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Purpose: Dementia is often associated with old age but can also occur in midlife. The latter is commonly referred to as young-onset
dementia (YOD). The diagnosis not only has an impact on the persons with YOD but also on their family members. For family
members, the diagnosis changes their lives, as responsibilities and roles alter when the care and wellbeing of the relative increasingly
come into focus. The aim of this study was to explore family members’ experiences of sharing lives with a relative diagnosed with
YOD - from onset of symptoms until the person relocated to a nursing home.

Patients and Methods: The study has a qualitative approach with in-depth interviews. In total, the study included 15 family
members aged >18 years participated, all with a relative diagnosed with dementia before the age of 65. At the time of the interview, all
had a relative living in a nursing home. The interviews were analyzed using thematic analysis.

Results: Two key themes were identified: Becoming responsible and Dealing with the situation. Family members found themselves
increasingly responsible for many parts of their relatives’ lives and forced to make decisions on their behalf. This was experienced as
being lonely, as family members wished to share their responsibility. Despite of their efforts to control and deal with their situation,
family members reported a lack of power to influence certain factors, such as access to appropriate healthcare services, causing
feelings of distress.

Conclusion: These findings emphasize the need of improved and tailored support and guidance for family members of persons with
YOD. Further, the findings highlight the importance of increased knowledge and awareness among social workers and other healthcare
professionals regarding support to family members of persons with YOD.

Keywords: YOD, relative, psychosocial support, qualitative, health care system

Introduction

Dementia is often associated with old age, but onset of symptoms can also occur in midlife, before the age of 65. The
global prevalence of dementia before the age of 65 is estimated to be 119 per 100.000" and is commonly referred to as
persons living with early- or young-onset dementia (YOD). Young onset dementia affects whole families, and the impact
is likely to be different from that of dementia in older persons. Family members of persons with YOD are often in midlife
themselves and handle multiple roles and obligations, both professionally and socially.” Their need to fulfill family
obligations has been identified as a factor that could hinder acceptance of support.® As the disease progresses, family
members gradually take over roles and responsibilities otherwise handled by the person with YOD him/herself and
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become an informal caregiver;* a situation they were not prepared for, as the multitude of responsibility is both
challenging and burdensome.’

Previous research shows that a person with YOD stay in their private home for an average of nine years before being
relocated to a nursing home.®” This is twice as long as older persons with dementia stay in their private homes, and this
might also suggest that persons with YOD more often stay in private homes until the end of life.” During the extended
time, a person with YOD lives at home family members play an important role.® Acting as primary caregivers is
experienced to reduce quality of life compared to the general population, especially in domains of role limitations.” In
addition, family members also report increased burden and reduced sense of wellbeing compared to caregivers of persons
with late onset dementia,'® even if the care need was less than the need of the older person with dementia.” Bannon
et al'' reported several psychosocial stressors that affected the family members’ sense of burden, including endless
worries for the person’s well-being, shift in responsibilities (eg, family member taking full responsibility for household
chores), and loss of meaningful relationship to the person with dementia. Caring for a person with dementia can
consequently have negative psychological and physiological effects.'?

Previous research characterized family members’ use of strategies to cope as adaptive strategies and dysfunctional
strategies. The adaptive strategies involve problem focus, acceptance, and social-emotional support with positive effects on
mental health and depression.'*'? Strategies associated with negative effects on family members' well-being are reported as

1112 gelf-blame and/or substance abuse,'> while others turn to work as a means to

denial, avoidance, and aspiring thoughts,
distract themselves.'® Gilhooly et al'* suggest that dysfunctional coping strategies are used as a means to maintain normality.
In addition, family members applied strategies focusing on interpreting the relative’s problematic behavior as a consequence
of the disease, and their need of relief as caregiver.'' Bannon et al'' argue that even though family members engage in
adaptive coping strategies, the increased burden and distress suggest that these strategies are not sufficient. Furthermore,
these strategies also act as a barrier to accept and receive support and to plan ahead'' but also, as suggested by Monteiro

et al'?

to avoid stress and burden. In addition, previous research also highlights that family members who care for a person
with dementia need age-appropriate support and information concerning YOD.'* '

Family members’ needs might change as dementia progresses and depend on the type and closeness of the relation-
ship the family member has to the person with YOD. Research often only includes family members who are the primary
caregiver and are living with the person with YOD. However, there is a need to gain better understanding of the specific
needs and challenges of all family members, including those who are not involved in the daily care and/or living together
with the persons with YOD. As relocation to a nursing home often occurs in the later phases of dementia (if at all),
interviewing family members with a relative who is currently living in a nursing home will provide insight in the
experiences and needs regarding different phases of the disease. The aim of this study was therefore to explore the
experiences of various close family members of a person diagnosed with YOD — from onset of symptoms until that

person relocated to a nursing home.

Materials and Methods
Study Design

This study has a qualitative approach, using in-depth interviews and thematic analysis.'’

Ethical Approval

The study was conducted in compliance with The Declaration of Helsinki'® and approved by the Regional Ethical
Review Board in Stockholm, Sweden (Dnr: 2018/1179-31/1 and Dnr: 2020-00743). Written consent was obtained from
all and included consent for publication of anonymized responses, such as quotes from the interviews.

Setting and Recruitment of Participants

The study was conducted in Sweden and applied a purposive sampling technique. Initially, participants from one specific
nursing home were included followed by the inclusion from three other nursing homes and one support group. Inclusion
criteria were family members >18 years of age, with a relative diagnosed with YOD living in a nursing home.
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The recruitment was conducted as follows: At the sites (nursing homes) managers and the person in charge of the
support group were contacted and informed about the study by the first author. They were then asked to identify and
inform family members about the study if they met given inclusion criteria. Family members who were interested in the
study contacted the first author by phone to receive further and more detailed information about the study. Twenty-eight
family members expressed interest to participate, 13 family members did not participate after reviewing the detailed
information. In total 15 family members were included in the study.

Data Collection

All participants were interviewed twice between May 2019 and December 2020 by the first author, who is a specialized
nurse with extensive experience of dementia. Following acceptance to participate in the study, all family members signed
the informed consent form, followed by arranging a date, time, and place for the first interview. During the first interview,
a date and time for the second interview was decided. The second interview was conducted within two months from the
first interview. The interviews were initially conducted face-to-face. However, due to the Covid-19 pandemic, interviews
conducted between March 2020 and December 2020 were carried out by phone or video call. Interviews lasted between
42 and 99 minutes (mean = 66 minutes).

The first interview focused on identifying critical situations and experiences throughout the disease trajectory.
Examples from the interview guide are provided in Table 1. The second interview provided an opportunity to follow-
up on the first interview, ask additional questions, and confirm that information from the first interview was correctly
perceived. By asking questions such as “Since we last spoke, is there something you have been thinking about, that you
would like to share?” or “As I interpreted from our first interview you XX, is this correct?”

Analysis

A qualitative inductive thematic analysis was conducted to identify latent themes, following the six steps for thematic
analysis (TA), as described by Braun & Clarke;'” 1) Familiarization, 2) Coding, 3) Generating themes, 4) Reviewing
themes, 5) defining themes, and 6) writing up. Most interviews were transcribed by the first author, who also conducted
the interviews. The remaining interviews were transcribed by a research assistant not involved in the data collection, after
which the transcriptions were checked by the first author. This was followed by familiarization of data, conducted
individually by the first and last author, to get a deeper understanding of the content and to identify patterns and potential
themes. An example of the coding process is provided in Table 2. The coding was performed in the software program
MaxQDA. The codes were grouped to initial themes, and these were reviewed and discussed by the first and last author
until consensus was reached. The analysis procedure also included workshops, with the second author, to refine and
further develop themes and sub-themes. All co-authors participated in the analytic process until consensus was reached.
During the analysis, the researchers needed to reflect on their own understanding. Therefore, all were consciously
reflecting on how their previous experiences and knowledge may influence the analytic process, to lessen its influence
and risk of selection bias, as all have extensive experiences and knowledge of persons with dementia and their family
members (in the field of nursing, psychology, and medicine). Three participants were family members of the same person
with YOD, and the interviews with these participants were independently analyzed, since they reflected different/unique
perspectives.

Table | Example of Interview Questions

Example of Interview Questions

Could you please tell me when you noticed the first symptoms/signs of your relative’s cognitive problems?
What did you think when you learned about your relative’s dementia diagnosis?
Looking back on the time when your relative still lived at home, could you describe how you experienced that period?

Please tell me about the contact with providers of healthcare and social support?

When did you become aware that it was no longer possible for your relative to live at home?
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Table 2 Example of Coding

Theme Sub-Theme Codes

Dealing with the situation | Different strategies Coping strategies
Informing others
Support groups for caregivers

A sense of powerlessness | Watching a loved one being affected by dementia
Thoughts about the future

Forced separation

Asking for, but not receiving help

In the hands of someone else’s good will

Person with dementia not wanting help/support

Results
In total, 15 family members of 13 persons with dementia were included: nine women and six men with an average age of
52 at the time of their relative’s diagnosis. The family members’ relationships with their relative varied: nine partners,
three children and three siblings. All participants, except one sibling, were considered responsible for making decisions
and looking after the wellbeing of the person with YOD, on behalf of the person with YOD. Eight of the partners lived
together with the person with YOD prior to that person relocating to the nursing home, and one partner and the person
with YOD had been living in separate homes for several years (already prior to onset of symptoms). None of the adult
children and siblings that were interviewed were living together with the person with YOD before onset of symptoms or
at time of the move to the nursing home. The relatives were diagnosed with dementia: Alzheimer’s disease (AD),
frontotemporal dementia (FTD) and dementia due to Wernicke-Korsakoff’s syndrome (WKS). Table 3 displays sample
characteristics.

The findings are presented in two themes: “Becoming responsible” and “Dealing with the situation” and five sub-
themes (Table 4).

Becoming Responsible

During onset of dementia, family members gradually found themselves responsible for their relative. This responsibility
forced them to make several tough decisions. Most experienced being solely responsible for the decision making,
although this varied depending on the relationship with their relative and other family members.

Making Tough Decisions

Family members described how they often had to make decisions on behalf of the relative with YOD, sometimes
violating their autonomy. Undoubtedly, the toughest decision was being responsible for the relocation of the
relative to a nursing home. It was often a decision made against the relative’s own will. This caused feelings of
guilt and betrayal and was often experienced as a failure to protect and care for the relative. Family members
portrayed that they often felt alone in making this crucial decision. This made them question if they had made the

correct decision.
[ felt that I did not do enough, I did not fight hard enough. I put all the blame on myself. I should have done more.... [1: Wife, AD]

Making decisions that violated the will and autonomy of the relative with dementia was difficult for all. However, those
with previous experience of dementia were better able to justify their decisions. Family members described the
importance of someone else, preferably a professional, confirming they had made the right decisions.

When she was offered to relocate to a nursing home, I made several phone calls to the day care center to ask their opinion. And
they told me that it most likely was time for her to move. [2: Partner, AD]
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Table 3 Sample Characteristics

Family Members (n=15)

Gender
Female 9
Male

Relation to person with dementia

Partner 9
Son/Daughter
Sibling 3

Living together with the person with dementia

Partner 8
Son/Daughter 0
Sibling 0

Age at time of diagnosis (average and range) 52 (22-69)
Partners 56 (51-69)
Son/Daughter 29 (22-37)
Siblings 63 (61-66)

Occupation at time of diagnosis
Working full-time

Working part-time

Student

— N &~ 00

Retired

Persons with dementia (n=13)*

Gender
Female
Male

Diagnosis

Alzheimer’s disease
Frontotemporal dementia
Wernicke-Korsakoff’s syndrome 2

Age at time of diagnosis (average and range) 56 (50-63)

Alzheimer’s disease 56 (52-61)
Frontotemporal dementia 61 (59-63)
Wernicke-Korsakoff’s syndrome 50 (50-50)

Note: *Three participants were family members of the same person with dementia.

Table 4 Overview of the Themes

Themes and Sub-Themes

Becoming Responsible Dealing with the Situation
Making tough decisions Different strategies

Being solely responsible A sense of powerlessness
Wish to share responsibility

After the decision to relocate the relative to a nursing home was made, handing over responsibility to others was
described in two ways: both as a relief and as a cause of anxiety. As time passed and family members established
a relationship with the nursing staff, worries and anxiety decreased. The staff’s competence and readiness to share
responsibility for the relative’s wellbeing meant that some family members could reverse.
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I cannot describe the relief it is that he is living here (nursing home), and to see that he is in good hands. [3: Sister, FTD]

Still, some found it difficult to hand over responsibility and control. They described it as their role to protect the relative
and feared that their relative’s needs would not get the attention needed. Which sometimes also seemed to be the case, as
illustrated in the quote below.

They (nursing staff) would not let him take walks, so he stopped. His balance became worse and his ability to walk got worse.
Exactly what I was afraid would happen. So, it was not long before he was in a wheelchair. [14: Wife, AD]

Being Solely Responsible

Family members described how they carried multiple responsibilities alone. They described how their daily lives were
drastically affected as they no longer were able to share the responsibilities with their partner and found themselves
trapped with responsibilities they previously had shared.

And during it all we had three children ... And at the same time a husband with a brain that was not working as it should. And
on top of that a dog that he should take for walks but was not able to, so the children and I had to do it. [14: Wife, AD]

Partners also experienced social isolation to a greater extent than other family members. Lack of energy and not being
able to leave the partner alone were described as the main reasons for withdrawing from social activities. It was also
evident for some that they no longer were included in social activities, as friends withdrew from contact and stopped

including them as couple in social engagements.

What I miss... This disease put an end to everything, friends disappeared as they did not feel comfortable seeing us. And all
leisure activities and other things I have done, I had to stop. [S: Wife, AD]

Being the partner with sole responsibility was lonely and overwhelming at times. This became evident in contact with
administrative and health care organizations regarding different aspects of support. Some partners were forced to
continue their employment as the financial situation was hard to deal because the relative could no longer contribute
financially. Besides being solely responsible for the current financial situation, partners also needed to focus on their own
future financial stability.

I had to work full time to be able to finance all of this. Pay the bills and buy food, the cost of food is massive when you feed five
persons and we live in a house with mortgages. [14: Wife, WKS]

In contrast to the partners, adult children and siblings explained that they had no or sparse experience of sharing everyday
life with their relative prior to the diagnosis. Even though it was described as challenging to suddenly take on the
responsibility, some also experienced the relationship to improve throughout the care-taking process.

And then suddenly it was I who should be responsible for his life. It was strange. I was thinking “Do I really know him?”” and

“What do I feel about this?”” Our distance and lack of relationship for so many years made it more complicated. [7: Sister, AD]

Wish to Share Responsibility

The process of sharing responsibility between family members was often described as challenging. The three participants
who were relatives of the same person with YOD described that the responsibility for making decisions was shared
between the two adult children. This was described to lessen the burden when forced to make tough decisions. For some
family members, it became clear that persons not included in the immediate family sometimes found it difficult to

comprehend the situation and because of that withdrew from contact.

It was difficult because I believed that it might be too early (for her to move), on the other hand her children did not support me
as much as I had hoped for... One daughter told me that I could not decide when they should meet their mother. Of course not,
but I just tried to share the burden. [2: Partner, AD]
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Social welfare services were described as an organization lacking knowledge about the specific needs of families to
persons with YOD. It became evident as family members described a lack of interest from the social welfare offices to
support them in difficult times.

I expected to get help from the social welfare agency, but it was not at all what I expected. I had to know myself what support to
apply for and that was the problem. How could I know? What I needed to know was what decisions to make so that I could
make the right ones. [13: Husband, AD]

Not all family members were disillusioned as some portrayed themselves as fortunate as they were in contact with
experienced social welfare managers and physicians at the memory clinic, who had knowledge of and experience with
YOD. These professionals acted in line with what the family members expected and evaluated their needs when planning

care and support services.

She (the social welfare officer) was great as she was able to fix things I myself did not understand or know. Thinking back,
I realize that she knew what we had to expect (in the future). And she did all she could without me having to ask her. I just
explained to her “help!” and “what shall I do?” [4: Wife, AD]

Sometimes one need a hand to hold on to. And in my case the physician was the one who realized my needs. She was straight
forward and told me what I needed to do rather than asking if I wanted. [10: Husband, AD]

Dealing with the Situation

Family members described how they had to manage the situation and how they tried to remain in control by using
different strategies. Despite their efforts to cope, family members reported not being able to or have the power to
influence certain factors, such as the progression of the dementia, their own emotional responses, and support and care
received by the health care organizations.

Different Strategies
Family members described different strategies, to manage their own feelings and burden. One strategy was to turn off
their own emotions and focus on solving problems or the needs of the other.

My way of handling most of this has been to turn off my feelings because it was hard to handle otherwise. [4: Wife, AD]

Another strategy was to inform others about the relatives’ diagnosis, hoping that people would be understanding and
accept the changed or deviant behavior. However, not all relatives allowed their family member to tell others about their
diagnosis. Family members that were forced by the demented relative to cover up their cognitive symptoms described
that as stressful.

I believe it’s important, to inform them so that they understand that there is a reason for his behaviour. Why he does certain
things. I have noticed that the neighbours help him for example if he can’t remember the code to the door, helping him to get in.
Or when he has left the keys in the door lock, which happens quite often. The neighbours are observant, to me that is positive.
[12: Wife, AD]

Seeking further knowledge about dementia and dementia care was described as a means to try to comprehend the
situation and prepare for the future. Online searches and participation in support groups were described as important
resources of information. Sharing experiences, receiving guidance and support from others in the same situation were
described to reduce the experience of being isolated. Still, a criticism regarding the support groups was that they focused
on Alzheimer’s disease and/or older persons with dementia and therefore not fully providing support for family members
of persons with YOD or non-Alzheimer related dementias.

We had so much in common and it was nice to hear that I am not a lunatic. no I have quite normal reactions. It was really

a relief to meet the group and talk about my response and my situation [3: Sister, FTD]
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Another strategy was to continue work, and this was described as positive for some family members. Especially partners
experienced working as an opportunity to spend time in a social environment and in a context away from a chaotic home
situation. Others described work as a place to keep them busy, focusing on something else than their relative. Still, being
away from home could also be stressful, unless the relative was engaged in daily care activities, since being at work or
occupied with other engagements meant that they had no control of what happened at home.

At home during this period it was chaos all the time. I don’t know what I would have done without work. I had not managed. To
be with him all the time I don’t think I would have managed it. My job was my haven.... [1: Wife, AD]

A Sense of Powerlessness

Despite applying different strategies to deal with the situation, sharing lives with a relative with YOD was related to
a sense of being powerless. Especially partners expressed loss and grief as the relative no longer was able to be an active
part of their lives. Not being able to influence disease progression was experienced as unbearable, especially in the early
phases of the disease. However, family members to a relative with a progressive type of dementia experienced that the
relative’s conscious suffering decreased as the disease advanced, while their own level of suffering was difficult to endure
throughout the entire trajectory.

It is especially when I am with my children and grandchildren that I think of what we could have done together. It is difficult but
it is really my own grief as he is not capable to grieve or miss our life at all. [4: Wife, AD]

In contrast, having a relative with dementia due to Wernicke-Korsakoff’s syndrome was related to another type of
powerlessness. Family members described that the relative’s cognitive status had improved after they had stopped
abusing alcohol. This made them reflect on their relative’s health perspectives rather than when the relative would pass

away.

It depends on how much she will improve. I would imagine that there is a limit, but I don’t know. I cannot see into the future or
so. I find it hard to believe that she one day suddenly wakes up and is independent, I don’t think so. But you never know, maybe.
She is still young, that’s the thing. The brain is healing. [6: Son, WKS]

In the earlier phases of dementia, family members described frustration and anger that they were unable to influence
important decisions, as the responsibility to make decisions was left to the relative himself/herself. From the family
members’ perspective, accepting care or support was considered pivotal to the relative’s standard of living. Yet, the
relative often declined support which meant that family members remained solely responsible for his/her safety and
wellbeing.

He refused home care, shut the door in their faces. He did not want, opened the door again and said, “No thank you I am okey”.
[3: Sister, FTD]

Family members described not being able to influence care services and experienced that support was mostly approved
based on predefined standards and financial aspects, and not based on the individual’s needs. Some described that they

were in the hands of care manager’s good will.

She (social care officer) told me that “Your application is at the bottom of this pile of papers now and I don’t know when I get
the time to consider it”. When you find yourself in a desperate situation it is not what you want to hear. [4: Wife, FTD]

Still, contact with professionals at the memory clinics was described as important even if these professionals had no

power to influence the social welfare services.

They have different approaches. The doctor has one way to look at it, focusing on the need of care and support. While the others
(social welfare organization) sit and count money. [10: Husband, AD]

The lack of support from health care organisations and authorities was described as critical and generated feelings of
powerlessness. In some cases, affecting their psychological and physical wellbeing negatively.
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Later my whole body crashed, everything crashed, I could not walk. My body was in a state of emergency associated with
stress. It still is sometimes. [9: Son, FTD]

Some family members described a sense of relief and freedom as they had relocated the relative to a nursing home. The
relocation meant that they re-gained some influence over their own lives. Still, some reported that they could not move on
in life before their relative had passed.

Now I am feeling great. I have met a woman a couple of years ago, so I am living in a new relationship. But I have decided not to
divorce my wife, because it does not change anything...I still bring her home for a weekend every month. [8: Husband, WKS]

All family members reported a drastic change in life due to a relative being diagnosed with YOD. During the onset of
symptoms leading up to the diagnosis, most family members described that they had no previous experience of dementia.
Initially, the thought and insight of taking on responsibility for the relatives’ care and wellbeing was experienced as
challenging. To handle the responsibilities, while also managing other obligations and roles, was described as difficult.
This at a time when they also had to deal with the grief of seeing the cognitive functioning and health of a loved one
deteriorate, as well as with feelings related to a drastically changed life situation.

Discussion

Family members of persons with YOD described their situation as life-changing. Our findings highlight the importance
of better attending to the specific needs of family members of persons with YOD. Becoming responsible for a relative
with YOD is difficult, and most experience a strong sense of powerlessness and distress, despite their best efforts to deal
with the situation.

Our findings suggest that family members had different strategies and tried to manage their situation. This is in line
with previous research'' ™' as family members have been described to use both adaptive and dysfunctional strategies as
means to cope. In our study, adaptive strategies were used such as seeking information, revealing the diagnosis to others,
and preparing for the future. Monteiro et al'®> showed that such strategies had a positive impact, as they reduced
depression, anxiety, and stress. Planning for the future was a beneficial strategy, even if it was difficult to plan ahead due
to uncertainty of disease progression and lack of support, thereby contributing to feelings of powerlessness and distress.
Our findings are in line with Bannon et al,'! indicating the need for psychosocial interventions which could help facilitate
family members and relatives with dementia to cope with their situation. We also argue that family members need
information about financial and legal aspects, as well as professional support that can help to increase the family
members’ awareness of their own needs, in line with previous research of Contreras et al.> Based on the above, it is
essential to increase the awareness of family members adaptive coping strategies during different phases of YOD.

According to Contreras et al,> family members experience caring for persons with dementia as stressful, burdensome,
and isolating. This is in accordance with our findings as family members in our study described powerlessness as they
were unable to influence various decisions and disease progression. Another aspect was the relative’s gradual inability to
share responsibilities with the family member, adding to the burden especially among persons feeling isolated due to their
relative’s diagnosis. It became clear that family members needed guidance throughout the disease trajectory and someone
to share the responsibility with.

Previous research also shows that as the disease progresses, family members are faced with new challenges and are
compelled to make decisions, despite feeling insecure.'” Based on our findings, we also argue that taking over
responsibility from the relative and becoming the main decision-maker was experienced as overwhelming. Shanley

et al®*

suggest that family members are not prepared to make decisions on behalf of the relative and emphasize the
importance of support/interventions early during the disease trajectory. They also point out the need of care professionals
to be active in guiding family members throughout the disease trajectory and help plan and prepare for the future.
Consistent with previous research,” the decision to relocate the relative to a nursing home was described as the toughest
decision the family members had to make. In the interviews, the family members described that they constantly had to
make decisions on behalf of their relative; however, the decision to relocate was clearly defined as the most difficult

decision by all. One reason for this might be that this was a decision closely related to a great level of guilt and feelings
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of having abandoned the relative. Contreras et al® report that lack of sufficient support at the beginning of the disease
trajectory causes unmet needs that may lead to difficulties later. Our findings emphasize the need of educational
interventions that would increase awareness about YOD among social care workers and other healthcare professionals
outside of specialized memory clinics.

The findings show that being responsible for a relative with YOD, differed depending on the relationship, as did daily
life for family members who were cohabitants compared to adult children or siblings. Still, adult children and siblings
also described a drastic impact and a change in roles when they were forced to take on responsibilities such as care and
wellbeing of their relative. None of the adult children in our study had been living together with their parent at onset of
symptoms, nevertheless it is important to acknowledge that children of a person with YOD may put off moving out/away
due to the parent’s need of support. However, previous research shows that family members who are not considered to be
the primary caregiver often experience that healthcare professionals do not address their specific needs.”' All family
members described pushing their own needs aside as they needed to constantly focus on the needs of the relative. Our

findings are in line with Clemmensen et al,'”

as they reported that family caregivers, regardless of relation to the relative
focused on the needs of the person with dementia, suggesting that family members were only able to recognize their own
needs in retrospect. This emphasizes the importance of further education and research on how to support family members

to persons with YOD throughout the entire disease trajectory.

Strengths, Limitations, and Future Directions

A strength in the present study design is that different family members were included and not only family members as
primary caregivers. In addition, the cause of YOD differed: Alzheimer’s disease, frontotemporal dementia and Wernicke-
Korsakoft’s syndrome. Combined this provided a possibility for a holistic description of family members’ experiences of
living close to a person with YOD. Another strength was the design to follow-up with a second interview, as it made it
possible to ask additional questions and clarify uncertainties from the first interview.

Family members of persons with YOD have specific needs. Still, our findings may be transferable to other settings
and groups, such as family caregivers of persons with late-onset dementia (LOD). The experiences of social conse-
quences may also be transferable to younger family members of persons with other types of neurodegenerative disorders.

One limitation was the heterogeneity in our sample. Only three siblings and adult children participated. This may
affect the trustworthiness of the results regarding potential differences between partners, siblings, and adult children.
Previous research shows that there is a difference between the level of strain, distress, and perceived control, when
comparing family caregivers of persons with Alzheimer’s disease and frontotemporal dementia.”? There are some studies
focusing on the experiences of spouses/caregivers of persons with young-onset frontotemporal dementia® and
Alzheimer’s disease.”* However, there is a need of further research focusing on the needs of specific groups of family
members and how their needs vary, for example depending on their relationship and type of dementia. In addition, social
care workers and health care professionals outside the memory clinic settings play an important role in providing care
and support for family members throughout the disease trajectory. Because of this, research should also focus on
increased level of awareness and responsiveness to specific needs in YOD.

Conclusion

Our findings emphasize the need to increase education, understanding and awareness of family members' specific needs
when living close to a relative with YOD. In order to support and empower family members, it is necessary to provide
guidance throughout the disease trajectory. Such guidance and support have to be tailored to individual needs and
provided by professionals with knowledge about YOD. Healthcare professionals need to understand what mechanisms
family members use as strategies to cope. Therefore, educational interventions are of importance as it increases the
understanding of what these family members need.

Abbreviations
YOD, young-onset dementia; AD, Alzheimer’s disease; FTD, Frontotemporal dementia;, WKS, Wernicke-Korsakoff’s
syndrome; LOD, Late-onset dementia.
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