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Dementia is recognised as one of the major global health and social care challenges of present times. When the onset of dementia
occurs in midlife, there is an increased possibility that there are children and young adults involved who are dependent on the
parent concerned. Te aim of the study was to describe health and social care professionals’ experiences of identifying and
supporting children and young adults with a parent with dementia. A qualitative descriptive approach was carried out with
individual interviews of health and social care professionals, using a semistructured interview guide.Tirteen participants in rural
and urban areas in Sweden were interviewed. Te overarching theme, advocating a forgotten group with three categories were
identifed. Tey combine and refect health and social care professionals’ experiences of identifying and supporting children and
young adults with a parent with dementia. Health and social care professionals who encountered children and young adults with
a parent with dementia described how they were not sufciently trained in supporting this group and identifed a general shortage
of available appropriate support services. Te children and young adults were also described as a forgotten and overlooked group
in need of afrmation and support in a more systematic way.

1. Introduction

Dementia is recognised as one of the major global health and
social care challenges of present times [1]. Dementia can
entail signifcant consequences for the health, well-being,
and life course not only for the person with the diagnosis but
also their family [2]. Tere is a tendency in society to equate
dementia with aging and older people [3]. While aging is the
biggest risk factor, persons under the age of 65 years are also
at risk of developing dementia. Te worldwide prevalence of
younger onset dementia (YOD) has been estimated to be 119
per 100.000 population corresponding to 3.9 million people
[4]. Alzheimer’s disease is the most prevalent cause of YOD,
representing 15 to 40% of the people diagnosed. Other
causes of YOD are, for example, frontotemporal dementia,

Huntington’s disease, Lewy body dementia, and vascular
dementia [5]. Te majority of persons with dementia in
Sweden (72%) reside in the community with persons with
YOD less likely to receive support from home care services
than their older peers [6].

As the onset of symptoms of YOD often occurs in
midlife, the person with dementia may also be a parent to
children and young adults who are dependent on them. In
these situations, the children and young adults often become
key players in the provision of care. In Sweden, it has been
estimated that approximately one in every fve Swedish
adults over 18 provide care for a dependent family member
in their own homes and that 12% of these informal care-
givers are aged between 18 and 29 years (National Board of
Health and Welfare [7]). In a survey in Sweden of 2,424
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secondary school students aged between 15 and 16 years, 7%
reported that they provided substantial family caring, and
3% reported that they missed out from school at least once
a week to care for a family member [8]. Tis is in line with
other research, showing that the percentage of children
providing care to a dependent family member in in-
dustrialized countries is generally estimated to be between 2
and 8% [9].

In the literature, terms such as: “young carers” and
“young adult carers” are frequently used to describe children
and young people who are supporting a family member with
severe illness (e.g., [9]). However, not all family members of
people with severe illness identify themselves as carers. For
this reason, we have chosen to use the term “children and
young adults with a parent with dementia,” regardless of the
terminology used in referred sources. In this study, the
children we refer are aged under 18 years, and young adults
are aged between 18 and 24 years (although some of the
literature refers to slightly diferent age spans).

Previous studies investigating children’s and young
adults’ experiences of having a parent with dementia have
shown that the family situation had a signifcant and en-
during impact on their lives (e.g., [10]). More recent research
has highlighted the experiences and needs of the children
and young adults [11–15]. Prior to receiving a dementia
diagnosis, family life was overshadowed by lengthy periods
of uncertainty and distress, which impacted the children and
young adults negatively [13, 14]. Roles in the family changed,
with the children and young adults taking on a more
supportive role while receiving less support from their
parents (e.g., [13]). Te children and young adults struggled
to balance their own needs along with the needs of their
families (e.g., [15]), worried about the future [14], and ex-
perienced stigma [11].

Tere is a need for improved support for the children
and young adults [14] and to see the family as a unit [13].
Support needs identifed concerned practical matters such as
fnding strategies to manage their situation and accessing
professional care for their parent. Tere was also a need for
fnancial support and emotional support from health and
social care professionals and from peers with similar ex-
periences [14, 16]. Access to support from professionals who
have knowledge of YOD has been described as pivotal by the
children and young adults concerned [17]. For various
reasons, children and young adults are sometimes reluctant
to reveal their situation to others and seek support. Tis can
be interpreted as a means of protecting their parent or
themselves from social exclusion, or fear of being separated
from their parent. Learning about YOD and about their
rights as caregivers was described as empowering [17].

Although children’s and young adults’ experiences and
needs when they have a parent with dementia have been
extensively described [11–15], health and social care pro-
fessionals’ knowledge about and experiences of supporting
this group has received little attention. A web survey among
Canadian nurses (licensed practical nurses, registered
nurses, and specialist nurses) identifed a knowledge gap in
relation to identifying children and young adults who have
parents with dementia and how to support them [18].

Previous studies exist describing professionals’ expe-
riences of supporting children and young adults with
family members who have various types of mental or
physical conditions. For example, Leu and colleagues [19]
who interviewed physicians, nurses, and social workers
identifed a lack of awareness of the situation for children
and young adults living with parents with severe illness.
Te fndings suggested that checklists, screening tools, and
age-adapted written information could be helpful to raise
awareness, identify children and young adults, and provide
appropriate support. Further, they considered peer sup-
port as potentially benefcial for the children and young
adults. Te professionals reported a lack of support for this
specifc group and suggested that interprofessional net-
works and backup would enable professionals to better
support children and young adults with a parent with
severe illness. In a web study carried out by the same
research group [20], less than one half of professionals in
education, health and social care were familiar with the
term young carers (or similar terminology). Social care
professionals were most likely to ofer support. Counsel-
ling was the most common type of support followed by
peer support and emotional support.

Te WHO [21] states that when young adults lack pa-
rental guidance and support where they live, learn, and
grow, it can undermine their physical, psychosocial, and
emotional development. Chirico et al. [13] emphasise the
signifcance of children and young adults accessing pro-
fessionals with expertise in dementia care and the accessi-
bility of resources. Te absence of such facilities acted as
a barrier in communication and receiving support for the
children and young adults. Tis study is carried out in
Sweden and according to Swedish Agency for Health
Technology Assessment and Assessment of Social Services
[22], a lack of knowledge exists in how to successfully
support young family members to persons with dementia.
Furthermore, little is known about how health and social
care professionals experience their role in identifying and
supporting children and young adults with a parent di-
agnosed with dementia.

2. Aim

Te aim of the study was to describe health and social care
professionals’ experiences of identifying and supporting
children and young adults with a parent with dementia.

3. Materials and Methods

Tis study adopted a qualitative descriptive approach [23].
In this interview study, the authors aimed to capture the
experiences of health and social care professionals of
identifying and supporting children and young adults with
a parent with dementia. Employing a qualitative inquiry
facilitates participants to describe and create meanings of
their distinctive experiences; this in turn leads to the de-
velopment of knowledge in relation to a phenomenon in
question.Tis approach enables researchers to delve into the
nuances of how participants perceive and navigate various
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aspects of life, thereby uncovering both intended and un-
intended outcomes, and shedding light on complex human
phenomena [23].

3.1. Study Context. According to the Social Services Act in
Sweden [24], local authorities (municipalities) are obliged to
provide support for family caregivers. Te support is com-
monly delivered by family caregiver advisers and “dementia
nurses,” with a background in social work and/or nursing.
Te Social Services Act [24] does not specifcally mention
children and young adults as caregivers; however, it is stated
that the social services are responsible for securing safe and
nurturing living conditions for children and young adults.
Support to family caregivers of people with dementia is also
provided by health care professionals and hospital social
workers in primary health care and cognitive specialist units,
under the regulation of the Health Care Act [25], which states
that children’s needs of information and support should be
met when a parent is physically or mentally ill or upon the
parent’s sudden death. Children’s rights are also stated in the
Swedish implementation of the United Nations’ Convention
on the Rights of the Child [26]. According to the Swedish
National Board of Health and Welfare [27], eforts should be
made to ensure that children and young adults are relieved of
caring responsibilities that are not regarded as reasonable in
relation to their age and maturity.

3.2. Participants. Participants were recruited using pur-
poseful sampling [23] including persons who in their pro-
fessional role encountered and supported children and
young adults with a parent with dementia. All participants
were initially invited via e-mails through patient organisa-
tions, cognitive assessment clinics, and municipalities. A
total of 13 participants were included and completed the
study, 12 of whom were women. Eight participants were
employed as family caregiver advisers or dementia nurses by
municipalities, three were hospital social workers in cog-
nitive assessment units, one was a dementia nurse, and one
was a registered nurse in a cognitive assessment unit. Tey
were employed and worked in various parts of Sweden, both
rural and urban areas. Four participants had experience of
working at summer camps for children and young adults
who had a family member with dementia. Educational
backgrounds varied among participants; fve participants
were educated as social workers, another fve were registered
nurses, and three participants were enrolled nurses. Most
participants had further education in care and support of
persons and families living with cognitive impairment, with
up to 30 years of experience in present employment (median
5 years). Te participants’ characteristics are summarized in
Table 1.

3.3. Data Collection. Semistructured interviews were con-
ducted by fve of the authors (AJ, JS, RH, US, and ÅC), who
have previous experiences of interviewing and carrying out
qualitative research. Te interviews were performed via
Zoom (n� 12) and via telephone (n� 1) in line with the

preferences of the participants. During the interviews,
participants were asked about their experiences and strat-
egies of supporting children and young adults (maximum
24 years of age), and resources available to support young
caregivers. All interviews were audio-recorded, upon con-
sent of participants, and transcribed verbatim by the au-
thors. Te length of the interviews varied between 29 and
84minutes (median 64).

3.4. Data Analysis. Qualitative content analysis, inspired by
Graneheim and Lundman [28] was used to analyse the data.
Initially, the transcribed interviews were read through to get
a sense of the whole. Meaning units were then extracted,
condensed, and grouped into subcategories and categories.
A manifest approach was used in identifying meaning units,
condensing them and creating subcategories, and categories
adhering closely to the literal meaning of the text.Tereafter,
a latent approach was used to create the fnal overriding
theme, all in keeping with recommendations from Grane-
heim and Lundman [28]. Tree of the researchers (MT, AJ,
and US) conducted the analysis and all authors were in-
volved in the construction of the categories and
overriding theme.

3.5. Ethical Considerations. Ethical considerations stated in
the Declaration of Helsinki guided the authors in this study
[29]. All participants received verbal and written in-
formation about the study, explaining the voluntary nature
and confdentiality of participation, that they could with-
draw their participation at any time and that the data would
be handled with confdentiality. Tis study was conducted in
accordance with the International Committee of Medical
Journal Editors [30]. Written consent was obtained before
the interview started. Te study was approved by the
Swedish Ethical Review Authority (Dnr 2021-05422-01).

 . Results and Discussion

4.1. Advocating a Forgotten Group. Te overarching theme
Advocating a forgotten group represents how health and
social care professionals championed the needs and rights of
children and young adults (with family members with de-
mentia) who were not always visible. An overview of the
fndings is presented in Table 2.

4.2. Engaging with an Overlooked Group. Te category En-
gaging with an overlooked group describes health and social
care professionals’ eforts to discover the children and young
adults and identify their needs. Tere were also ambitions
and aspirations to give voice to what was regarded as an
unheard group. Te following subcategories were identifed;
Locating children and young adults and assessing needs,
Working beyond the scope of employment, and Striving for
voices to be heard.

4.2.1. Locating Children and Young Adults and Assessing
Needs. Children and young adults were described as not
actively seeking contact with health and social care services.
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Participants felt obliged to fnd and support these children
and young adults. It was not always clear if young children
and young adults were involved when a person was under
assessment or when they received a diagnosis. Te children
and young adults were described as often neglected and
isolated. A lack of communication and cooperation be-
tween health and social care providers was described as
aggravating creating barriers to identify and subsequently
ofer support. Te planning of care and support for the
person diagnosed with dementia lacked a family per-
spective. Participants described how some parents wanted
to protect their children or young adult by avoiding contact
or assistance outside the family. Due to the perceived
stigma of the condition, several participants also argued
that parents tried to shield the children and young adults
from the reality of the situation by excluding them from
visits to health care professionals.

“Tere is such a stigma about the disease. I think that the
parent who receives a diagnosis, even if they have a healthy
spouse, are trying to protect the children by excluding them.
Tis is completely wrong as the children are so incredibly
involved back home” (P.5)

Participants also pointed out difculties in convincing
other professionals and policy makers of the children’s and
young adults’ vulnerability. Tese difculties were partly due
to the condition being regarded as a disease seen in old age
and that the parent diagnosed with YOD did not appear
unwell and could carry out daily activities.

4.2.2. Working beyond the Scope of Employment.
Participants described how they worked beyond their scope
of employment in supporting children and young adults as
opposed to adults. It was formally within the scope of their
job description to support adults. Participants experienced
a lack of guidance in managing situations involving children
and young adults.

“Eh. . . but then, of course. . . you must have turned 18. So,
if you’re younger than that, then. . . there’s not much help
available!” (P.1)

Participants described an uncertainty about meeting
children and young adults, with regard to lack of training,
mandate, and/or competence to provide support to children
and young adults. Some stated the importance of working
closely with a colleague in these specifc situations. Other
participants felt that they were working alone, lacking input
and collaboration with colleagues and team members. Par-
ticipants who were actively engaged in arranging summer
camps for children and young adults living with a parent with
dementia were satisfed with the support and service they
ofered. Although not always formally part of the scope of
employment, participants described a commitment and sense
of responsibility towards the children and young adults. It was
important to show the children and young adults that support
was close at hand, and not to let go.

“. . .Who will take care of these children? It’s not actually
me who’s supposed to do so, but there’s no one else so . . .

I’ve taken every case. . . but there are no routines, etc. like
who’s supposed to do what. It’s like this if a case comes up
. . . it usually ends up being me anyway. . . it’s not that great
actually.” (P.1)

4.2.3. Striving for Voices to be Heard. Participants high-
lighted the need for children and young adults to talk about
their situation although they often did seek support or take
initiative for such conversations themselves. Children and
young adults were described as a group of unheard voices,
for whom the participants were advocating and striving to
make heard.

It was important to have knowledge of the help-seeking
behaviour of children and young adults. Many children and
young adults were described as withholding information
about their parent with dementia from their friends and

Table 1: Participants’ characteristics.

Sex Employment Education Employer

Experience in
care of

people with
dementia (years)

Experience in
present work
role (years)

1 Female Dementia nurse Registered nurse Municipality 20 20
2 Female Dementia nurse Registered nurse Municipality 38 38
3 Male Family caregiver adviser Enrolled nurse Municipality 15 1
4 Female Family caregiver adviser Social worker Municipality 31 31
5 Female Dementia nurse Specialist nurse Region 39 17
6 Female Family caregiver adviser Enrolled nurse Municipality 20 4
7 Female Family caregiver adviser Social worker Municipality 13 10
8 Female Dementia nurse Registered nurse Cognitive assessment unit 40 20
9 Female Hospital social worker Social worker Cognitive assessment unit 7 5
10 Female Dementia nurse District nurse Municipality 41 39
11 Female Hospital social worker Hospital social worker Cognitive assessment unit 31 27
12 Female Hospital social worker Social worker Cognitive assessment unit 30 30
13 Female Family caregiver adviser Enrolled nurse Municipality 22 22
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others in their surroundings. Participants had also experi-
ence of meeting children and young adults who expressed
severe anxiety, panic attacks, eating disorders, or self-harm
behaviour. It was described that children and young adults
had a profound need for, and were comforted by, talking to
others in similar situations, both in group sessions on social
media and at the summer camps. Meeting peers in similar
situations empowered the children and young adults to talk
about their situation.

“So, when we meet at these (summer) camps . . .you get the
feeling that fnally there is someone here who understands
how it is. . . as neither the school nurse or others do” (P.2)

Participants stated that they had worked actively to
promote contact between the children and young adults with
policymakers and decision-makers. Tese meetings en-
dorsed the voices of children and young adults about their
situations and were deemed more likely to impact change
than the eforts made by the professionals in their roles.

4.3. Understanding the Complexities of the Situation. Te
importance of understanding complexities of the family
situation was highlighted when meeting and tailoring
support for the children and young adults. Tis was de-
scribed as a multifaceted and challenging task, dealing with
both emotional and practical needs. Te children’s/young
adults’ everyday lives were impacted on many levels by their
family situation. Te following subcategories are included;
Acknowledging a desire to ft in, Recognising the diversity of
needs, and Tailoring support to meet needs.

4.3.1. Acknowledging a Desire to Fit in. Participants high-
lighted the children’s and young adults` desire to ft in and
not deviate from their peers both in terms of the home
situation and in school. Prerequisites of normality were
described in both social and practical contexts and included
fnancial stability.

Children and young adults often felt obliged to take
responsibility in the home for their siblings’ and parents’
well-being and needs. Participants often described an ab-
sence of an adult in the home who could provide help with
homework, and fnance food, new shoes, or a haircut and
recreational activities. Tis assistance was regarded as es-
sential for the child/young adult to manage everyday life
without feeling stigmatized. Many participants highlighted
the needs and desires of the children and young adults to be
like their peers and have their school as a safe place. For
some children and young adults, the school ofered support
through the school nurse or counsellor. However, not all
schools were aligned in their responsibilities claiming that
they were not responsible for the pupil’s home situation. In
some cases, children and young adults who were referred to
the school counsellor for support did not approach the
service due to a possible fear of stigmatization.

“. . . there are those who don’t want to go to the school
counsellor as it would be noticed by school friends if they

had a meeting with them, it can be a bit sensitive for
children in certain age groups. Tey don’t want to stick
out. . . sometimes the children have assumptions that the
school counsellors are a bit odd. . .” (P.11)

In some situations when participants guided the children
and young adults to existing support, it was not always acted
upon as the support ofered did not meet actual needs.

Participants explained that they needed to be mindful of
the need to ft in when guiding the children and young adults
to forums where they could seek help outside of school time.
Te youth guidance centre was described as an accepted
place to seek help. Te importance of meeting others in
a similar situation was described and could be achieved
through support groups, closed groups on social media, or
summer camps designed for children and young adults.
Family caregiver advisors acknowledged a need for the
children and young adults to know that they were not alone
and that there were others of their own age in similar
situations.

“I think that the needs I need to meet are . . . if not fully but
partly meet. . . and they may not always be aware of the fact
. . . they need to understand that they are not alone in this
situation.Tat there are people their age who have the same
thoughts, feelings and practical concerns with loved ones as
they do.” (P.3)

4.3.2. Recognising Diversity of Needs. Inconsistencies re-
garding whether the parent’s dementia diagnosis played
a role in relation to the children’s and young adults’ needs
existed. Diferences in needs were identifed according to the
age of the child and young adult, if concerns about genetic
components of dementia were present and concerns about
their own health (present and future), and for family
planning. Diversity of needs also entailed the diagnosis itself
and how it impacted the daily life of the family. Tese needs
varied depending on the parent’s symptom, e.g., if the parent
did not recognise them, if they carried out heavy household
chores, or if the parent had behavioural symptoms. Based on
the parent’s symptoms, the participants stressed the im-
portance for the children and young adults to fnd individual
strategies to deal with their situation. In addition, partici-
pants had to reassure the children and young adults that they
were entitled to help regardless of the parent’s diagnosis
or needs.

It also emerged that children and young adults expressed
concerns regarding the possibility that the healthy parent could
become ill. Consequently, participants described how the
children and young adults could clearly express a loyalty to
both parents which in turn could impact on their own well-
being. Tey tended to do everything possible to support the
healthy parent, with knowledge that the other parent would die.

“Many times these children . . . want to protect their
“healthy” parent, like when they talk about their parent
(with dementia) about what they did like Dad did this or
that, then the other parent could get upset and cry or the 6
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Health & Social Care in the Community opposite . . . In-
stead of sharing they tend to internalise things. It is when
they speak of these experiences we can act and provide
support.” (P.5)

Practical needs were also described, such as fnancial or
informational needs about the parent’s condition. Children
and young adults were described as having various degrees
of knowledge not always being aware if their parents had
a diagnosis, and if so, what the diagnosis meant. Participants
also described how the children and young adults had
a diversity of beliefs and convictions. Some believed that the
condition would soon pass by itself compared to those who
searched the Internet fnding dramatic depictions of de-
mentia. Knowledge about the trajectory of the disease and
the structure of the brain was highlighted as crucial for
understanding and developing coping mechanisms. Re-
garding gaining an understanding of the parent’s changing
behaviour, participants observed that this occurred pri-
marily when the children and young adults met in groups. In
some cases, participants described that they represented the
children and young adults in order to create contacts to
receive knowledge and support from society, which included
applying for grants and support for the parent, etc.

“It is quite clear that if you have knowledge, it is easier to
support in a way. . . you feel more secure if you have
knowledge.” (P.5)

4.3.3. Tailoring Support to Meet Needs. Participants de-
scribed how support ofered by society was not always
adapted to the children’s and young adults’ needs. It was
primarily designed and constructed for adult family care-
givers. Tis was also evident in the organizational structures
and the reluctance of other professionals to cooperate in
delivering support to these children and young adults.

Children and young adults were considered as a specifc
nonhomogenous group, with a wide spectrum of needs.
Emotional support for the children and young adults was
described as a means of lightening the burden of caring for
their parent. Emotional support was ofered though formal
and informal meetings helping and guiding the children and
young adults at various levels and in various situations even
after the death of the parent. Participants highlighted their
commitment to trying to tailor support ofered to the needs
of the children and young adults.

“Well what’s the diference? Te others are adults (referring
to the how the support services are structured) . . . Tere is
a sense of wanting to protect these children and young
adults. If we don’t see them then who will. . .” (P.7)

Te participants stated that their function in many ways
resembled a bridge, or a sluice, where they could ofer
guidance and passage to the right type of support or
function. Tis support could entail meeting a professional
from the municipality, or tips about a website, or some type
of equipment. An obstacle identifed was the reluctance of

some children and young adults to converse with adult
professionals. Attendance at summer camps, which were
designed specifcally for children and young adults with
a parent with dementia, was successful in ofering oppor-
tunities to talk and have contact with peers and pro-
fessionals. Participants also spoke about support available
via social media and through contact networks for young
adults in similar situations. However, access to this type of
support varied throughout the country with the absence of
such support in small municipalities.

4.4. Building Trust and Relationships. Building trust and
relationships with the children and young adults was described
as important to gain an insight and understanding of the
situation. Building a trusting relationship took time, efort, and
long-term engagement. Te key to successfully building and
establishing a trusting relationship is further described in the
three categories: Having a fexible approach, Being competent
and having confdence, and Creating a safe environment.

4.4.1. Having a Flexible Approach. Participants spoke about
various forums they had created or worked within to support
young adults and children. Due to the diversity of the group,
it was important to tailor the structure of the meeting
according to the age of the children and young adults in-
volved. Tis required a fexible and creative approach when
organising meetings. For example, one participant used
drawing and painting during a conversation with a child and
young adult to enhance communication through a shared
activity. Regardless of the chosen approach, it was above all
important that the children and young adults felt com-
fortable and could guide the conversation at their own pace.

“When it comes to children and young adults you don’t
carry on like you would if you had a group of older people
where you just sit and talk without doing any activity at the
same time. With the children you can paint and talk si-
multaneously allowing the children to take commando of
the situation.” (P.10)

Other participants identifed the importance of meeting
the entire family to connect with the children and young
adults. In one clinic, people who had recently received
cognitive diagnoses were invited, with their families, to
a mingle evening at the clinic. Tis was regarded as a suc-
cessful way to establish contact and build relationships with
the families and the children and young adults and share
information about support groups, etc.

4.4.2. Being Competent and Having Confdence. In sup-
porting the children and young adults, it was important to be
focused and engaged and nonjudgmental. Staf and service
continuity were regarded as key aspects in building trust and
relationships with the children and young adults.

Some participants felt confdent in their roles and spoke
about working from intuitive experiences as opposed to
having an agenda. Conveying confdence and being a good
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listener when meeting with the children and young adults
were essential. It was also important for the participants to
know their limitations. For example, in situations where the
children and young adults needed support for self-destructive
behaviours, the social-care workers described the importance
of guiding them to the appropriate support service.

To build a trusting relationship included afrming the
severity of the child’s and young adult’s situation, that they
were living with a parent with a serious disease. Being honest
and maintaining a professional approach without ofering
false hope was vital in establishing trust.

“A lot is about daring. . . to be honest in a balanced way.
You cannot sit and say that this is to work out or something
like that, but it’s about serious diseases. From my point of
view, it is important not to give false hope that things will
get better.” (P.12)

Lack of confdence and competence was described as
impacting on meetings with the children and young adults,
resulting in conversations at a more superfcial level. For
meaningful meetings, it was important to be equipped to
hold conversations that embraced the real challenges and
dilemmas the children and young adults were facing.

4.4.3. Creating a Safe Environment. As home life and en-
vironment were regarded as playing important roles in
providing stability, comfort, and support, participants were
eager to gain insights into the children and young adults’
home situation. Participants explained how it was important
to create a safe and accepting environment for the children
and young adults. Promoting civil rights and the right to live
their life independently despite their family situation was
highlighted. It was important to have knowledge of the
children’s/young adults’ help-seeking behaviour, which was
not always easily identifed, and guide them to the services
they were likely to use.

To assess the home environment, it was important for
the participants to make home visits and gain an intimate
view of the family’s situation and foster relationships. Home
visits helped build a picture of the children and young adults’
home life and assess child protection issues for those aged
under 18 years. Despite the importance of home visits, it was
described that most of the children and young adults pre-
ferred to meet the social care worker at their ofce.

Te participants who worked at summer camps also
explained how they did their best to create a safe and
accepting environment for the children and young adults.
Te camp participants could understand and relate to each
other’s situation, and the staf were all well versed. During
the time at the camp, the children and young were en-
couraged to get to know each other and have fun.

“Tey open up. . . but you can sort of let them be. . . so they
can have fun, play football. . . I spend a lot of time with
them and am totally engaged” (P.2)

After attending the summer camps, many of the children
and young adults become members of the “Young Relatives

Network” (in Swedish SNUA). Tis organization enables
them to keep in touch with each other and exchange
experiences.

5. Discussion

Tis is one of the frst qualitative studies to describe health
and social care professionals’ experiences of identifying and
supporting children and young adults with a parent with
dementia. Te overarching theme Advocating a forgotten
group represents the main fndings of this study. Te di-
versity of dementia, family prerequisites, social and eco-
nomic factors, etc., means that there is no one typical
situation for a family living with dementia. Children and
young adults may struggle to understand the impact of the
consequences of dementia on their own lives and how to
support their parents. Te present fndings highlight a need
to develop support services tailored specifcally for the needs
of these children and young adults; this is in line with
previous research [14].

In the present fndings, health and social care pro-
fessionals who encountered children and young adults with
a parent with dementia described that they were not suf-
ciently trained in supporting this group and that there was
a general shortage of appropriate services available. Similar
experiences were voiced by Canadian nurses in a study
conducted by Newman et al. [18], who highlighted a need for
developing support in the form of online support resources,
which are often preferred by young users due to accessibility
and anonymity, which in reality is less associated with stigma
than face-to-face meetings. Te study by Masterson-Algar
and colleagues highlights a need to garner support for adult
carers in relation to structure, design, context, language, and
content to ft younger users [31].

Health and social care professionals described how they
ofered and provided diferent types of support to children
and young adults in the form of emotional support, in-
cluding family and networking, providing illness-related
information, practical skills, counselling, and possibilities
of connecting with peers.Tis is in keeping with the research
carried out by Frech et al. [20] who investigated support
provided by professionals in education, health care, and
social care. In this study, connecting with peers was seen, in
the summer camps, as a powerful tool to increase knowledge
and self-efcacy of the children and young adults with
a parent with dementia.

Participants in this study did not mention the use of
standardised questionnaires or checklists in their work to
help identify and support children and young adults.
However, they highlighted frequently a general necessity to
strengthen the identifcation process of children and young
adults with a parent with dementia. Te children and young
adults were described as a forgotten and overlooked group in
need of afrmation in a more systematic way. Previous
research has shown that professionals consider standardised
questionnaires and checklists as helpful in identifying and
supporting children and young adults who care for a person
with dementia [18, 19]. It is likely that the use of ques-
tionnaires in practice could contribute to a greater awareness
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of the existence and needs of children and young adults with
a parent with dementia, and to establish support. However,
our fndings indicate that there is also a need for authorities
to clarify the responsibilities and forms of support given by
various providers.

Our fndings show how eforts were made by partici-
pants to locate children and young adults to a parent who
had received a dementia diagnosis and identify their needs.
Tis was viewed as empowering the children and young
adults who were otherwise regarded as an unheard group.
Chirico et al. [32] highlight the signifcance of providing
counselling and support to the persons and their families
upon receiving a diagnosis of dementia, to aid in their
adjustment to the situation. Nordenfors et al. [8] describe
young caregivers in Sweden as a hidden population whose
situation is not a topic of discussion.

Our fndings also highlight how children and young
adults did initiate contact with the school counsellor as
there was a reluctance to stick out among peers by visiting
the counsellor during school time. Te broad spectrum of
age both of parents and children and young adults makes
them a heterogeneous group with a variety of needs. Te
complexity of the situation was described as impacting on
most parts of the children’s and young adults’ everyday
lives. When young adults lack parental guidance and
support in their life, it can undermine their physical,
psychosocial, and emotional development [21, 33]. Each
child or young adult described required individual strat-
egies for support, with the participants working beyond
their role of duty to achieve this. Previous research [16]
promotes the need to develop support services tailored to
the needs of children and young adults living with parents
with dementia.

It is also argued how the situation may have a disruptive
efect on the children’s physical, emotional, cognitive, and
social development [33]. Previous research of young adults’
experiences of parental dementia shows that it can lead to
signifcant emotional, mental, and psychological issues and
have an enduring impact on lives [10, 34].

Te Swedish Health Care Act [25] states that children’s
and young adult’s needs as a relative should guide the
support. Although the target group children and young
adults as relatives is not explicitly mentioned in the Swedish
Social Act, the municipalities have according to other
provisions in this law responsibility for children and young
adults to have a safe upbringing, protection and support, and
also for preventive eforts. Patton [23] highlighted barriers
related to restrictive legislative frameworks, stigma, and
community attitudes. Our fndings show how the legislative
framework in Sweden evoked some frustration among
professionals creating difculties to work as a team across
the legal boundaries.

Viewing children and young adults with a parent with
dementia as a forgotten group is in line with previous re-
search on children and young adults who are supporting an
ill parent (e.g. [9]), despite the rising awareness in research
and policy-making of the vulnerability of this group [9, 27].
Finally, our fndings indicate that there is still a need to
increase the eforts to identify and support these children

and young adults. It is important to add that there are also
potentially positive aspects to caregiving which have not
been in the spotlight in this study.

5.1. Limitations and Strengths. Te limitations and strengths
of this study have been highlighted following Lincoln’s and
Gubas’ [35] methodology of ensuring quality in qualitative
research using their four criteria for trustworthiness. Tese
criteria are essential for evaluating the rigor and reliability of
qualitative studies while focusing on confrmability, credi-
bility, dependability, and transferability. Tere were only 12
female participants and 1 male participant in the study,
which can be considered as a limitation. However, most
health and social care personnel are females [36]. Tis in
turn is representative of the participants in this study. Re-
garding the number of participants interviewed in a quali-
tative study, it is not possible to suggest in advance a specifc
number of interviewees or interviews according to Grane-
heim et al. [37]. It is the aim of the study which steers the
optimal amount of data gathered. Te inclusion of a large
number of participants in a study does not guarantee rich
data [37]. Furthermore, there are also a limited number of
health and social care professionals supporting children and
young adults with a parent diagnosed with dementia in
Sweden.

Five of the authors carried out the interviews.Tis can be
viewed as a methodological limitation due to possible var-
iations in interview styles and in interviewer-interviewee
relationships. In recognising these potential variations, in-
terviews and data collection were discussed within the team.
Furthermore, an interview guide was used, and all interviews
were audio-recorded with no signifcant variations noted.
Tree researchers conducted the analysis and engaged in
discussions with all authors after which consensus was
reached. Tis, in turn, enhanced the confrmability of our
study. In addition, the detailed description of the context
and inclusion of relevant quotations further contribute to
the study’s robustness and credibility. Strengths of this study
are the diversity of participants’ professions and geo-
graphical diversity. To enhance trustworthiness, a prede-
signed and tested topic guide was used, and to establish
dependability, the analysis process is explained in detail.

Te possible transferability to other settings is an area
which needs to be considered due to diferences in legis-
lations and organizational prerequisites between Sweden
and other countries. By providing a detailed description of
the study context and clearly outlining the central as-
sumptions, it enhances the reader’s ability to assess whether
the study results are transferable to other contexts or situ-
ations. Research (SRQR) guidelines according to O’Brien
et al. [38] have been used to improve the transparency of
this study.

6. Conclusion

Health and social care professionals who encountered
children and young adults with a parent with dementia
described that they were not sufciently trained in
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supporting this group and that a general shortage of
available appropriate services existed. Children and young
adults with a parent with dementia were also described as
a forgotten and overlooked group in need of afrmation and
support in a more systematic way.
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