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Results: Two central themes were derived from the data: changes in behaviour and
personality were perceived as incomprehensible, frightening and increasingly dif-
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This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,
provided the original work is properly cited.
© 2020 The Authors. Journal of Clinical Nursing published by John Wiley & Sons Ltd.

J Clin Nurs. 2020;29:1733-1743. wileyonlinelibrary.com/journal/jocn 1733


www.wileyonlinelibrary.com/journal/jocn
mailto:﻿
https://orcid.org/0000-0002-7387-9381
https://orcid.org/0000-0002-7097-6530
https://orcid.org/0000-0001-6361-1405
http://creativecommons.org/licenses/by/4.0/
mailto:mayk@oslomet.no
http://www.equator-network.org/reporting-guidelines/srqr/
http://crossmark.crossref.org/dialog/?doi=10.1111%2Fjocn.15208&domain=pdf&date_stamp=2020-02-27

ROGNSTAD ET AL.

1734 Journal of
——JJW”LEY—

Clinical Nursing

KEYWORDS

1 | BACKGROUND

The risk of developing dementia increases with age (Brun & Passat,
1996). The behavioural variant of frontotemporal dementia (bv-
FTD), a degenerative disorder primarily affecting the frontal region
of the brain and causing disturbances in social behaviour and per-
sonal conduct, emotional blunting and loss of insight is a common
cause of young- onset dementia, but can also occur in older per-
sons (Nunnemann, Kurz, Leucht, & Diehl-Schmid, 2012; Rosness,
Haugen, Passant, & Engedal, 2008). However, symptoms involving
the frontal lobe are also observed in persons with dementia due
to Alzheimer's disease (AD) and vascular dementia (VaD), although
these symptoms usually occur in the later stages of the disorders
(Brun & Passat, 1996; Rosness, Haugen, Passant, et al., 2008).

The burden of care of patients with frontal lobe degeneration re-
lates primarily to behavioural symptoms such as aggression, change
in personality, addiction, irritability, apathy, lack of empathy and
depression (Diehl-Schmid et al., 2013, Caceres et al., 2016; Koyama
et al., 2018). These dramatic changes in a patient's behaviour may
lead to social embarrassment, isolation and stigma (Diehl-Schmid
et al., 2013). According to Rosness, Haugen, Passant, et al. (2008),
the main symptoms related to a patient's lack of inhibition and per-
sonality changes often do not lead to a diagnosis of dementia but are
more likely to be diagnosed as atypical depression or other psychi-
atric disorders.

In a review of 19 papers, Nunnemann et al. (2012) described
the situation of caregivers of FTD patients and found that the
levels of burden and stress were higher for caregivers of FTD pa-
tients than for caregivers of patients with other types of dementia,
mainly related to their family member's behavioural disturbances.
According to Nunnemann et al. (2012), such disturbances may lead
to reduced caregiver well-being and depression, which may in turn
lead to the caregiver's neglect of personal needs and social isolation.
Kliqukgtliglti, Séylemez, Yener, Barutcu, and Akyol (2017) examined
factors affecting caregiver burden by comparing FTD and AD and
concluded that patients with FTD were more dependent in terms
of functionality and thus required professional care. In general, the
functional state of patients with FTD was better than that of pa-
tients with AD, but the average functionality score of patients with
FTD was found to be lower. This result might be attributed to the
characteristics of the sample, which consisted of patients with be-
havioural disturbances. In a study on nursing care for people with
FTD Edberg and Edfors (2008) described difficulties related to be-

havioural disturbances and patients’ lack of judgement and physical

Relevance to Clinical Practice: The study reveals a need for more knowledge among
those organising health services as well as healthcare professional dealing with this

patient category to ease the burden on next of kin.

Behavioural disturbance, dementia, family caregivers, nursing homes

What does this paper contribute to the wider global
clinical community?

e Family caregivers of persons living with dementia and
behaviour disturbances often perceive everyday life as
stressful, accompanied by feelings of shame and guilt.

e Family caregivers’ challenges and burdens include prob-
lems finding suitable care facilities for their family mem-
ber with dementia.

e Nursing homes featuring individually adjusted activities
for patients living with dementia and behavioural distur-

bances are needed.

and verbal violations. Problems with memory, orientation and prac-
tical abilities occurred to a lesser degree but tended to emerge more
strongly as the disease progressed.

The age difference between FTD patients and other patients in
nursing homes has also been described as a challenge because pa-
tients with FTD are often younger and in better physical condition,
and the patients or the relatives may feel that they have different
needs than the other patients (Nunnemann et al., 2012; Rosness,
Haugen, Passant, et al., 2008). Rosness, Haugen, & Engedal (2008)
who studied a group of patients with FTD and their families in
Norway found that family caregivers often experienced a life crisis
when the family member received the FTD diagnosis and were, in
general, dissatisfied with the professional help and information they
received.

However, the literature on this type of dementia has mostly fo-
cused on the neurophysiology and physiology of the disease and
on the caregivers’ health. Few studies have described the everyday
challenges and burdens that caregivers face in caring for a fam-
ily member living with FTD or other forms of dementia with pro-
nounced behavioural disturbances. Finding suitable care in a nursing
home seems to be another challenge because of the behavioural dis-
turbances of the patients (Rosness, Haugen, & Engedal, 2008) and
somehow conflicting needs of shielding in the form of small units as
well as the need of physical space. Thus, the aim of the present study
has been to explore the challenges of family caregivers of people
with frontotemporal dementia and other forms of dementia affect-
ing the frontal and temporal lobes causing behavioural disturbances

through a qualitative approach with in-depth interviews.
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1.1 | Research questions

1. What types of challenges and burdens related to patients’
changes in personality and behaviour are difficult for family
caregivers to handle at home?

2. What types of challenges do caregivers experience when a fam-
ily member with frontotemporal lobe degeneration is admitted to
the nursing home?

2 | METHOD

The study used a qualitative, descriptive, explorative design. The
retrospective, descriptive part reflected how challenges and bur-
dens influenced family caregivers when providing home care and
later after the family member was admitted to a nursing home. The
explorative part provided an interpretation and deeper insight into

these challenges (Kvale & Brinkmann, 2015).

2.1 | Study population

Four nursing homes in Norway with special units for patients with
dementia and behavioural disturbances were selected by the mu-
nicipal health authorities who also granted permission to conduct
this study. The head nurses of the institutions recruited family
members of patients fulfilling the inclusion criteria for an interview.
Inclusion criteria were family caregivers of patients with bv-FTD
and other dementias with degeneration of frontotemporal lobes
and behavioural disturbances. Family caregivers of seven patients
diagnosed with FTD, five men and two women, aged 62-70 years,
were sampled. They stayed at home 6-12 years with behavioural
changes and were diagnosed 4-8 years prior to admittance to nurs-
ing homes. Five patients had stayed in nursing homes for 2-3 years,
whereas 2 patients were in day-care centres when the interviews
were performed. Three women had AD (aged 83-93 years). They
were diagnosed 6-8 years ago and had been admitted permanently
to nursing homes during the two previous years. One man (aged
85 years) was diagnosed with VaD 2 years previously and admitted
to nursing home one year later. All patients had degeneration of the
frontotemporal lobes and pronounced behavioural disturbances.
Diagnoses were based on a comprehensive assessment at a Memory
Clinic including cognitive testing and MRI scans of brain conducted
prior to hospitalisation in nursing homes. Eleven family caregivers
were recruited to participate in individual interviews: nine women
and two men aged 46-78 years. The family caregivers were five
spouses, four daughters, one sister and one nephew, and all rep-
resented close family in the sense of being the primary caregiver
before admission to the nursing home. For two of the spouses, the
husbands attended an associated day-care centre five days a week,
and for the other nine family caregivers, the family members were
permanently admitted to a special care unit in a nursing home. All

11 participants were interviewed once. After 11 interviews asking
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in-depth questions, we reached saturation in the sense that we ex-
perienced extensive repetition of the family caregivers’ descriptions
of their experiences related to changes in personality and behaviour
of their family member they had been caring for at home and the

process of finding a suitable care facility.

2.2 | Data collection

The 11 tape-recorded interviews lasted for 45-60 min and were all
transcribed verbatim. The interviews were conducted in Norwegian.
The family caregivers chose the time and location for the interviews.
The interview guide was planned together with healthcare profes-
sionals who had experience and knowledge of patients with FTD
and behaviour changes. The semi-structured interview guide was
based on the research questions and topics derived from other em-
pirical studies (Oyebode, Bardley, & Allen, 2013; Rosness, Haugen,
& Engedal, 2008; Ulstein, Bruun Wyller, & Engedal, 2007) containing
topics related to the perspective of the families and their experi-
ences providing care at home and the need for a nursing home with
appropriate treatment and activities. They also described their fam-
ily member's reaction after hospitalisation in nursing homes. Prior
to the interviews, the interviewees clearly expressed their intention
to participate in this study. They said they found it necessary for
them to share with society the problems and burdens that are in-
volved in giving home care to their family member with behaviour
disturbances. The interview started by asking how the situation was
perceived by the family when the family caregiver had the respon-
sibility of providing care at home. The approach was flexible in the
sense that the interviews were governed partly by answers and top-
ics introduced by the interviewees. The main goals of the interviews
were to understand the family caregivers’ perspectives and descrip-
tions of the challenges and burdens when their family member lived
at home. They were asked, for example, about support from public
health care when needed; such as how health professionals inter-
acted and responded to the needs of the family and the person liv-
ing with dementia. Caregivers were also asked about the experience
they had when trying to find a suitable care facility.

2.3 | Analysis and interpretation

The data were analysed and interpreted according to Kvale and
Brinkmann’s (2015) three contexts of interpretation: self-under-
standing, common sense and theoretical understanding using dig-
nity theory. To provide an overall impression of the content, two of
the authors read the transcribed interviews several times in their en-
tirety. This process involved searching the entire body of material for
patterns and deviances and for similar and contrasting statements.
Units of meaning, inspired by the study's aims and by discussions
between the authors, were identified in the text. After several dis-
cussions seeking to identify the specific units of meaning represent-

ing the families’ challenges and burdens, the meaning condensation
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approach was used. Long sentences were compressed into shorter
statements so that the immediate meanings could be rephrased in
more concise formulations. The next step, which involved acquiring
a critical, common-sense understanding, included a wider frame of
interpretation. Further attentive reading and discussions between
the authors sought to uncover nuanced meanings related to the ini-
tial meaning units. By adding general knowledge about the content
of the statement, we made it possible to amplify and enrich the in-
terpretation of the participants’ statements. Thus, this part of the
analysis generated preliminary themes by labelling the paragraphs
and sentences with subthemes. In the last phase, the subthemes
were linked together and described through central themes reflect-
ing the research questions (Kvale & Brinkmann, 2015).

Table 1 shows examples of how units of meaning, identified in
the text via coding, were condensed and how subthemes and central
themes were identified and described. Finally, the data were inter-
preted and are discussed in the light of theory and relevant empirical
studies.

Checklist for qualitative studies: Standards for Reporting
Qualitative Research (SRQR), http://www.equator-network.org/
reporting-guidelines/srqr/ Supplementary File 1.

2.4 | Ethics

IRB did the ethical approval of the study. The patients identified for
this study were considered too ill to be interviewed. To perform the
study in an ethically justifiable way, family caregivers were selected
as study participants and received oral and written information
about the study from the head nurse in the units where the patients
were admitted or stayed in day-care institutionalised. When fam-
ily caregivers agreed to participate in the study, the nurses acted
as the contact between the study participants and researchers. The
researchers repeated the information and provided a written copy of

the information to the participants concerning the study before the

TABLE 1 Examples of themes and structure

Unit of meaning Condensation

“He began to withdraw from his friends; he
seemed to be in a bad mood and could be
very angry. | felt sad and lonely because of his
behaviour."

"He could criticise the person next to him and
tell him what he thought of him, and | felt
embarrassed.”

“We tried a day-care centre and short-term
hospitalisation, but that did not work out. It
was difficult to find a place where she could
receive suitable care in addition to activities.
She was sent from one nursing home to
another. | checked out several nursing homes
to find a place and surroundings where she
could fit in with her diagnosis and where she
could do well.”

The spouse's personality has
changed. The caregiver feels sad,
lonely and embarrassed

The caregiver has experienced
difficulties finding an institution
that can handle the behaviour and
offer person-centred activities

start of the interview. To ensure confidentiality, all interviews were
de-identified with the aim of making it impossible to recognise the
study participants.

The study participants received a written letter from the re-
searchers containing the following items: background for the study,
what participation involves, what happens to the information, con-
sent to participate in the study and consent to publish information
about their family members. All participants signed this declaration
of consent (date, place, name, relationship with the patient) and re-

turned the declaration to the researchers.

3 | RESULTS

Important results related to the family caregivers’ perceptions of the
challenges of having a family member living with dementia at home
are ascertained. Incomprehensible changes in personality and be-
haviour and lack of care facilities contributed to what was described
as burdens. These perspectives were retrospective because they
were gathered through questions about each family caregiver's chal-
lenges during the period when their family member with dementia
still lived at home. Other descriptions were provided in a more nar-
rative form at the start of the interview and without the interviewer

asking directly about specific challenges.

3.1 | Incomprehensible and frightening
challenges and burdens

3.1.1 | Tactlessness and aggression

Participants spoke of the changes in behaviour and personality
that they perceived as incomprehensible and frightening. They de-
scribed a gradual process during which the personality and behav-

ioural changes occurred over a period of years, in which their family

Subtheme Central theme

Aberrant behaviour Reduced caregiver well-
being caused by changes in

behaviour and personality

The patient was sent to
several nursing homes
because of difficulties
finding care facilities.

Challenges of finding suitable
care facilities
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member became increasingly difficult to manage. Caregivers men-
tioned behavioural disturbances such as tactlessness, quarrelsome
behaviour and apathy as common early expressions. Increasing ag-
gressiveness, both physical and verbal elicited feelings of fear, lead-
ing to a feeling of powerlessness and embarrassment in the caregiver
and the family. Other symptoms exhibited by the family members
were suspiciousness and signs of paranoia, and there were several
examples of family members trying to control their surroundings.
The changes were often gradual and seldom thought of as indi-
cations of dementia, possibly because many of the family members
were relatively young when the symptoms started. Thus, the diag-
nosis was often delayed, and it sometimes took a long time before
families started to consider dementia as a possible diagnosis. One
daughter reported how her mother gradually changed over a period
of 10 years without the daughter realising that the symptoms could

be related to dementia:

The last summer before she was admitted, she could come
to my house up to three times a day ...- and | wished that |
had understood what had happened to her. Because | did
not know what it was ... and, retrospectively, | see [now]
that it was a cry for help. Suddenly, she started to walk
around in the centre of city, she did not know where she
was, and she became very aggressive, yelling at people,
calling them bad names. When | had to go and get her at
the police station, | realized that | needed help to handle

the situation. It was then | truly understood ....

As stated above, behavioural changes created great difficulties for
the caregiver and the family. However, it still took a long time and often
a dramatic situation to make caregiver and family members realize that
their family member needed help.

3.1.2 | Feelings of embarrassment, shame
guilt and loss

Family caregivers said that they felt embarrassed and ashamed to
even talk about some of the episodes involving extreme personal
and behavioural disturbances. They described feelings of embar-
rassment and shame and having to apologise when a family mem-
ber exposed himself or herself to other family members, friends or
neighbours. Caregivers told of the family member becoming aggres-
sive during dinners or travels where it was difficult to gain control
and where they had to interrupt the dinner or trip and return home.
One wife elaborated on how her husband increasingly tended to end

up in conflicts with neighbours:

He quarrelled with the neighbours, and | had to protect
him against them. The next-door neighbours had some
bushes around their carport, and my husband thought
they had grown too high. When | returned home, he was

standing on a stepladder cutting down the bushes .... |
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had to talk to them to apologize and pay for the damage.
It was so hard, and | was ashamed of his behaviour.

Family caregivers also described how their family member grad-
ually withdrew from family and friends in a more subtle way, some
becoming moody and increasingly uneasy in other people's company.
As some cases demonstrate, this withdrawal was later replaced by in-
creasingly aggressive behaviour. One wife explained how the symp-

toms gradually changed over the years:

He withdrew, he didn’t want contact with old friends, and
he was often in abad mood ... and that was a challenge to
me. | felt | did not recognize my husband.[...] Three years
ago, he started to abuse alcohol ... he was violent with
me, quarrelled with everyone, and it became difficult to
live with him. I realized that he needed help. After a while
we got help, but | felt | had lost my husband.

Often, family caregivers felt both stress and guilt related to the
need to look after their family member and at the same time to be
responsible for their own children, spouses and their work. The per-
sonality and behavioural changes could also imply different types of
risky behaviour because of loss of sound judgement and loss of control,
and caregivers often felt that more comprehensive help was needed to
ensure the family member's individual needs. By contrast, the afflicted
family member often tried to minimise the problems and the need for

help. One daughter explained as follows:

It was hard because | had to call her every day, and | had
to visit her flat to see what was going on. | also had my
own job and my children to take care of. [...] We were
worried because she would stop eating and drinking and
stop using the toilet. My mother had very little public as-

sistance, but she thought she did very well at home.

3.1.3 | Feelings of being alone

The women, especially the daughters, mentioned that their male
relatives contributed less to the continuity of care of the affected
family member and were less emotionally involved, and therefore,
the women assumed a larger part of the burden. One daughter
explained:

| felt the burden of taking care of her on a daily basis, and
| felt | was the one who was ... more emotionally affected.
I have a brother, and he has a busy job, but he tried to be
supportive.

Another daughter also described the feeling of having to be the
one in charge and sharing the caring task with a brother who was run-
ning a business: “Sometimes | wish that he could contribute more .... |

am the one who always has to get things moving.”
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Female caregivers in our study claimed that they often ended up
with the main responsibility and that they received little help and sup-
port from other family members. Thus, receiving the diagnosis, even
though it was a shock, enabled them to talk about and acknowledge

the disease as well as to start mobilising help through public care.

3.1.4 | Feelings of relief

Caregivers described the relief of receiving the diagnosis despite
feelings of embarrassment and shame. Family caregivers of younger
people with dementia, who were still working and who had children
to care for felt that the period before the diagnosis was particularly
burdensome. At the time of the diagnosis, caregivers had reached
a point where they realised that something was wrong. They were
often constantly alert and under pressure, and at the same time con-
fused and stressed about the cause behind the personality changes.
One woman elaborated about how her husband did not receive a
diagnosis until he had reached an advanced stage of the disease be-
cause of his young age at the time when symptoms appeared:

He was in his late 50s. He was the leader of the (group
responsible for) production test equipment in the com-
pany .... After his hospitalization, | found emails from his
former manager suggesting that he could retire .... This
was 2 years before he had a computed tomography scan.
He had this test because he had difficulty “taking in in-
formation.” After some time, he called in sick, and | cared
for him. Later, my husband was called to a general meet-
ing with our physician, and | was included. The physician
wanted to test my husband. He asked (questions such
as) what time and date is it now, what'’s your address
and post code, and ... my husband could not answer, he
could not remember words and he did not understand his
watch .... | was in shock .... How was this possible? ... This
was such a traumatic situation. Weeks later and after
more specific tests, we received the diagnosis.

After receiving the diagnosis, the family caregivers often felt re-
lieved because they were now able to better understand the behaviour
of their ill family member. It was also easier to explain the behavioural
disturbances to other members of the family and close friends and,
subsequently, to avoid some of the shame and stress associated with
the many difficult social situations.

3.2 | Challenges met when the decision to move
from home was taken

3.2.1 | The difficult conversation

Family caregivers in this study described years of challenges

and burdens before they asked for help from doctors or other

professional health professionals. The decision to move their fam-
ily member, often against his or her will, to a long-term care facility
was described as a difficult process for each family. In particular
the caregivers told how difficult it had been to tell their family
member with dementia that he or she had to move because he
or she needed more help than the family caregiver could provide.
Often, their family member did not want to move, or did not un-
derstand why moving was necessary: thus, the decision was made
against their will.

A daughter put it this way:

My mother lived alone in her flat. | lived nearby.
Neighbours said they could hear her cry for help and she
did not remember how to use the toilette. | really needed
help. She was hospitalized against her will, was very

angry and said she did well at home.

Often, difficult situations as described above would escalate and
lead to an immediate need for professional help and institutionalisation
with subsequent complaints and anger from their family member.

3.2.2 | The challenges of finding suitable
care facilities

Caregivers described difficulties in finding suitable care facilities for
their family member. They emphasised that they lacked information
about the types of nursing homes and day-care centres that could
meet the needs of patients with pronounced behavioural distur-
bances and, at the same time, satisfy the patient's need for physical
indoor and outdoor activities. The caregivers described in detail how
their family member was sent from one unit to another because the
staff could not cope with the behaviour. One participant described
this process as similar to a “package being sent around by the mail.”
According to the participants, the staff of the units that patients
were sent to often lacked experience and knowledge to manage ag-
gressive behaviour, and the staff also seemed to lack sufficient per-
sonnel during working hours. A relative elaborated on the process of

finding a suitable place:

My sister lived at home until she was hospitalized for
evaluation and treatment. After a few days, the hospital
sent her to a nursing home, but she didn'’t fit in, and she
was sent home. She could not live alone and was sent to
another nursing home and then to another one. She could
not cope with such extensive moving ... and | really had
to fight for her, but it didn’t help. The responsible health
authorities in the municipality ... they are the bosses.

Caregivers described how the people in charge of deciding the type
of care and institution for their family member were insensitive and
provided little information about the reason why their family member

was moved between different care facilities.
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One caregiver described an unclear process in which her father
had been moved between three nursing homes before they found
a small protected unit with competent personnel. However, the pa-
tient himself did not feel that he fit in because he viewed the other
patients as much sicker than himself, and he repeatedly asked to re-
turn home.

One husband told how his wife called him several times a day
to say that she wanted to return home. Another told how his family
member would run away from the institution, returning home in a
taxi, and thus, how these created feelings of ambivalence and guilt.

A daughter elaborated as follows:

My mother stayed in her own flat, and she caused a lot
of trouble for her neighbours and friends by being rude to
them. It was a demanding situation at home ... she was
aggressive, and we needed help. After her hospitaliza-
tion, she was not happy; she ran away, returned home in
a taxi, and told me she was sent to hell ... | feel a burden
was lifted from my shoulders when | received support,
but | felt guilty for a period because my mother was not

happy with her stay in the nursing home.

Thus, even though the caregivers felt a sense of relief after obtain-
ing help, it often also created feelings of sorrow and guilt to see their
family member lonely or to hear their complaints about being unhappy
in the care facility.

3.3 | Experiences with the care facilities

3.3.1 | Experiencing loneliness, isolation and
passivity in the family member

According to family caregivers, the family member often expressed
unhappiness when they visited them at the care units. The family
caregivers tended to describe their family members’ room in the in-
stitution as an ugly, small and naked room, which often reinforced
the guilt related to the family member's obvious desire to return
home. Caregivers also observed passivity and isolation after their
family member had moved to an institution.

For example, some described the loneliness of their family
member being isolated during meals because they would interfere
with other patients and, in general, cause disturbances during. One
daughter put it this way:

My mother is sitting in this cheerless room with no one
to talk to and she is separated from other patients during
the meals. The staff do not arrange the meal for her and if
we pop in, we see the plate of food lying on the floor. | feel
they are helping my mother, and in a way, | feel satisfac-
tion except when it comes to the isolation during meals
and her hunger. She is very hungry when we visit her. We

are afraid that she is not able to get enough food.
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Other caregivers described that they perceived their family mem-
ber as isolated in their room even though they had a lot of energy and
were physically fit enough to walk around in the surroundings of the
institution.

One daughter emphasised the lack of possibilities for moving

around and going for walks:

My mother is physically very strong and often want to
take a good walk around, but she is afraid of walking
alone. The staff are busy and there is no one to take her

out for a walk.

Family caregivers often described collective arrangements of dif-
ferent activities arranged for the patients, such as tours around in the
district and evenings with music and dancing. Often, their family mem-
ber could not participate in these arrangements because there were
too many physically ill patients in the unit to deal with, and their family
member needed more or other types of resources to be able to partic-
ipate. In other words, their family members often tended to demand
something different than what the nursing home could offer; such as
different kinds of entertainment, activities or skills related to their pre-

vious occupation and hobbies in which they were still able to attend.

3.3.2 | Satisfaction with care

There were also examples of caregivers who had good experiences
and found satisfactory ways of combining family care and public
health care. There were caregivers whose husbands had devel-
oped symptoms at an early age and had been through a trouble-
some period of several years with their husbands at home. After
receiving the diagnosis, the caregivers started to look for suitable
care options in addition to nursing homes. Because the caregiv-
ers were still working, they wanted someone to look after their
husbands during the daytime. The husbands were offered a place
at a hospital with a day-care centre established for FTD patients.
The hospital staff were specifically trained to address deviant
behaviour and how to treat patients with this type of diagnosis.
One spouse described how the staff managed to handle difficult

situations:

He was so angry one day at the day-care centre that he
really scared all the patients, but the staff could cope.
They managed to calm him down, and they did not ac-

cept such conduct.

During the daytime, the family member participated in highly indi-
vidualised activities and then returned home by taxi in the afternoon.
One of the wives elaborated as follows:

He is in a day-care centre now, and | am so happy ... for
me, it is necessary for my daily life. | work a full day, and

we both have our own rhythm. We wake up and leave the
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house together to go to work and the day-care centre.
He returns home by taxi in the afternoon. At this centre,
the staff offer him activities such as taking a trip to the
city, doing some practical things like carpentry ... things
he wants to do ... the activities are individually adapted.
Family members are provided with support from the day-
care centre because this is a difficult situation for the
family.

This wife also emphasised the possibility to let her husband stay
overnight in the “relief department” in the hospital, which was an offer
to relieve the spouse if her husband did not insist on sleeping at home.

Once a month, the family caregivers met with a nurse and psy-
chologist in this day-care centre. These meetings were intended to
prevent and manage problems and to identify and support the needs
of the family caregivers. This day-care centre seemed to be the only
instance in which both the family caregiver and the family member
with dementia were relatively satisfied with their daily life in which
the type and extent of activities were individually facilitated.

4 | DISCUSSION

4.1 | Incomprehensible and frightening challenges
and burdens

The main findings of this study were related to what family caregiv-
ers described as behavioural disturbances in the family member liv-
ing with dementia. Particularly, the time before their family member
was diagnosed with dementia and the time before he or she started
to receive help through public healthcare services were described as
difficult for family caregivers. They considered the marked changes in
personality and behavioural disturbances as a “loss” of their loved one,
and the families. The caregivers in particular described feelings of sor-
row, embarrassment, guilt, fear and loneliness. The family member's
behavioural disturbances and difficulties finding suitable care facilities
contributed to the challenges and burdens. This main finding is con-
sistent with previous research (Feast et al., 2016; Nunnemann et al.,
2012; Ulstein et al., 2007) showing that symptoms and behaviours as-
sociated with frontal lobe degeneration cause pronounced changes
in patients’ personalities and impose burden and stress on caregivers.
Nordenfelt (2004) underscores that we should treat family caregiv-
ers with respect, tolerance and empathy and he emphasizes that most
of us have a basic respect for our own identity. But this self-respect
can easily be shattered, for instance by what may be perceived as un-
friendly acts of other people. These acts can be related to behavioural
disturbances of their family members that humiliated them.

In our study, spouses also felt lonely in the sense of losing their
partner and feeling a great sense of responsibility. Furthermore,
local authorities had difficulties in finding suitable places where the
patients with behaviour disturbances could receive appropriate care.
These findings are consistent with a study of caregivers of people

with FTD, which found that changes in patients’ behaviours and the

interpersonal relationships related to such behaviours were associ-
ated with a perception of heavy burden and caregiver stress (Diehl,
Mayer, Farstl, & Kurtz, 2003, Caceres et al., 2016).

The most important needs reported by the caregivers in our
study were more dialogue and psychosocial support from educated
personnel, in particular during the process of finding suitable care
options. Regarding Shotton and Seedhouse (1998) and their theory
of “Practical dignity in caring”, the authors emphasize that we may
lack dignity when we find ourselves in inappropriate circumstances,
when we feel incompetent, inadequate or unusually vulnerable. The
family caregivers feel, in a way, incompetent in taking proper care of
the family member when the dementia disease is progressing, and
they need suitable care facilities. Family caregivers should be able to
feel that they are respected and being listened to when they request
help from official health providers.

In our study, we also found that women in particular may be ex-
posed to undue pressure related to the care of a family member with
dementia. Studies of dementia in various cultures find, in general,
that female caregivers are at risk of having a greater caregiver bur-
den (Besser & Galvin, 2018; Etters, Goodall, & Harrison, 2008).

4.2 | Experiences with the care facilities

The special characteristics of the patients in the current study, par-
ticularly their relatively young age, may be why their caregivers
experience greater challenges and burdens than other caregiver
groups. In a study of the experiences of caregivers of patients with a
behavioural variant of FTD, Oyebode et al. (2013) noted that bizarre
changes in patients’ behaviours impose a heavy burden and lead to
isolation. Oyebode et al. (2013) reported that families emphasised
the importance of managing the behaviours by “sharing tasks and
roles,” and thus, family members helping and supporting each other
were seen as crucial to coping with the situation. Patients with FTD
are often young and in physically good condition, which raises several
dilemmas with regard to both coping with the situation at home and
deciding on the type of facility needed for the family members with
dementia (Peeters, Beek, Meerveldt, Spreeuwenberg, & Francke,
2010). The age differences between FTD patients and other patients
in nursing homes make these questions more complex.

Our study shows that caregivers expressed a need for suitable
nursing homes or day-care centres that meet the needs of their
family member with FTD and other dementias with pronounced
behavioural changes. Norway has several nursing homes with small
units, but even in these units, the nurses not always manage to cope
with patients’ behaviour. Our study also shows that the often ag-
gressive and deviant behaviour of patients with FTD requires both
protected surroundings and competent personnel. The lack of such
resources may explain why these patients, according to our findings,
are moved around like “a package,” an expression used by the family
caregivers who felt that they were not heard by the responsible au-
thorities. They were seen but only as a member of a group of families

in need of professional care for their family members. Mann (1998)
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developed a provisional taxonomy of dignity and violations. The
author refers to the fact that group classification can lead to pride
and a sense of dignity but can also lead to the contrary. In our study,
family caregivers described that the solutions the health authorities
found for their family members were unacceptable, and it felt hum-
bling for them to experience unhappiness in their family member.
Mann (1998) underline that by treating caregivers as part of a group,
the significance of cooperation with the individual caregiver seems
not emphasized, and thus a degradation of dignity of the individual
occurs. This seems to be in accordance to Shotton and Seedhouse
(1998) and their way of expressing lack of dignity and what makes
people feel undignified.

Nunnemann et al. (2012) described the difficulties of finding a
suitable nursing home or day-care centre to meet the needs of FTD
patients and caregivers.

The age differences between the patients with FTD and other
patients in nursing home were found to be problematic in that pa-
tients with behaviour disturbances were younger and physically in
good shape; thus, they did not fit in with wheelchair-using patients.

In a study by Diehl-Schmid et al. (2013), 94 caregivers of FTD
patients were interviewed. In 16 cases, nursing homes declined the
patient admission or discharged the patient at least once because
the staff were overwhelmed by the behavioural disturbances.

A study of patients and care in Norway (Rosness, Haugen, &
Engedal, 2008) found that, significantly more patients with FTD
than AD patients were admitted to nursing homes for either long
or- short-term care because of a change in personality associated
with behavioural disturbances. The family caregivers in that study
tended to be less satisfied with the type and provision of support
that they received from the specialist health service than caregiv-
ers of AD patients were. Caregivers in the present study told how
their family members were excluded from collective arrangements in
nursing homes, such as outings and evening activities like singing and
dancing because he or she were not able to participate with other pa-
tients, as they demanded too many resources. The findings indicate
that there are often no plans for individualised activities which is a
pronounced need for patients with behaviour disturbances (Diehl-
Schmid 2013). In general, family caregivers experienced that their
family member was unhappy and dissatisfied, which could result in
repeated attempts to escape or a wish to leave the nursing home.
Gallagher, Li, Wainwright, Rees Jones, and Lee (2008) who related
dignity themes to culture and care, indicate factors that suggest in
general the shared values concerning the style and organisation of
care that may prevail in an area. This is related to the term “culture”
to capture the sense of shared values. Thus, family caregivers wished
for, but were often denied, the opportunity to be involved in the care
and to express their autonomy and their knowledge.

In the present study, two caregivers (spouses) noted that they
had found suitable facilities that were specialised day-care centres
where younger FTD patients with behavioural disturbances were
activated. Daily activities were described as individualised, and
those patients did not seem to resist their daily stay at these centres.

Although there were only two caregivers who had this experience,
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these findings suggest that the combination of access to individual-
ised activities in different places and competent healthcare person-
nel may provide a better model of care. A collaborative link between
public health care and caregivers at home may prevent the strong
feelings of burden and guilt among relatives who must eventually
choose to use long-term institutions.

The “medicalisation” of dementia through different control mea-
sures does not consider the ways in which the caregiving relationship
and the caregiving context can affect a person with dementia and his
or her caregivers (Bartlett & O’Connor, 2007). Such considerations
may be important, and we suggest that the positive experiences
expressed by the families who used day-care facilities and experi-
enced support and information, represent a promising solution and
are based on a combination of public and family care. According to
Edlund (2002) it is important to be seen, believed and listened to.
In this way, the dignity of the families is maintained. However, the
success of this combination will depend on numerous factors, such
as the patient's behaviour (e.g. severity of aggressive behaviour), the
caregivers’ resources and wishes, the existence of a specialised day-
care centre and the availability of competent personnel. In addition,
collaboration and communication are necessary to bridge the gap
between care provided by the family and care provided by public

services; sharing tasks and roles facilitates appropriate care.

4.3 | Methodological considerations

Our study was based on in-depth interviews with family members
of patients with FTD and similar forms of dementia either living in
nursing homes or using day-care centres. Our study population may
be seen as heterogeneous because spouses, sisters, daughters and
nephews of patients were included. All participants were relatives,
and we think that the validity of this study is strengthened because
the experiences shared were quite similar independent of age, gen-
der and family status (Malterud, 2017).

Methodological rigour in this study was sought by continuous
discussion with all co-authors during the research process. All au-
thors met at regular intervals to discuss the study design. Two of the
authors independently read all the transcripts from the interviews
before the coding frames were agreed upon. The same authors con-
tinued to have a detailed and thorough analytical discussion with
regard to the development of subthemes and themes that were to
constitute the main findings of the study, thereby increasing the
overall validity of the study.

5 | CONCLUSION

This paper contributes knowledge related to a highly burdened group
of family caregivers and their everyday lives. Family caregivers per-
ceive the care of a family member with frontotemporal degeneration
as incomprehensible and entailing frightening challenges in terms of

behaviour and burdens. The tactless behaviour and aggression make
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the family caregivers feel embarrassed when meeting family, friends
and neighbours. The changes in behaviour also cause difficulties in
finding suitable care facilities. A lack of care facilities with specialized
staff added to difficulties. Families who used day-care facilities and
experienced support and information from staff especially trained to

cope with behavioural disturbances expressed satisfaction.

6 | RELEVANCE TO CLINICAL PRACTICE

Patients with frontotemporal dementia and other forms of de-
mentia affecting frontal and temporal lobes often have personal
and behavioural disturbances creating challenges in connection
to nursing home placement. These patients are often young and
in physically good condition, which raises several dilemmas with
regard to coping with difficult situations and in deciding on the
type of facility and care they need. This study shows that the
often difficult and aggressive behaviour of the patients required
both protected surroundings and competent health professionals
trained to facilitate individual activities for the patients. Because
of the dementia disease and behaviour deviations, it is often im-
possible to participate in joint activities. The study shows that
moving the patients between nursing homes may indicate a need
for more knowledge and experience to handle the patients’ be-
havioural disturbances and communicating with their families.
The scheme of allocating adequate nursing home space for pa-
tients with this type of dementia does not seem good enough.
The offices that manage and assign living units to this group of
patients need well-trained staff, but first and foremost, good rou-
tines for a close dialogue with the families. This is crucial for how
family caregivers experience being met, for the help they receive
and lastly for patients and family caregivers experience of a digni-
fied life.
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