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ABSTRACT

Background: Frontotemporal dementia (FTD) has a profound impact on the spouse and other
family caregivers involved. While caregivers have a need for support, it is difficult for healthcare
providers to respond to their specific needs. This qualitative study explores the lived experiences
and needs of caregivers of persons with FTD to facilitate the development of support.

Methods: Three focus group discussions were organized to explore the lived experiences of Dutch
FTD caregivers. The included caregivers (n=24) were aged 16years or older and were involved in
the care of a relative with FTD. Two researchers independently performed an inductive content
analysis using open and axial coding.

Results: The main category emerging from the data was a lack of recognition, acknowledgment,
and understanding experienced by caregivers. This was linked to caregivers’ experiences with (1)
complex emotional and behavioral symptoms in the person with FTD, (2) the trivializing responses
of family and friends, (3) a perceived lack of knowledge and support from healthcare professionals,
and (4) the bureaucratic procedures that accompany caregiving. As a result, caregivers felt lonely
and solely responsible for the caregiving role.

Conclusion: Caregivers of persons with FTD experience a lack of understanding in caring for their
relative with FTD, which contributes to feelings of loneliness. A specialized support approach is
needed to address the specific needs of caregivers of persons with FTD. Support should address
strategies that caregivers can use to inform and involve family and friends in the caregiving situ-

ARTICLE HISTORY
Received 7 August 2020
Accepted 25 November 2020

KEYWORDS
Frontotemporal dementia;
young-onset dementia;
caregivers; lived
experiences; loneliness

ation to prevent loneliness in FTD caregivers.

Introduction

Frontotemporal dementia (FTD) has a profound impact not
only on the persons with FTD themselves but also on their
spouses and other family caregivers involved (Kaizik et al.,
2017; Nunnemann, Kurz, Leucht, & Diehl-Schmid, 2012).
Diagnostic disclosure is important for caregivers as it helps
them to understand and cope with symptoms in their rela-
tive with FTD (Caceres et al., 2016; Nunnemann et al.,
2012). In retrospect, caregivers often describe the prediag-
nostic phase as a period full of uncertainty and frustration
(Caceres et al., 2016; Nunnemann et al., 2012). This is prob-
ably attributed to the prolonged time to diagnosis, as it is
difficult for caregivers and healthcare professionals to rec-
ognize FTD due to the insidious onset of symptoms at
young age (van Vliet et al.,, 2013). It is challenging to recog-
nize FTD due to its heterogeneous clinical presentation
including symptoms such as disinhibition, apathy, compul-
sive behavior, loss of insight, loss of empathy, aphasia,
impaired semantic knowledge, loss of speech production,
agrammatism, and apraxia (Bang, Spina, & Miller, 2015;
Hogan et al., 2016). Behavioral and personality change and
a lack of disease insight in the person with FTD may espe-
cially delay help-seeking behavior, thereby further

prolonging the diagnosis (Draper et al, 2016; Rosness,
Haugen, Passant, & Engedal, 2008b; van Vliet et al., 2013).

Although caregivers often already perform caregiving
tasks prior to diagnosis, diagnostic disclosure marks the
start of the caregiving trajectory (de Vugt & Verhey, 2013;
Ducharme, Lévesque, Lachance, Kergoat, & Coulombe,
2011). Especially in the behavioral variant of FTD, caregivers
often experience the loss of an emotional connection with
the person with FTD and feel forced to sacrifice parts of
their social life to fulfil their caregiving role. As a result,
caregivers can experience social isolation and feelings of
loneliness (Caceres et al., 2016; Massimo, Evans, & Benner,
2013; Nunnemann et al,, 2012). In particular, coping with
behavioral changes in the person with FTD may impose
high levels of burden and distress in FTD caregivers
(Nunnemann et al., 2012).

While FTD caregivers express a high need for support
after the diagnosis, it is difficult for healthcare providers to
recognize and respond to their specific needs (Barca,
Thorsen, Engedal, Haugen, & Johannessen, 2014; Caceres
et al,, 2016; Rosness, Haugen, & Engedal, 2008a). This may
be related to the low prevalence and heterogeneous clin-
ical presentation of FTD (Onyike & Diehl-Schmid, 2013).
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Caregivers of persons with the behavioral variant of FTD,
for example, often have to cope with challenging behavior
from their relative with FTD, such as social awkwardness, a
loss of manners, and egoistic behavior (Gossink et al,
2018b; lbanez & Manes, 2012; Mendez et al, 2014).
Caregivers of persons with a language variant of FTD,
either non-fluent primary progressive aphasia or semantic
dementia, are confronted with a profound decline in the
linguistic abilities of their relative, such as difficulties with
language production or loss of word meaning (Bang et al.,
2015). Both changes in behavior and difficulties with com-
municating are known to be challenging and burdensome
for caregivers (Caceres et al., 2016; Diehl-Schmid et al.,
2013). While the wide variety of symptoms poses unique
challenges for caregivers, there seems to be a knowledge
gap regarding effective support for caregivers of persons
with FTD (Gossink et al., 2018a; Karnatz et al, 2019).
Therefore, this study aims to explore the lived experiences
and needs of spouses and other family caregivers of per-
sons with FTD to facilitate the development of support
strategies and interventions.

Methods

In this qualitative study, focus group discussions were
organized to explore lived experiences and needs of
spouses and other family caregivers of persons with FTD in
the Netherlands. The results are reported using the consoli-
dated criteria for reporting qualitative research (COREQ)
(Tong, Sainsbury, & Craig, 2007).

Recruitment and participants

In spring 2019, participants were recruited by (1) distribut-
ing information leaflets in waiting rooms in the memory
clinic of the Maastricht University Medical Centre
(MUMC+), (2) addressing the focus groups during
bimonthly meetings with healthcare organizations affiliated
with Dutch Young-onset Dementia Knowledge Center
[Kenniscentrum Dementie op Jonge Leeftijd], and (3) provid-
ing information via peer-support meetings, social media
and the website of the Dutch FTD peer-support organiza-
tion [FTD lotgenoten]. An ambassador of the Dutch FTD
peer-support organization also actively informed caregivers
about the study.

All potential participants registered via email and were
then informed about the study objectives in a telephone
conversation. To obtain a comprehensive understanding on
how caregivers perceived caring for a relative with FTD
throughout the caregiving trajectory we used purposeful
sampling to include participants that varied in their level of
experience, their relationship to the person with FTD
(spouses, children, and other relatives), FTD subtype
(behavioral and language variants), and gender. This
allowed us to gain insight into experiences from caregivers
in different stages of the caregiving trajectory. The focus
group discussions were conducted with caregivers from
two urban areas and one rural area in the Netherlands.

Caregivers were eligible for participation if they were
involved in the care of their spouse, parent, or other rela-
tive with either the behavioral or a language variant of
FTD. In accordance with guidelines of the medical ethical

committee, caregivers younger than 16 years were excluded
from participation.

All eligible participants received written information
about the study by post before inclusion and were phoned
to check whether they had additional questions. All partici-
pants provided informed consent before participating in
the focus group discussions.

Procedures and data collection

A context mapping approach with generative techniques
was used to sensitize caregivers prior to the focus groups
to obtain insight into their lived experiences and to initiate
discussion during the focus groups (Visser, Stappers, van
der Lugt, & Sanders, 2005). In line with grounded-theory
multiple techniques were used to collect data (Charmaz,
2014; Glaser & Strauss, 1967). For example, prior to their
participation, caregivers completed a booklet containing
questions about their everyday life such as ‘What is import-
ant for you when caring for your relative with FTD?' and
‘What gives you positive energy in your daily life?” In add-
ition, caregivers reflected on their experiences by writing a
letter containing advice on caregiving to peers (Boots,
Wolfs, Verhey, Kemplen, & de Vugt, 2015).

Each focus group discussion was moderated by a
(neuro)psychologist (MdV/CB) with clinical and research
expertise regarding FTD and with experience in moderating
focus group discussions. During each focus group, the pro-
cess was monitored and field notes were made by the first
author (JB), who has a background in nursing, psychology
and health sciences. In addition, two assistants with a back-
ground in nursing or health sciences made fieldnotes
as well.

To guide the focus group discussions, a topic list was
developed based on the literature, qualitative interviews
from the NEEDs in Young-onset Dementia study (NeedYD)
(van Vliet et al,, 2010), and expert discussions. The topic list
covered (1) the prediagnostic period, (2) the postdiagnostic
period, and (3) caregiver coping strategies. After each focus
group discussion, a consensus meeting was organized with
the research team to evaluate the data collection process
and refine the topic list if needed. Each focus group discus-
sion was video recorded to gain insights into the interac-
tions between participants. All focus groups were
transcribed verbatim using F5 transcript software.

Data analysis

To derive categories from the data, two researchers (JB/KP)
independently performed an inductive content analysis by
openly coding the data in Atlas.ti version 83.1 (Elo &
Kyngas, 2008; Evers, 2015; Savin-Baden & Major, 2013).
They compared texts that were assigned to codes by con-
stant comparison to reach consensus on the code defini-
tions and code structure (Bradley, Curry, & Devers, 2007).
Then, related codes within the code structure were merged
using axial coding and both researchers independently
developed a mind-map to elicit categories and subcatego-
ries from the codes. In line with grounded theory an itera-
tive process was used to interpret the findings and derive
theory from the data using selective coding (Charmaz,
2014). First, the main category and subcategories were



Table 1. Characteristics of the family members (n=24) of persons with
FTD (n=20).

Variable N
Gender (n=24)

Male (%) 7 (29.2)

Female (%) 17 (70.8)
Age (n=24)

Mean (min-max) 55.7 (31-79)
Relationship to the person with FTD (n = 24)

Spouse 16

Child 5

Child-in-law 1

Divorced from spouse with FTD 1

Sibling 1
Gender person with FTD (n=20)

Male (%) 13 (65.0)

Female (%) 7 (35.0)
Clinical syndrome in person with FTD (n=20)

Behavioral variant 15

Language variant 5
Living situation of the person with FTD (n = 20)

Living at home 5

Living at home and using daytime facilities 3

Institutionalized 10

Person with FTD passed away 2

In total, 24 relatives of 20 persons with FTD participated in the focus
group interviews.
FTD: Frontotemporal dementia.

derived by combining the mind-maps through discussion
with the last author (MdV). Next, the main category and
subcategories were discussed with the wider research team
to deepen the findings. Then, the results were verified by
discussing the findings with the chairman of the Dutch
FTD peer-support organization. Throughout the process,
the first and second authors continuously checked whether
new information emerged from the data to establish data
saturation (Patton, 2002).

Trustworthiness of data

To ensure the trustworthiness of the data, multiple techni-
ques to achieve method and data source triangulation
were used, such as the use of fieldnotes, video recordings
of the group discussions, and the use of the booklet con-
taining questions about everyday life (Creswell, 2013).
During meetings, researchers with different backgrounds
reflected on the general research process, the data collec-
tion, and the results during team meetings to ensure inves-
tigator triangulation (Carter, Bryant-Lukosius, DiCenso,
Blythe, & Neville, 2014).

Ethical considerations

The study protocol was approved by the Medical Ethics
Committee of Maastricht University (#2018-0675).

Results

A total of 48 FTD caregivers registered for participation.
Using purposeful sampling, 24 caregivers were invited for
three focus group discussions (Table 1). Eight caregivers
were included in the first focus group in a rural area in the
Netherlands. Subsequently, two additional focus group dis-
cussions, each with eight participants, were organized in
urban areas. The remaining 24 caregivers were added to a
waiting list for an additional fourth focus group. Data satur-
ation was established after the third focus group discussion
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as no new information emerged. Therefore, no fourth focus
group discussion was organized. All focus groups were
organized in the evenings or on weekends to facilitate the
participation of caregivers who were working or studying.
The focus groups lasted between 2h and 2.5h and were
held in meeting rooms of one hospital and two healthcare
organizations.

Participants

In the three focus groups, 17 females and seven males
between the ages of 31 and 79 participated. The majority
of the participants were spouses. Other family caregivers,
such as children, and siblings of the person with FTD, also
participated. As some were part of the same family, the 24
included caregivers were involved in the care for 20 per-
sons with FTD; 15 with the behavioral variant and five with
a language variant of FTD. On average, the first symptoms
in the persons with FTD started about 9years before the
focus group discussion (range between 4 and 12years),
and the diagnosis was on average established 4years ago
(range 0.5-9years).

Main category: the experienced lack of recognition,
acknowledgment, and understanding throughout the
caregiving trajectory

After an iterative open and axial coding process, consensus
was reached about the used codes and their definitions.
Using selective coding iteratively theory was derived from
the data by yielding one main category from the data and
four subcategories (Figure 1). The data revealed that
throughout the caregiving trajectory, caregivers perceived
a lack of recognition, acknowledgment, and understanding
not only from the person with FTD but also from family,
friends, and healthcare professionals. Caregivers, for
example, experienced that FTD symptoms often did not fit
within the image that people have of dementia making it
difficult for family, friends, and healthcare professionals to
recognize symptoms of FTD. In turn, caregivers perceived a
lack of understanding and felt not acknowledged in their
caregiving role. This made caregivers feel solely responsible
for the caregiving role and this induced feelings of loneli-
ness. According to caregivers, this made caring for a rela-
tive with FTD particularly exhausting and stressful.

People simply do not understand the impact of FTD on the
caregivers involved. This is very difficult to cope with.— son-in-
law, behavioral variant, FG3

It is a very lonely process. | have a lot of people around me,
but you can't really share it. - spouse, behavioral variant, FG3

Although caregivers stressed that there were profound
differences between the behavioral and language variants
of FTD, a common perception among caregivers was that
they perceived a lack of recognition, acknowledgment, and
understanding. This was linked to four subcategories
related to caregivers’ experiences with (1) complex emo-
tional and behavioral symptoms in the person with FTD, (2)
the trivializing responses of family and friends, (3) a per-
ceived lack of knowledge and support from healthcare pro-
fessionals, and (4) the bureaucratic procedures that
accompanied the caregiving role. The extent to which
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and friends

Discussing symptoms  feels
inappropriate, do not recognize
symptoms, downplay symptoms,
doubt  seriousness  of  the
caregivers’ concerns, question the
accuracy of the diagnosis, blame
the caregiver of manipulating
diagnosis

\_

7

@vializing responses of famwregivers

Emotional and behavioral \
symptoms in persons with FTD

Vague symptoms, symptoms develop
gradually, lack of insight, denial of
symptoms and diagnosis, refusing to
seek help, performing well on testing,
avoiding care and support, able to
present  well to others, blaming

)

Experienced lack of
recognition, acknowledgment
and understanding

a N

Bureaucratic procedures that
accompany caregiving

Privacy restrains in communication,
bureaucratic hassle with municipalities,
difficulty arranging care and support,

@k of knowledge and sup;m
from healthcare professionals

Mislabel — symptoms,  difficulty
understanding ~ concerns of
caregivers, unaware of thresholds
experienced by caregivers, high
level  of  heterogeneity  in
symptomatology, low knowledge
about  FTD, non-supportive
attitude, low level of practical
experience  with  FTD,  low
availability of appropriate support

services /

Kdealing with financial problems j

Figure 1. Caregiver experiences throughout the caregiving trajectory.

these subcategories influenced the experienced lack of rec-
ognition, acknowledgment and understanding varied dur-
ing the three phases of the caregiving trajectory namely,
recognizing early symptoms of FTD, during the diagnostic
process, and while gaining access to social and professional
support.

Caregivers’ experiences with the recognition of the
early symptoms of FTD

In the first phase of the caregiver trajectory, caregivers
experienced egoistic, paranoid, jealous, impulsive, stereo-
typic, and apathetic behavior as early symptoms in their
relative with FTD. Caregivers of persons with a language
variant of FTD described apathy, a loss of semantic know-
ledge, mutism, and difficulty speaking fluently. This made
caregivers feel that their relationship with the person with
FTD deteriorated because there was less reciprocity and
interaction.

Most caregivers experienced difficulties with recogniz-
ing and understanding these symptoms as they devel-
oped gradually over time. According to caregivers of
persons with the behavioral variant, recognizing early
symptoms was complicated due to a lack of disease
insight in the person with FTD, who often denied that
something was wrong. This made caregivers feel insecure
about the seriousness of the symptoms and sometimes
caregivers felt that they themselves were to blame for the
emotional and behavioral changes in their relative
with FTD.

The behavioral change was going on for years. You have no
idea what is going on. You think you are the one to blame. -
spouse, behavioral variant, FG1

Caregivers also expressed that it was difficult to discuss
their concerns about early symptoms with their family and
friends. They suggested this might be due to feelings of

guilt and shame, as they perceived it as complaining or
bad-mouthing their relative with FTD.

My father lost the ability to speak. [...] In our cultural
community, they thought he did something bad. They thought
the symptoms were supernatural or that it was voodoo. This
was very stressful for our family. So, you simply do not talk
about it. Perhaps, this is due to shame. - daughter, language
variant, FG1

| always felt that something was wrong. (...) | was worried, but
| could not go anywhere with my worries. - spouse, behavioral
variant, FG3

In addition, trivializing responses from family and friends
downplaying the severity of the caregivers’ concerns
made caregivers feel as if they had overreacted to the situ-
ation. This made caregivers doubt the seriousness of
their concerns.

When people came to visit us, they said “He seems to be doing
very well”. This made me doubt. spouse, behavioral
variant, FG2

Caregivers perceived that it was difficult to discuss their
concerns with family and friends who often did not recog-
nize symptoms in the person with FTD, such as apathy, agi-
tation, or compulsive behavior. As a result, caregivers
missed social support and this made them feel unrecog-
nized in coping with early symptoms. As a result, many
caregivers expressed to feel lonely.

Caregivers also experienced that early symptoms of
FTD being regularly mislabeled as work-related distress
or marital problems by employers and occupational
physicians. Looking back, caregivers perceived a lack
of knowledge in healthcare professionals regarding
FTD and felt this had contributed to a delayed diagno-
sis. In addition, caregivers felt frustrated by privacy
restraints that hindered communication with the
employer and occupational physician of their relative
with FTD.



When | asked the occupational physician what was going on,
he said, ‘Privacy. | can only tell you that stress does strange
things to people’. - spouse, behavioral variant, FG2

Caregivers perceived that the unwillingness of the occu-
pational physician to disclose any information about prob-
lems at work felt as an unnecessary bureaucratic barrier,
and it significantly delayed the start of the diagnostic pro-
cess and therefore obstructed gaining access to profes-
sional help and support.

Caregivers’ experiences with the diagnostic process
and diagnostic disclosure

In the diagnostic process, caregivers perceived several bar-
riers that delayed help seeking. Caregivers explained they
postponed visiting the general practitioner (GP), as the per-
son with FTD denied symptoms and refused to go to the
GP. Some caregivers visited the GP alone, while others
eventually succeeded in persuading the person with FTD
to visit the GP by, for example, asking their children to
accompany the person with FTD. Caregivers also post-
poned visiting the GP because of the trivializing responses
of family and friends who often doubted the seriousness of
symptoms. However, some caregivers indicated that on
some occasion’s family or friends also noticed early symp-
toms and motivated them to reach out for profes-
sional help.

Everybody in our environment had an opinion about what is
going on. (...) This is why you do not discuss the situation. -
daughter, language variant, FG1

My daughter took a year off to travel. When she came home,
she felt like, “What happened here?” This is why we visited the
general practitioner’. - spouse, behavioral variant, FG3

According to caregivers, GPs often had difficulty under-
standing the caregivers’ concerns because the persons with
FTD often presented themselves well to GPs and per-
formed well on neuropsychological testing. Caregivers
acknowledged that it was difficult for GPs to recognize FTD
because symptoms are difficult to interpret and developed
gradually over time. They also felt that early recognition
was complicated by work-related stress, marital problems
or comorbid disease, such as a neurological pain disorder,
low-back, problems, or multiple sclerosis. Additionally, care-
givers felt that GPs were often unaware of the threshold
perceived by caregivers in talking openly about emotional
and behavioral changes in their relative with FTD, espe-
cially when caregivers and persons with FTD both con-
sulted the GP. Some GPs, for example, confronted the
person with FTD with the caregivers’ concerns during a
consult, which made caregivers feel misunderstood and
unsupported. Caregivers also felt that GPs should have had
more knowledge about the early symptoms of FTD, as this
would have fostered the early recognition of symptoms.

It feels bad to talk about your spouse like this with the GP.
Especially when he kept asking my husband, ‘How do you feel
if she [caregiver] says all these things about you? - spouse,
behavioral variant, FG3

Looking back at the diagnostic process, some caregivers
also expressed highly positive experiences with regard to
the role of their GP. Some caregivers, for example, felt that
the GP took their concerns seriously, acted very
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supportively and seemed highly motivated to determine
what was going on. This made caregivers feel heard
and recognized.

Our GP was very supportive from the beginning but lacked
knowledge about FTD. GPs should have more knowledge
about the early symptoms, but this is difficult because GPs
already need to know so much. - spouse, language
variant, FG2

According to caregivers, the FTD diagnosis helped them
to better understand the emotional and behavioral
changes in their relative with FTD. Diagnostic disclosure led
to a sense of recognition among caregivers. Some felt
relieved that pieces of the puzzle had finally fallen into
place. Receiving the diagnosis also helped caregivers
address and explain the situation to family and friends.

| thought ‘If this continues, then | will quit’. In that sense, the
diagnosis was a blessing. You finally get it and think, ‘Okay, for
better and for worse’. This is why | continue. - spouse,
behavioral variant, FG2

The diagnosis enabled me to tell my children why their father
acted like this. That it was his illness and not because he did
not love them anymore. - spouse, behavioral variant, FG2

Some caregivers explained that family members said
they had doubts about whether the diagnosis was correct.
Some caregivers of persons with the behavioral variant of
FTD, explained that family sometimes accused them of
manipulating the diagnosis. As a result of these trivializing
responses, caregivers felt sad and abandoned by family
and friends. This made caregivers feel solely responsible for
the caregiving role.

My family and my sisters think that | manipulated the
diagnosis. They think that there is nothing going on with my
husband. They even said that | should see a doctor. This makes
me really sad. - spouse, behavioral variant, FG3

You have to cope with all of this by yourself. You need to find
some kind of best practice for all the shit you go through. -
spouse, behavioral variant, FG2

Caregivers’ experiences with gaining access to social
and professional support

Caregivers stated that emotional, behavioral, and language
symptoms progressed in the phase after the diagnosis. As
a result, caregivers felt that they were losing the emotional
connection with their relative. For example, due to increas-
ing levels of apathy and a lack of empathy. Caregivers per-
ceived the diagnostic process as an emotional burden and
experienced feelings of sadness and grief as they felt they
were gradually losing their relative with FTD.

He is still here, but he no longer behaves as my husband.
Losing your spouse really hurts. - spouse, behavioral
variant, FG2

Caregivers explained this was frustrating for them to
cope with the lack of awareness of the disease in their rela-
tive with FTD, who in turn, devalued, neglected and under-
estimated the impact of their caregiving role. As a result,
they felt unrecognized as caregivers. Most caregivers
acknowledged that social support helped them to cope
with stress and recharge their battery, but it was difficult
to gain sufficient support from family and friends after
diagnosis. Involving family and friends in the caregiving
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situation was experienced as exhausting as they were often
unable to recognize symptoms and acknowledge the care-
givers’' needs, despite the diagnosis.

When people say, ‘He visited us but we did not notice
anything’. | always think, ‘What are you trying to say? That | am
crazy? - spouse, behavioral variant, FG3

Sometimes | feel completely upset. Then, my children tell me,
‘It is not that bad.’ (...) They simply do not understand. This is
why being a caregiver is lonely. - spouse, behavioral
variant, FG3

Caregivers perceived this as a lack of understanding
from family and friends. This made caregivers feel unsup-
ported and lonely. In turn, caregivers felt it was very diffi-
cult to achieve a sense of balance in their life and learn to
adjust to combining caregiving with having a life of
their own.

| was very tired and stressed when my husband still lived at
home. [...] | learned that it is very important to find a balance
and think about yourself. - spouse, behavioral variant, FG2

Caregivers often experienced that it was difficult for
GPs, psychologists, and specialized dementia nurses to pro-
vide practical advice about coping with emotional and
behavioral change in the person with FTD. As a result, care-
givers felt unrecognized and misunderstood by healthcare
providers and postponed the use of care and support serv-
ices. Due to the lack of appropriate support services for
FTD caregivers, they stressed the importance of peer-sup-
port groups to elicit a sense of recognition and under-
standing. During the focus groups, some caregivers
expressed that they only needed half a word to understand
other FTD caregivers. When it came to professional support
and peer-support, child caregivers expressed feeling left in
the dark.

As a daughter, there was no support for me at all. | visited a
peer-support group once, but everyone there was a spouse. |
was hard for me to connect with them. - daughter, language
variant, FG1

Caregivers also expressed frustration with the bureau-
cratic procedures that accompanied the caregiving role,
such as struggles with the municipality to receive the pos-
tal mail, and applying for personal care funding. Some
caregivers explained that they had lost their specialized
dementia nurse and peer-support group because their rela-
tive with FTD became institutionalized. Caregivers
explained it was frustrating to feel unsupported, neglected,
and misunderstood by healthcare providers.

| do not understand why | am not allowed to visit peer-support
meetings anymore now that my husband is hospitalized. All of a
sudden, your support is gone. — spouse, language variant, FG1

Some caregivers of persons with the behavioral variant
also explained that they ended up with serious financial
problems as a result of their relative having FTD. After the
diagnosis, some caregivers found that the person with FTD
was gambling, made risky investments or had refused to
pay the bills. Coping with financial difficulties was often
frustrating for caregivers, and arranging financial custody
could only be achieved by following lengthy procedures.
This generally resulted in increased financial debts.

My parents are in deep financial debt and may lose their
house. We are unable to put my dad [the person with FTD]

under financial supervision due to the paperwork. The process
is really frustrating. — daughter, behavioral variant, FG3

At the same time, caregivers experienced little compas-
sion from financial institutions such as banks and debt col-
lectors, who often did not understand the impact of FTD. As
a result, caregivers felt unacknowledged and misunderstood.

The frustrating part is that no one has any understanding. If he
[the person with FTD] would stab and kill someone, they would
probably declare him unaccountable. With regard to financial
debts, they do not. You are all alone with those debt collectors
breathing down your neck. - son-in-law, behavioral variant, FG1

Discussion

Our study demonstrates that FTD caregivers experience a
lack of recognition, acknowledgment and understanding
while caring for their relative with FTD. According to care-
givers, FTD symptoms often do not fit within the image
people have of dementia. In turn, they felt that emotional
and behavioral symptoms were difficult to recognize for
family, friends, and healthcare professionals. This made
caregivers feel that no one understands them and this
resulted in feelings of loneliness.

In the early stages of the caregiving trajectory, care-
givers themselves also had difficulty recognizing and
understanding the early symptoms of FTD, as these often
occurred at a young age and the severity of symptoms
gradually increased over time. This may be specific to FTD,
as 70-80% of the persons with FTD develop symptoms
well before the age of 65 (Knopman & Roberts, 2011;
Rabinovici & Miller, 2010). While Alzheimer’'s dementia (AD)
is still the most prevalent cause of young-onset dementia
(YOD) (Rossor, Fox, Mummery, Schott, & Warren, 2010),
only 5% of all persons with AD have a symptom onset at a
young age (Zhu et al., 2015). In FTD, there is a longer delay
in diagnosis compared to YOD caused by AD, ranging
between 4.1 and 6.4 years (Rosness et al, 2008b; van Vliet
et al., 2013). This has important negative consequences for
caregivers as diagnostic delay is associated with high levels
of uncertainty, caregiver distress, family or marital conflict,
and even financial problems in the period prior to diagno-
sis (van Vliet et al, 2011). Caregivers may experience sev-
eral internal and external barriers that delay the diagnosis
(van Vliet et al, 2011, 2013). Specific internal factors for
caregivers of persons with FTD are, for example, feelings of
uncertainty whether or not the symptoms in their relative
need to be taken seriously. In line with van Vliet et al.
(2013), trivializing remarks from family, friends, and health-
care professionals seemed to enhance these feelings of
uncertainty. In turn, caregivers felt they delayed their deci-
sion to seek professional help. Prediagnostic uncertainty
further increased by typical characteristics of the behavioral
variant of FTD, such as changes in character and behavior
and a lack of insight, as these symptoms are often not
associated with dementia by healthcare professionals
(Rosness et al., 2008b; Spreadbury & Kipps, 2018; van Vliet
et al,, 2011). In particular, the behavioral variant of FTD is
difficult to recognize for healthcare professionals due to
the overlapping symptomatology with psychiatric disorders
(Gossink et al., 2016). Our findings also demonstrate that
comorbid disease made it difficult for healthcare professio-
nals to interpret early symptoms of FTD. Early recognition



is further hampered by the low prevalence of FTD (Onyike
& Diehl-Schmid, 2013; Rossor et al, 2010). Obtaining a
timely diagnosis is important as it helps caregivers with
adapting to the caregiving role (de Vugt & Verhey, 2013).
In our study, caregivers perceived the diagnosis as an
important milestone because it allowed them to under-
stand the changes in their relative with FTD. Nevertheless,
caregivers of persons with the behavior variant of FTD felt
that family and friends often continued to struggle with rec-
ognizing symptoms. It is known that emotional and behav-
ioral symptoms of dementia are often misattributed to
environmental factors or to fall within personal control
(Polenick et al.,, 2018). Although family, friends, and health-
care professionals misattributed symptoms in all variants of
FTD, this might occur more often in the behavioral variant
which is characterized by the inability to empathize with
others, recognize emotions, and comply with social norms
(Harciarek & Cosentino, 2013; lbanez & Manes, 2012). These
symptoms also disrupt the relational connection between
the caregiver and the person with FTD and are difficult to
recognize for family and friends (Massimo et al, 2013;
Polenick et al., 2018). In line with Vasileiou et al. (2017), this
resulted in feelings of loneliness in caregivers.

Caregivers in our study confirmed that there is a need
for support in the postdiagnostic phase (Rosness et al.,
2008a; Spreadbury & Kipps, 2018). According to caregivers
there is only limited appropriate support available and
healthcare professionals often have little knowledge about
FTD and the challenges that caregivers face. These nega-
tive experiences with healthcare will lower the confidence
that caregivers have in professional care and may increase
the risk for delay in initiation of care and support services
(Rabanal, Chatwin, Walker, O’Sullivan, & Williamson, 2018;
Sikes & Hall, 2018). Particularly in the behavioral variant of
FTD this is problematic given the high levels of burden
and distress experienced by caregivers (Mioshi et al., 2013).
Therefore, specialized support services and educational pro-
grams on FTD for healthcare professionals seem needed to
improve postdiagnostic care in FTD (Rabanal et al., 2018;
Sikes & Hall, 2018).

Strengths and limitations

A strength of our study is that we recruited a heteroge-
neous sample with spouses and other family caregivers
who were in different phases of the caregiving trajectory.
This provides a comprehensive picture of the lived experi-
ences of FTD caregivers while they engage in the caregiv-
ing role. Focus group discussions require caregivers to talk
openly about their experiences in front of others, therefore,
some caregivers may have felt hesitant to discuss certain
sensitive topics. As multiple caregivers from the same fam-
ily were included, some participants may have provided
socially desirable answers or some experiences are overre-
presented. To address this, we also asked caregivers to
individually reflect on the caregiving role prior to their par-
ticipation in the group discussion by completing a booklet
containing questions and writing a letter to a caregiver
peer. We mainly recruited participants via a Dutch peer-
support group. It could be that caregivers who experience
difficulty in gaining support may experience more need for
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peer-support. Therefore, these caregivers may be overre-
presented in our study.

Future directions and conclusions

A specialized support approach is needed to improve pre-
diagnostic and postdiagnostic care in FTD (Rosness et al.,
2008a). Our findings provide directions for developing
adequate support for FTD caregivers by emphasizing their
need for recognition, acknowledgement, and understand-
ing. Care and support services that elicit a sense of recog-
nition in FTD caregivers may lower the threshold to gain
timely access to support. In turn, this will facilitate the role
adaptation process, which may reduce caregiver burden
and distress. Healthcare professionals could play an import-
ant role to reduce barriers that caregivers experience when
gaining social support (Dam, Boots, Boxtel, Verhey, & de
Vugt, 2018). Our study adds that healthcare professionals
can achieve this by reducing feelings of shame and stigma
and by supporting FTD caregivers with actively informing
and involving family and friends in the caregiving situation.
The medical training of healthcare professionals on FTD
seems a prerequisite for facilitating adequate postdiagnos-
tic support to FTD caregivers. Additionally, our findings
underscore the importance of peer-support as recognition
from peers made caregivers feel heard and reduced feel-
ings of loneliness. As FTD does not fit within the general
image people have of dementia, peer-support groups that
specifically include caregivers of persons with FTD seem
needed to elicit a sense of recognition. Specialized support
programs may also be beneficial for FTD caregivers by
increasing sense of competence and decreasing burden
and distress (Gossink et al., 2018a). Given the active life
phase of younger caregivers and the low prevalence of
FTD, online peer-support and web-based psychosocial sup-
port may provide an opportunity to support FTD care-
givers, even in remote areas (Diehl-Schmid et al., 2013).
Our findings show that FTD caregivers often postpone the
use of professional healthcare services. Several factors
could lower barriers to access support, such as designing
tailored support programs that meet the specific needs of
FYD caregivers and offering support also outside the
healthcare sector, for example, by online programs that
can be accessed at a time and place that is convenient for
FTD caregivers. Allowing timely access to support may help
caregivers of persons with FTD not only to gain more
understanding themselves but also experience it
from others.
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