analyzing quali-
tative data, and therefore suited our purpose of
analyzing interviews. The analysis was driven by
the research teams interest in the themes of
unmet care needs and care poverty of people
with late stage dementia, but the specific research
questions (see above) were formed through cod-
ing both the semantic and latent content of the
data set broadly.

Data

The data consists of telephone interviews con-
ducted in March-May 2021 with 19 family mem-
bers of people with dementia who had lived in a
nursing home. Each family member was inter-
viewed once. The interviews average duration
was about 46 min, resulting in 872min in total.
The interviews were audio recorded and then
transcribed verbatim by an external commercial
enterprise, carrying out a strict privacy policy.
The interviewees were recruited based on a
prior COVID-19 related survey targeted to nursing
home residents’ family members (Pirhonen et al,
2022). In the survey, participants were asked if
they were willing to give an additional interview
about their experiences on nursing home care and
they were able to provide their phone numbers. A
list was formed of the phone numbers received,
and the first ten persons were contacted and inter-
viewed. After this, we evaluated the sufficiency of
the data and decided to double it to make sure it
covered all our future research interests. Eventually,
nine additional persons from the list were con-
tacted and interviewed. All the contacted persons
were willing to give an interview. In seven of the
interviews, the care recipient had died after the
family member had taken the survey in May-June
2021. The interviews were conducted a year after
the COVID-19 lockdown occurred in March-June
2020 in nursing homes. In addition to exploring
the effects of the lockdown, family members’ expe-
riences regarding their loved ones’ care earlier and
currently were discussed widely. In this research,
our interest was not on the influences of the pan-
demic in nursing homes but on family members’
perceptions of care services at ‘normal times.
Thus, we were especially interested in questions
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regarding the transfer to a nursing home as well as
the perceived quality of care there outside the
lockdown period (see Appendix 1 for interview
questions).

Participants

Twelve of the interviewees were adult children of
the care recipient, and seven were spouses. The
vast majority of the interviewees, 17 out of 19,
were female, which was expected as most of the
residents’ visitors in nursing homes are female,
especially daughters and wives (Holmgren et al,
2013), and because females are also overrepre-
sented among informal carers (Kroger, 2022). All

Table 1. Sample characteristics.
Interviewed family members

Nursing home residents

Female 17 Female 9
Male 2 Male 10
Spouse 7 Alive 12
Adult child 12 Deceased 7

Table 2. Example of a data extract, with codes applied.
Coded for

1. Access to long-term care

1.1. Inadequacy of other care
services

1.1.2. Unmet needs in home

Data extract

Mari (daughter): “At first, we had a
home care service, at the beginning
of the year XXXX. But because she
had insulin for the diabetes, and
dementia as well as other problems, care service
there were many things to take care 1.2. Problems with informal
of. And so the home care made care
several mistakes too. And we had to  1.2.1. Access to long-term
go to emergency duty and all kinds care due to poor health of
of things, complaints and reports informal carer
here and there, so the spring time 1.3. Hospitalization before the
was rather chaotic. And eventually transition to long-term
the transition to a care facility care
happened so that my mother- she 2. Perceived quality of
had hallucinations because of professional care and
dementia. And one night my father unmet care needs
called me and said that something ~ 2.1. Unmet needs and
was happening. He could not dissatisfaction with quality
manage, and we called an 2.1.1. Malpractice and neglect
ambulance. Mother was taken to the 3. Disagreements between
central hospital. And the staff family members and
thought it was just about having low healthcare professionals
blood sugar, and she stayed at the  3.1. Debates and conflicts
ward. And at the ward, they assessed 3.1.1. Professionals ignore
her service needs, and we told them family members’ views
that she cannot return home, we
cannot take care of her. But they
were still going to return her home
by force. But then there was a
blessing in disqguise, and it was that
my father fell while walking in the
forest with me and broke his
shoulder and wrist. So he could not
take care of my mother at home,
and then they found her a
temporary placement which
eventually became permanent.”

the discussed nursing home residents had been
transferred there due to dementia.

Defining the Main Themes

The thematic analysis was completed in six phases
(Braun & Clarke, 2006, p. 87): (1) close reading
and noting down initial ideas, (2) systematic cod-
ing of all interesting features, (3) searching for
themes, (4) reviewing themes, (5) defining and
naming themes, and (6) reporting and selecting
data extracts. Postdoctoral researcher Paananen
coded the data with NVivo 12 Plus software.
Paananen, Pirhonen, and Kulmala reviewed the
codes and the themes together, and finally the
whole research team participated in defining and
reporting the results.

The coded passages of data varied in length:
They could consist of a single utterance or even
several turns of talk that formed a continuous
narrative, and several codings could be assigned
to one passage (see Table 2). Although in the-
matic analysis, the main themes are not defined
by the quantity of items within the theme but
rather on whether the theme captures something
relevant in relation to the research questions, we
have given exact numbers of interviews contain-
ing the code in order to describe the distribu-
tion of certain codes truthfully in the analysis
section.

Problems with access to long-term care, dissat-
isfaction with the quality of professional care and
raising questions concerning professional care
were chosen as the main themes. Firstly, by ana-
lyzing family members’ experiences on the transi-
tion to long-term care, our goal was to assess the
aspects of timeliness and safety from the lay per-
spective, which is often overshadowed by institu-
tional processes and professional evaluations. A
comprehensive understanding of the transition
process is necessary, as access to formal care goes
hand in hand with low rates of care poverty
(Kroger, 2022).

Secondly, by focusing on family members’ dis-
satisfaction with nursing home care, our aim was
to highlight family members’ life-world perspec-
tive on the quality of care and to contemplate
whether the problems identified by the family
members can be seen as reflections of relative



care poverty within the formal care system despite
its’ high standards. Finally, we decided to focus
on family members’ narratives on raising ques-
tions concerning professional care, as the theme
illustrated the family members’ opportunities to
intervene when the care seemed insufficient.
Especially in the context of late stage dementia
care, being able to negotiate with the nursing
professionals is essential in order to plan the care
so that it respects the care recipient’s views and
wishes. Therefore, knowledge on how disagree-
ments between family members and nursing
home staff are managed is needed to improve
collaboration.

Ethical Considerations

Ethical approval for the research was obtained
from the Research Ethics Committee in the
Humanities and Social and Behavioral Sciences at
the University of Helsinki, and the Finnish ethical
guidelines for research (Finnish National Board
on Research Integrity, 2023) were followed accu-
rately. Participation in the study was voluntary.
Before giving their consent orally, the participants
received information about the research, recording
of the interviews, data protection, and anonymity.
The participants consent was audio recorded
before starting the interview. Pseudonyms are
used to identify the participants in the extracts
presented in this study. The presentation of the
tindings was guided by the Consolidated criteria

1. PROBLEMS WITH ACCESS TO
LONG-TERM CARE

Inadequate
care services

‘ Queueing }
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for reporting qualitative research (COREQ)

checklist.

Results

The main results of the thematic analysis are pre-
sented as a thematic map (Figure 1).! In the next
sections, we will summarize our findings on the
family members’ views on the three main themes
(1) problems with access to long-term care, (2)
dissatisfaction with the quality of professional
care, and (3) raising questions concerning profes-
sional care. Our focus is on the problems con-
nected to long-term care in nursing homes, but
we have also analyzed family members’ narratives
of hospitalizations of the person with dementia
that were connected either to the access to
long-term care or to events in a long-term care
facility, as hospitalizations were identified as a
recurring theme in the interview data.

Distrust, discouragement, and lack of commu-
nication were identified as overarching sub-themes
that hindered family member involvement in
nursing home care and care planning. Family
members’ negative perceptions of care provision,
care quality, and decision-making reduced their
trust in care professionals and the whole care sys-
tem, and distrust was often accompanied with
experiences of lack of communication and feel-
ings of discouragement. We will demonstrate this
in more detail in the next sections and return to
this in the conclusion.

2. DISSATISFACTION WITH THE
QUALITY OF CARE

3. RAISING QUESTIONS CONCERNING

Exhausted
informal
carers

Hospitalizations

Errors

Distrust

Discouragement

Unmet personal and
practical needs

[ comen [ ot
=
emotional needs
Change of
care facility

PROFESSIONAL CARE

Neglect

Regretting
seeking help

L Deciding not to
Lack of communication

raise questions
concerning care

Figure 1. Thematic map of family members’ perspectives on unmet care needs of people with dementia.
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Main Theme 1: Problems with Access to Long-Term
Care

Ideally, the transition to long-term care in a nurs-
ing home comes as the result of careful evalua-
tion of the care needs of the care recipient. In
other words, a person who is considered to need
substantial care in order to live a safe and healthy
life should be eligible for a place in a care facility,
and the transition should be timely so that no
harm is caused by not meeting the existing care
needs. Our interviews, however, illustrate a differ-
ent reality, where access to long-term care is the
last choice after all other solutions are deemed
inadequate. Thus, the transition not only
depended on the care needs of the person with
dementia but also actualization of serious inci-
dents or other imperative conditions that proved
that the minimum standards of care were not
met by other professional care services and/or
informal carers.

Risky Conditions and Queue Management in
Accessing Long-Term Care

Ten out of nineteen interviewees disclosed that a
place in a nursing home was organized after one
or several hospitalizations of the care recipient
with dementia. Some had a fall and lost their
mobility, whereas others were taken to hospital
repeatedly due to serious delusions, confusion,
and getting lost (see Excerpts 1 & 2).

Excerpt 1.

Kirsi (daughter): “She fell on the stairs at home, and
was paralyzed from the waist down. So she was in the
hospital and had an operation, and then she was in the
rehabilitation hospital. And after that, the transition
((to a nursing home)) was clear. That there was abso-
lutely no way that she could manage at home, living
alone with a cat.”

Excerpt 2.

Seppo (son): “It ((the transition to a nursing home)) felt
necessary. He could no longer manage at home, so there
were no options. It was kind of a relief as well, because
he had to lay in hospital all the time. He was constantly
taken to the hospital and brought back home again.”

Seppo's father got a placement in the nursing
home as soon as there was an opening. According

to Finnish law (Act on Supporting the Functional
Capacity of the Older Population and on Social
and Health Care Services for Older Persons
980/2012, 18 §) the waiting period for a position
in long-term care should be three months at
maximum after receiving a favorable decision
from the local authorities, but the waiting period
can be longer, if “the investigation for any reason
the demands more time” This means that in
addition to increased care needs and actualized
threats to the care recipient’s safety, prerequisites
for accessing long-term care include that the pro-
cess in itself is smooth and that there is room in
the care facilities, which may take some time due
to the growing number of old people in society.

Exhausted Informal Carers

Half of the family members (10/19) talked about
the exhaustion experienced by informal carers
before getting a place in a nursing home for the
care recipient. From their viewpoint, the care
needs of the care recipients were substantial and
evident, yet they were expected to manage with
little professional support such as home help ser-
vice and institutional respite care until the need
for long-term care was officially decided and an
available place in a nursing home was found. The
family members consistently described the last
months or weeks before the transition as tough.
For example, Elli confessed taking her husband
with her everywhere, even to work, so that he
would not have to be home alone. Eventually,
while waiting for a placement for her husband,
Elli became so exhausted that she found no other
solution but to take her husband to the hospital
emergency department so that the responsibility
of his care would be on someone else, even if for
a little while.

In fact, in three cases, a permanent place in a
nursing home was eventually acquired not due to
the poor condition of the care recipient but of
the spouse who acted as their informal carer.
Kauko had applied for a placement for his wife,
but while waiting for a place his wife’s condition
deteriorated to the extent that it took three peo-
ple to take care of her, and he had to help the
care assistants with lifting. Eventually, Kauko had
a heart attack:



Excerpt 3.

Kauko (husband): “At times I had to go lift her off the
toilet as they ((care assistants)) could not manage on
their own. In the end, the transition to the nursing
home was sudden because I... I had such burning, such
intense pain. At two at night I called myself an ambu-
lance and 1 called my oldest son to wake him up at
night. And he arranged another ambulance to take my
wife to a care facility”

These kinds of narratives show that despite
meeting the official requirements of access to
long-term care, from the perspective of lived
experiences, the transition can be far from safe
and timely (see also Maris narrative in Table 1).
The current process does not only jeopardize the
well-being of the care recipients but also the
informal carers, who are forced to manage impos-
sible situations at the cost of their own health.

Main Theme 2: Dissatisfaction with the Quality of
Professional Care

In comparison with narratives on access to
long-term care, narratives on the quality of care,
once a placement was acquired, were more clearly
divided, which reflects the fact that the process of
access to care is quite similar to all whereas the
realization of care is more dependent on the indi-
vidual units within the care home. Twelve of the
interviewees had at least some concerns about
the care, ranging from continuous worries about
unmet care needs to single events of neglect. We
will analyze the accounts of dissatisfaction more
closely in the next sections, as they can be inter-
preted as reflections of relative care poverty.
However, it is important to acknowledge that
almost half of the interviewees (7/19) expressed
satisfaction with the care and believed that the
care recipient was also content. For example Kirsi,
whose mother was transitioned after being para-
lyzed (Ex. 1), experienced a huge relief and con-
sidered the nursing home as the best possible
place for her mother:

Excerpt 4.

Kirsi (daughter): “She gets the best possible care there
is, and us family members can feel relieved. I mean, it
started to be so worrying in the home environment
despite the home care visits. Her dementia caused that
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she took medications on her own and there were pills
on the floor and all that. Food in the fridge was
untouched. (...) Indeed, I cannot imagine a better place
than where she is now.”

Unmet Personal and Practical Needs

The biggest worry for the family members was
caused by the negative consequences of unmet
personal care needs, such as the person with
dementia wetting or soiling themselves and get-
ting hurt due to lack of support in moving
around. For example, Riitta said that her mother
was showered only once a month due to lack of
staff and smelled awful. Elli's husband was not
showered in weeks because he was unwilling.
Mirjas husband had been tied down for ten
months without having a doctor’s written license
for physical restriction, which is compulsory in
Finland.

However, more often family members disclosed
single errors and individual cases of neglect that
had caused them to doubt the quality of care.
This type of narratives also highlighted unmet
practical care needs connected to instrumental
activities of daily living such as transportation
and managing visits to acute care. For example,
Maris mother had fallen out of a wheelchair
despite having a formal decision to use a safety
belt, which resulted in a cut on her head. Riitta’s
mother had been sent out to a health center to
see a doctor on her own after hurting her leg
despite her apparent need for assistance:

Excerpt 5.

Riitta (daughter): “You see, my mother, who is trans-
ported in a wheelchair most of thetime and who has
no idea of who she is and cannot say anything else but
“mom” anymore. They put her in a wheelchair and in
a taxi, and sent to the health center. Alone. With noth-
ing, with no one. No one. In the health center, they
could not do anything, so they had to send her to the
central hospital of the area, which is even further away.
Again, they put her alone in a taxi. She waited eight
hours in the emergency duty. They didn’t even give her
a glass of water. (...) Her diapers were soggy and
leaked through, nobody changed her. I called there
three times, but they just said it is not part of their job
description.”

Neglect during visits to hospital were in fact a
repeated theme in the data. We will come back
to these narratives in the analysis of the third



8 J.PAANANEN ET AL.

main theme (Managing disagreements with health-
care professionals).

Unmet Socio-Emotional Needs

In terms of socio-emotional needs of the care
recipients, half of the interviewees (10/19) were
content that there were opportunities for mean-
ingful activities such as joint exercises, music,
and parties in the nursing home. Some of the
family members (4/19) also felt that the transi-
tion to long-term care increased the social con-
tacts of the care recipient, as there were more
people around for the person with dementia to
spend time with, and more activities to take part
in than at home. However, half of the family
members nevertheless conveyed the opposite
(9/19): the possibilities for activities in the nurs-
ing home were scarce or nonexistent, visits from
friends and family had become less frequent, and
the transition prevented the care recipients from
maintaining their hobbies and participating in
social gatherings outside the nursing homes.
Having dementia could also increase the care
recipients’ experiences of loneliness due to being
unable to remember family members’ visits.

A major factor that affected social connections
in nursing homes was the Covid-19 pandemic.
Even though the official restrictions concerning
family members’ visits in nursing homes had
been lifted during the previous year, many facili-
ties had established new guidelines for visiting
that were more restricted than before and ceased
to arrange leisure time activities. A majority of
the family members (15/19) had experienced the
contact with the care recipient as difficult or
insufficient due to the effects of the Covid-19
pandemic. This could also limit the family mem-
bers’ possibilities to monitor the care as well as
the care recipient’s satisfaction, which made it
difficult for some of the interviewees to evaluate
how well the needs of the care recipients were met.

Another noteworthy finding was that some
family members interpreted the care recipients
passivity and withdrawal as personality traits
rather than consequences of dementia or unmet
socio-emotional needs. Four family members
deemed that the care recipient deliberately avoided
the company of others and wanted to be left

alone. Seppo, for example, described his father as
someone who “enjoys being on their own, sur-
rounded by their own thoughts,” while Tiina
explained that it is her mother’s choice to not
participate in social activities. In these cases,
family members perceived the care recipient as
lonely and passive but also believed that they
were content with their life in the nursing home.

Main Theme 3: Raising Questions Concerning
Professional Care

In total seven of the interviewees had experiences
of handling disagreements on care with health-
care professionals. The arguments concerned
medication, isolation and social distancing during
the Covid-19 pandemic, neglect, poor hygiene,
transition decisions to another unit, and diet.
Some of the interviewees identified more than
one problem.

Prolonged Conflicts and Getting Ignored by
Healthcare Professionals

As we anticipated, managing disagreements was
experienced as straining: the family members
described the negotiations with the professionals
as debates and fights. Another common feature in
the narratives was that the issues persisted: the
family members confronted the professionals sev-
eral times on the same matter. Some had acquired
another expert opinion to support their view,
while others tried to improve the care by treating
the care recipient by themselves or by buying
care products for the care unit.

For Inkeri, the path of their family members
dementia journey was figuratively paved with con-
flicts with healthcare professionals. Before the tran-
sition to long-term care, Inkeris husband had been
hospitalized. During the hospital stay, he had first
wandered outside at night in his underwear in a
freezing temperature and later had a fall, breaking
his hip, due to insufficient surveillance. Inkeri was
not informed about these incidents until she called
the hospital to ask how her husband was doing,
which gave her the impression that professional
carers could not be trusted. After her husband got
a placement in a nursing home, Inkeri continued



to monitor his care closely, and encountered more
faults in both his care and hygiene.

On one visit, Inkeri noticed that her husband
could not walk properly and that he was clearly
in pain. There was bruising and a small cut on
his knuckles. Inkeri confronted the nursing staff,
who initially denied the possibility that he could
have fallen. Later, however, one of the nurses
found more bruises around his body, and more-
over, it was discovered that the alarm bell on his
wrist had been connected to the wrong room.
This meant that for over a year, Inkeri’s husband’s
calls for help had been in vain. On another visit,
Inkeri witnessed a nurse offering an inhalable
medication for her husband to swallow as a whole
capsule and intervened just in time. This time
Inkeri complained not only to the nursing home
management but to the local municipality respon-
sible for care homes as well, but the incident was
deemed as a misunderstanding on behalf of Inkeri.

Excerpt 6.

Inkeri (wife): “They lie. The municipality sent me an
answer that stated that the nurse was not going to give
the medication orally. (...) They twist and bend every-
thing as they please. And the municipality just repeats
these lies.”

Change of Care Facility

Despite the difficulty in doing so, three of the
interviewees had eventually gone through the
process of moving the care recipient to another
care unit due to mistrust. Unfortunately, even
this had virtually no effect on the care of one of
the care recipients, since the new unit was soon
merged with the previous one:

Excerpt 7.

Riitta (daughter): “No, I am not happy with the care
and have not been happy this whole time. That is why
I changed the care unit, but it went badly. 1 changed
to a completely different company, I mean, he is in pri-
vate care, and I switched to an entirely different service
producer. For a year and a half, thing were great until
the company I had just took my mother away from,
bought ((laughs)) this new company I had switched to.
Out of the frying pan, into the fire, so to speak.”

These narratives illustrate how limited the
family members’ possibilities to intervene with
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unmet care needs and other problems with care
and treatment can be.

Deciding Not to Raise Questions and Regretting
Seeking Help

Overall, the threshold of questioning the care sys-
tem was high for family members. Accordingly,
even though there was an apparent lack of com-
munication and growing suspicion concerning
the care not meeting the care needs, some family
members trusted the care system to the extent
that they had decided to not raise questions con-
cerning the quality of care. In this way, they
could avoid the burden that comes with manag-
ing disagreements, although at the same time that
meant that the care recipient was left in an unsat-
isfactory and potentially harmful situation.

What is notable is that even those who did
raise questions and demanded changes in care
could regret doing so. After everything that hap-
pened, Inkeri lost her trust in the whole care sys-
tem and regretted agreeing with her husband’s
transition to long-term care in the first place.
Elli, too, felt remorse for her decision to seek
help during a tough phase. Her husband was
heavily medicated during a temporary hospital-
ization and lost his abilities to speak and walk for
a period. In her own words, Elli fought outra-
geously hard to get the doctors to discontinue her
husband’s medication, but it was not until after
the transition to a nursing home that he was
rehabilitated. Nevertheless, Elli never filed a
complaint.

Excerpt 8.

Elli (wife): “In retrospect, I should have demanded that
the medication be discontinued and maybe even taken
him back home at that point, but I just did not have
resources to do that. I was utterly exhausted at that
time, I mean, I had spent several years without sleeping
and all. (...) and I do judge them, and I think there
would have been a reason to make a complaint, but
the thing is that when someone is so tired and so
weary, it is wrong to expect them to do anything like
that.”

Elli’s story shows that defying decisions made
by medical experts takes a lot of strength and
that people who are already exhausted may not
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be able to demand justice even if they would
want to. Arguments with professionals can also
be discouraging, and family members could feel
that they were pushed to accept the care as it
was. Inkeri, for example, was told to take her
husband elsewhere if she was not satisfied with
the care, but she did not have any other options.
Mirja, who had repeated disagreements over the
use of tranquilizers, recalled that she was told to
care for her husband herself:

Excerpt 9.

Mirja (wife): “After one dose, I said that maybe they
should not continue with the medication because he
reacted to it. ‘One cannot react to a single dose like
that. If you know better than doctors, care for him
yourself’”

To conclude, the agency of people with
late-stage dementia is decreased not only due to
the illness, but also due to the care system that
does not adequately support nor encourage fam-
ily member involvement and respect the perspec-
tive of lived experience.

Discussion

In this study, we analyzed family members’ per-
ceptions of the quality of long-term dementia
care in Finland using thematic analysis of tele-
phone interviews, drawing on Krogers (2022)
theory of relative care poverty. Three main
themes were identified: (1) access to long-term
care, (2) quality of professional care, and (3)
handling disagreements about care with health-
care professionals.

From family members’ perspective, the transi-
tion to long-term care was often far from safe
and timely. Rather, the transition took place as
the last resort after all other solutions were
proven as insufficient and threats to the care
recipient’s well-being had already been actualized.
The family members were forced to manage care
with little professional support until the need for
long-term care was officially accepted and an
available place in a nursing home was found.
Half of the interviewees disclosed that a place in
a nursing home was organized after one or sev-
eral hospitalizations of the care recipient with
dementia. What is important to acknowledge here

is that many of the described incidents could
have been avoided with sufficient care measures
and that hospitalizations per se are problematic
for older people’s functional capacity. In fact, over
30% of patients older than 70years are known to
develop an ADL disability during hospital stays
(Covinsky et al., 2011). Thus, failures in daily
care cannot necessarily be compensated with
occasional visits to specialists, which is why the
care system should react to changes in care needs
faster than they do now. Poor access to formal
care is also one sign of care poverty (Kroger, 2022).

The waiting period can also affect the family
members’ own health. The family members con-
sistently described the last months or weeks
before the transition as tough and exhausting. In
fact, in three cases, a permanent place in a nurs-
ing home was acquired only after the family
member was no longer able to continue informal
care due to their poor condition. Behavioral
problems and psychological symptoms of the per-
son with dementia (Chiao et al., 2015) as well as
binding nature of care (Lindt et al., 2020) have
been associated with informal caregiver burden.
Many of our interviewees reported similar stress-
ors. It is also essential to bear in mind that all
older adults with care needs do not have family
members monitoring their health and covering
for lacking professional care like in this study.
Relying heavily on family members’ persistence
may increase the risk that older people who live
alone and do not have informal support are left
outside the care system and face absolute care
poverty (see also Kroger, 2022).

After attaining a place for the care recipient in
a nursing home, the family member’s perceptions
on the quality of care were divided, which high-
lights the differences between individual care
units. While nearly half of the interviewees were
satisfied with the care, the rest had at least some
concerns that can be interpreted as signs of rela-
tive personal, practical, and socio-emotional care
poverty, to make use of Kroger’s (2022) conceptu-
alization. The family members were most worried
about unmet personal care needs, such as conti-
nence, hygiene, and getting out of bed. Some fam-
ily members also disclosed serious malpractices in
terms of safety and medication that had led to
injuries and decrease in care recipients’ functional



capacity. In addition to personal care poverty,
family members’ narratives highlighted practical
care poverty connected to insufficient support
with instrumental activities of daily living such as
transportation and managing visits to acute care.

However, although there were signs of
socio-emotional care poverty in family members’
narratives, for example lonely and depressed care
recipients and lack of meaningful activities in the
nursing homes, family members themselves did
not necessarily connect them with the quality of
care. In fact, some of the family members inter-
preted the care recipients’ passiveness and with-
drawal as acceptable personality traits rather than
consequences  of  dementia  or  unmet
socio-emotional needs. Yet according to literature,
people with dementia are often at risk of being
cast out of social groups because they tend to be
seen as incompetent or unwilling to connect with
others (Pirhonen et al., 2023). This kind of malig-
nant social positioning (see Sabat, 2006) easily
results in narrowed perceptions of care and thus
lower quality of life.

Family members nevertheless acknowledged
the negative effects of the Covid-19 pandemic on
the care recipients’ social life. A majority of the
family members (15/19) experienced staying in
contact with the care recipient as difficult or
insufficient due to the changes made to visiting
policies (see also Paananen et al., 2021; Pirhonen
et al., 2022). The lack of contact also made it dif-
ficult for some of the interviewees to evaluate
how well the needs of the care recipients were met.

Finally, our analysis showed that the threshold
of questioning the care system was high for fam-
ily members. Previous studies have already shown
that the interactional relationship between family
members and nursing home staff can sometimes
be problematic (Falzarano et al., 2020; Petrovic &
Konnert, 2017), and that family members can
avoid asking questions and making proposals in
order to avoid reputation as complainers (Hoek
et al., 2021). As making a demand for changes is
socially more confrontational than merely asking
or proposing something, managing disagreements
on care needs was highly exhausting for family
members. Those who had disagreements with the
care professionals felt that their views were
ignored and that they did not have power over
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the decisions on care and medication. Another
worrying finding on the disagreements in this
study was that the issues persisted despite several
confrontations on the same matter. This suggests
that the family members’ perspective and experi-
ences may only be respected when they align
with the professional perspective, which is against
the guidelines of patient- and family-centered
care (Tjia et al,, 2017). A protocol for managing
disagreements with family members respectfully
is needed to avoid burdensome conflicts.

According to Kroger (2022), targeting care for
those with greatest personal care needs and the
lowest incomes can alleviate unmet care needs
substantially, and the optimal solution for eradi-
cating care poverty would be to develop a univer-
sal long-term care system. However, even in the
Nordic welfare societies, it is exactly long-term
care that the government and wellbeing services
counties are planning to further reduce long-term
care for older people and the aim is to increase
relying on informal care, home care, and commu-
nal housing of older people (Anttonen & Karsio,
2017; Szebehely & Meagher, 2018). As the
resources in long-term care of older people are
already partly inadequate and lack of care may
compromise the well-being of care-recipients,
their family members, and healthcare profession-
als (see Lindt et al, 2020; Puthenparambil &
Kroger, 2016; Van Aerschot et al., 2022), deci-
sions to reduce long-term care may lead to
increased care poverty. However, it should also be
noted that in our study the data collection period
coincided with the COVID-19 lockdowns in
nursing homes, and this most likely affected the
perceived care poverty, since the lockdowns had
numerous negative effects (Benzinger et al., 2023;
Jones et al., 2022). Care poverty is also influenced
by other contemporary challenges that the health
and social care sector face in many countries,
such as the rapidly increasing number of older
individuals who need long-term care and the lack
of educated personnel.

Conclusion

While care recipients own assessments of care
needs are generally considered more accurate than
proxy respondents, the problem with dementia is
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that it decreases cognitive functioning and can
make self-reports less valid or even unusable. In
this study, the interviews were conducted via tele-
phone and as we were interested in the family
members’ perspective, we deemed the use of proxy
respondents justifiable. However, it is important to
acknowledge that self-reports and proxy reports
follow different values and standards, and family
members views should therefore not be under-
stood as direct substitutes of care recipients
reports. For example, in previous studies, informal
carers of older people have reported higher unmet
needs for services compared to care recipients
(Brimblecombe et al., 2017), and they have also
been found to project part of their own quality of
life into the assessments of care recipients’ quality
of life (Arons et al.,, 2013). Another limitation of
this study is that the interviews did not reach
family members from linguistic or ethnic minori-
ties, whose perspectives on the access and quality
of care should receive more attention due to the
effects of language and attitudinal barriers (see
also Kroger, 2022).

Another issue to consider regarding the results
is the COVID-19 pandemic. Although the inter-
views were conducted a year after the lockdown of
nursing homes, and we concentrated on analyzing
family members COVID-19-free experiences, the
pandemic might have affected the interviewees
general opinions on care or everyday life. For
example, in seven cases the loved one living in a
nursing home had died during the year between
the lockdown and the interviewing period. None
of the family members expressed worry that the
death would have been caused by the COVID-19
virus, yet some anticipated that the lack of activi-
ties during the lockdown had worsened the care
recipients condition and resulted in premature
death. Thus, the COVID situation might have
made some of the family members more critical
toward the care received in general. This does not,
however, invalidate the issues they reported.

Care poverty is a new theoretical concept
launched by Kroger in 2019. The concept has the
potential to become a general, internationally rec-
ognized concept since it captures the phenomenon
of inadequate or misplaced care regardless of
structures of the care system. One strength of this
research is that we show what Kroger’s theoretical

concept looks like in the real nursing home world
of real older adults. We show how even people
residing in round-the-clock care facilities may lack
the care they would specifically need, and, thus,
also participate in care-ethical discussions. In
addition, stretching the standards of care for older
people also indicates social inequality based on age.

The findings in this study can also contribute
to the development of better services in future. It
seems crucial to enhance communication between
family members and the nursing staff. Better
communication would benefit both sides and
especially the care recipients. Listening to family
members’ life-long experiences and knowledge on
their close ones’ situation would help the staff to
make decisions in the care recipients’ favor, just as
the previous research suggests (Verbeek, 2017;
Powell et al, 2018). And when the information
from the staff is scarce, the family members
become less trusting and more skeptical regarding
the care (see also Givens et al., 2012). To avoid
discouragement and distrust and to improve com-
munication and overcome disregard, a protocol
for managing disagreements with family members
should be instituted in every nursing home. Our
findings add to a solid foundation to develop a
protocol for settling disputes between family
members and the staff in nursing homes in future.

Note

1. The thematic map is figurative; it depicts the main
themes and the most significant sub-themes (see
Braun & Clarke, 2006, p. 91). The figure was drawn
with Microsoft Powerpoint.
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Appendix 1. Interview Themes and Questions

Theme 1: Background
Examples of questions:

What is your relation to the person with dementia living
in a nursing home?

How long has your family member had dementia?

How long has your family member been living in a nurs-
ing home?

How often do you visit the nursing home?

Theme 2: The Transition to the Nursing Home

Examples of questions:

What do you remember about the time of the transi-
tion?

How did you feel about the transition? How did the per-
son with dementia take it?

How do you think transition affected the person’s social
relationships and networks?

At the time of the transition, what type of background
information was gathered about your family member?

Theme 3: Living in the Nursing Home

Examples of questions:

How does your family member get along in the nursing
home?

What kind of hobbies or recreation activities do they have
in the nursing home?

How and how often do the nursing home staff keep in
contact with you?

How often do you contact the nursing home?

Do you feel adequately informed by the nursing home re-
garding relevant information?

How do you see your role in your family member’s life
now?

How would you evaluate the quality of care provided by
the nursing home?

Theme 4: Social Identity

Examples of questions:

How has dementia changed your family member?

How has your family member’s dementia affected you?

How would you describe the nursing home personnel’s at-
titudes toward your family member?

Could you describe the changes you have observed in your
family member’s condition?

Have you discussed the current situation with your other
family members?
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Theme 5: Covid-19

What do you remember about the time of Covid-19 isola-
tion?

Theme 6: Death (for Interviewees Whose Family
Member is No Longer Alive)

Examples of questions:

What do you remember about the death of your family
member?

Did your family member have a palliative care decision?

Did the nursing home staff members prepare you for your
family member’s death? How?

Were you present at the time of death? How did you ex-
perience it?

Did you receive some kind of support after the loss? What
kind of support, from where?

How were practical matters concerning your family mem-
ber’s residence handled after the death?

If the family member with dementia was no longer alive,
the questions in previous themes were formatted in past
tense (How long has your family member had dementia >
How long did your family member have dementia?).
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