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Objectives: Most studies have been concerned with the experiences and needs of
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llaria Chirico, Department of Psychology, spouses/partners and adult children of people with dementia. In this review,
University of Bologna, Viale Carlo Alberto children and young people's lived experience of parental dementia was investigated.

Pichat 5, 40127 Bologna, Italy,

Email: ilaria.chirico2@unibo.it Findings will inform both researchers and professionals in the area of dementia

care.
Design: A systematic literature search was performed in CINAHL, PsychINFO,
PubMed, Scopus, and Web of Science. A rigorous screening process was followed,
and a checklist for qualitative and observational studies was used to evaluate the
methodological quality of the studies. Narrative synthesis of the selected articles
was carried out.

Results: Twenty-one studies were included and a synthesis of the literature
revealed six themes. The first theme concerned the difficulties in dealing with the
diagnosis which was often preceded by a long period characterized by uncertainty,
confusion, family distress, and conflicts. The second theme discussed changes in
family relationships in terms of the role of children and young people in supporting
both parents and keeping family together. The third theme described the impact of
caring on children and young people who struggled to balance caring tasks and
developmental needs. The fourth theme showed consequences on children and
young people's personal lives in terms of education/career and life planning. The
fifth theme illustrated main adaptation models and coping strategies. The last theme
discussed the need for appropriate support and services based on a “whole family”
approach.

Conclusions: The included studies provide the basis for knowledge and awareness
about the experience of children and young people with a parent with dementia and

the specific needs of support for this population.
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Key points

1 | INTRODUCTION

Dementia is one of the major public health challenges in our societies.
Worldwide, around 50 million people have dementia, and there are
nearly 10 million new cases every year.! It has a huge physical,
psychological, social and economic impact on people with dementia
and their carers.2™* Globally, families provide the majority of care
consisting of both instrumental and emotional support for people
with dementia.> When symptoms get worse, persons with dementia
require more care and supervision by the “entire family unit” with
serious consequences on relatives' physical and mental health, well-
being, and social relationships.®

Although dementia mainly affects older people, 5%-10% of all
cases are estimated to start before the age of 65 years.”® It is
commonly known as “young-onset dementia” (YOD), and it has an
“out of sync” nature when compared with the normal life course.’~**
Indeed, individuals may still be working, raising families, have
dependent children and financial obligations like mortgages.!? In the
last decades the rise in YOD diagnoses along with the increase of
childbirth age and of reconstituted families has led to a higher
number of children and young people with a parent with dementia.
Actually, it is estimated that one-third of people with YOD have a
child under 18 years.*®

1.1 | Young carers

In the last decades, apart from dementia, the issue of living and/or
caring for a sick parent at young age has received increased attention
due to recent changes in society.** Nowadays, there is no universally
agreed international definition of the youth age group, and youth is a
more fluid category than a fixed age-group.'® Actually, increasing
numbers of young people tend to live in family home at their 30s, and
are still financially dependent on their parents, they attend university
courses or have temporary jobs.'¢”

In the case of parental disease, young people may be more
vulnerable due to their age and developmental needs that require
them to face the new life challenges (e.g., getting a job, attending
university, starting their own family) without guidance and support
by their parents.'®2° Statistics indicate that between 4% and 10%

e Children and young people living and/or caring for a parent with dementia are likely to
experience relevant changes in family relationships in terms of providing significant support
to both parents and keeping family together

e Parental dementia is likely to affect children and young people's choices, time perspectives
and life planning in relation to education/career, mobility, and personal lives

e Children and young people can assume similar levels of caring responsibilities to adult
carers, although they may be more vulnerable due to their age and developmental needs

e Appropriate support and care services are urgently needed to suit the needs of this pop-
ulation within a “whole family” approach

of young people care for an ill or disabled parent.2*?2 The term
“carer” (also known as caregiver) refers to anyone who carries out,
on a regular and unpaid basis, significant caring tasks for a friend or
family member who cannot cope alone because of an illness or
other condition.?® Caring responsibilities include practical tasks
(e.g., cooking, housework, shopping); physical and personal care (e.g.,
helping someone out of bed, get dressed or with intimate care);
emotional support and supervision (i.e., safety and health moni-
toring). These tasks are often carried out by young people without
supervision and assistance, and, in many cases, are comparable to
those fulfilled by adult carers.?* Furthermore, young people living
and/or caring for a sick parent tend to have more mental health
problems and more difficulties in behavioral, psychosocial, and ac-
ademic adjustment than their peers without an ill parent.?®>?* Since
caring can be viewed as a natural extension of family relationships,
young people often do not receive adequate support from public
authorities, social policy, health, and social services.?®?* Despite
these findings, most recent studies on the positive impact of caring
found that a higher sense of self-mastery, self-worth, maturity and
empathy are mitigated by the level of support that young carers are
provided with.?%?> Therefore, if adequate support is available,
positive aspects may coexist with the adverse outcomes of caring at

young age.?%

1.2 | The present study

While most research to date has focused on spouses/partners and
adult children of people with dementia, less empirical evidence exists
on children and young people's experience of parental dementia as
told by themselves. Based on studies with adult samples, parental
dementia in families with children and young people leads to greater
social and psychological impairment, damage, tension, hardship, and
family breakdown than it does in families with adult/middle aged
children.?’-22 The few available reviews’ ! focused on the experi-
ences of family caregivers of a relative with YOD. Specifically, the

.1 did not include studies on children and/or

9,10

review by Van Vliet et a
young people, while in two reviews results were discussed
without differentiating among adult and young offsprings. Hence, the

aim of this review is to fill this gap by systematically ascertaining the
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literature on children and young people's lived experience of parental
dementia and the psychosocial impact of the disease on their
development. Findings will inform both research about the
advancement of knowledge and social and healthcare professionals
working in the area of dementia care.

2 | METHOD

2.1 | Search strategy
The review follows PRISMA guidelines®* (Appendix 1). No protocol
was published or registered before commencing this review.

The literature selection included a search (Table 1) of articles
published only in English until 29 January 2020 in five databases:
CINAHL, PsychINFO, PubMed, Scopus, and Web of Science. Full
search strategy can be found in Appendix 2. In addition, reference
lists from reviewed papers were used to identify additional relevant
studies.

The screening process consisted of three stages: duplicate
removal, titles/abstracts screening, and full-text scrutiny. The titles
and abstracts of all studies were assessed independently by two re-
viewers (l. Chirico and M. Valente), and any discrepancy was resolved
by a third reviewer (G. Ottoboni) through discussion until an agree-
ment was reached. Finally, full-paper articles of any relevant titles/
abstracts were obtained and reviewed independently by two mem-
bers of the review team (I. Chirico and M. Valente) with reasons for
exclusion annotated; again, any discrepancy was resolved by a third
reviewer (G. Ottoboni).

2.2 | Inclusion/exclusion criteria
In this review, as to reflect current situation in the society, a broad
definition of the term “young people” was adopted.***> Specifically,
the term “children” refers to individuals aged 6-10 years, while the
term “young people” includes adolescents (11-18 years) and young
adults (19-35 years).2¢”

Articles were included if they focused on: (a) children (aged 6-10
years) and/or young people (aged 11-35 years) (i.e., population of
interest); (b) children and/or young people living and/or caring for a

parent with dementia (i.e., context of interest); (c) children and/or

TABLE 1 Search strategy s ht
earch terms

young people's experience of parental dementia as told by them-
selves (i.e.,, outcome of interest); and (d) they reported results of
peer-reviewed research based either on quantitative, qualitative, or
mixed method studies. Studies where only a subsample met the
eligibility criteria were included if outcomes focused on the popula-
tion of interest were separately considered and analyzed.

Articles were excluded if they focused on: (a) only spouses/
partners and/or adult children (i.e., not population of interest); (1b)
children and/or young people living and/or caring for a relative other
than their parent (i.e., not context of interest); (2b) children and/or
young people living and/or caring for a parent without disease or
with other diagnosis than dementia (i.e., not context of interest);
(c) causes of dementia, prevalence and incidence, medical consider-
ations, evaluation and assessment of interventions (i.e., not outcome
of interest); and (d) they did not report empirical findings. Due to the
exploratory nature of this review, there were no restrictions on the

type of data to look for and extract.

2.3 | Quality appraisal

The methodological quality of the included studies was assessed
using a quality checklist for observational studies with 23
criteria,®® and a quality checklist for qualitative studies with 12
criteria.®® If the criterion was met, it was rated with “a+” and

»

unmet with “a—,” and when the criterion was not completely met,
it was rated with “+/-." If the criterion was not applicable, it did
not receive any rating. The quality appraisal was carried out
independently by two members of the review team (I. Chirico and
M. Valente), and interrater reliability was substantial with a
Cohen's kappa of 0.75.57 After a consensus meeting with a third
reviewer (G. Ottoboni) both raters reached full agreement on the

quality ratings.

2.4 | Data extraction and synthesis

A standardized data extraction form®® was used to examine the main
characteristics (i.e., author/s, year, country, design, population, mea-
sures) and key results of the included studies. By using this form, key

d.39

issues of each study were identifie An inductive thematic anal-

ysis*© was used to synthesize data and generate main themes from

1. Child* OR adolescent* OR young adult* OR young caregiver*

2. Parent* with dementia OR parent® with Alzheimer disease OR parent* with frontotemporal
dementia OR parent* with dementia, vascular OR parent* with Lewy body disease

3. Life change events OR experiences OR emotions OR adaptation, psychological

4. #1 AND #2 AND #3
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the included studies. Specifically, themes were compared and
grouped to find the most relevant higher level of themes according to
similarity across the themes. A label was assigned to each cluster
covering similar themes. Each theme captured something important
in relation to the overall research question, that is, a key element,
domain and dimension of the study phenomenon. The analytical
process was followed independently by two researchers experienced
in qualitative analysis (I. Chirico and M. Valente), and inconsistencies
were resolved by a third reviewer (G. Ottoboni) through discussion
until an agreement was reached.

3 | RESULTS
3.1 | Study characteristics

After duplicate removal, the search identified a total of 651 hits

(Figure 1). Of these, 628 records were rejected based on the title or

2741 \ere not eligible based on the full-text

abstract, and two papers
scrutiny. Hence, the final sample included 21 studies.

The relevant features of each study (i.e., author/s, year, country,
design, population, measures) and key outcomes are presented in
Table 2. All studies took place in the West: United Kingdom (n = 10),
United States (n = 4), Norway (n = 3), Australia (n = 2), Netherlands
(n = 1), and Sweden (n = 1). As regards the study design, 18 papers
used a qualitative approach (10 cross-sectional and 8 longitudinal),
1 paper used a cross-sectional quantitative approach, and 2 papers
used both quantitative and qualitative measures in a cross-sectional
design.

Child sample sizes varied from 3 to 24 participants per
study with a higher number of females; mean ages varied from 14
to 31 years. For what concerns living arrangements, no informa-
tion was provided in seven studies; the majority of studies
sampled young people mostly living in their own house (n = 10),
while in a few studies (n = 4) all participants lived in the family

home.

Records identified through Additional records identified
5 database searching through cross-referencing:
B CINAHL: 55 5
& PsychINFO: 69
€ Pubmed: 230
2 Scopus: 303
Web of Science: 214
Records after duplicates removed
00 651
=
c
§ ¢ Rejection of 628 articles:
A not population of interest (549)
Screening of 651 titles/abstracts N not context of interest (76)
(reviewers: IC and MV) other (3)
- A ¢ of full-text Rejection of 2 articles:
= s.sessmen ? ] u “tex not the study design of interest (1)
= articles for eligibility: 23 — not reporting empirical findings
= (reviewers: IC and MV) (1)

— |

Included

Selected articles for final
review: 21

FIGURE 1 Flow chart showing number of articles selected for systematic review
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As shown in Table 2, fewer details were provided on parental sam-
ples. Sample sizes varied from 3 to 23 participants per study with the
majority of males. Based on the data available in four studies alone,
mean ages varied from 45 to 66 years. No information about the
diagnosis was provided in eight studies. As regards the other ones,
most of them sampled people with several diagnoses that mostly
were Alzheimer's disease and frontotemporal dementia (n = 10)
while only few studies had homogeneous diagnostic groups: Fron-
totemporal dementia (n = 2) and Alzheimer's disease (n = 1). Based
on the data available in nine studies alone, most parents lived in their
own house. Finally, for what concerns study measures, interviews
were used in qualitative studies: semi-structured (n = 10), unstruc-
tured (n = 7), and focus group (n = 1); the only quantitative study
used an online survey while the remaining two studies used a mixed-
methodology consisting of questionnaires and semi-structured

interviews.

3.2 | Methodological aspects

Most qualitative studies scored high and the main weaknesses were
concerned with the limited description of the sample and/or sampling
method (Table 3). Specifically, the inclusion and exclusion criteria
were not always specified, and not every study explicitly described
participant characteristics (e.g., age, living arrangement, parental
diagnosis). Description of how sampling was undertaken and justifi-
cation for sampling strategy were not always reported making it
difficult to evaluate the quality of the sample. Moreover, relevant
aspects related to the analytic approach were sometimes omitted*?~
44 or not fully described. For example, how coding systems evolved, if
data were managed by software package or by hand, evidence of
more than one researcher involved in the data analysis were not
always reported. Findings were discussed in a narrative fashion with
an extensive use of field notes entries/verbatim interview quoted.
Moreover, they were framed within the social/physical and inter-
personal contexts of data collection. Conversely, information about
researcher reflexivity was omitted*?>*°=*” or not fully provided.
Specifically, researchers did not always make explicit their potential
influence on the research process and if/how related problems were
dealt with.

For what concerns the three observational studies, several
methodological concerns need to be raised (Table 4). Participants
were not representative of the population, sample sizes were small
and inclusion and exclusion criteria were not always fully
described.*®>° Moreover, there was a lack of control for possible
confounders. The articles often included children of only parents with
specific diagnoses such as Alzheimer's disease® or frontotemporal
dementia®® and it was unclear how the diagnosis was established.
Research hypotheses were always omitted thus making it difficult to
interpret the results. Finally, the type of study was never mentioned
and outcomes were sometimes neither validated*® nor clearly
described as means and standard deviations were not reported,50

and response rates were not available in two studies.*?>°

3.3 | Findings

3.3.1 | Diagnosis

Participants reported that diagnosis was often a lengthy process
causing confusion and uncertainty and exacerbating family distress
and conflicts.*>°17>° Lack of diagnosis or misdiagnosis had financial
implications for the family as well.>¥*23%55 Although receiving a
diagnostic label was usually perceived as a “shock” and it was very
difficult to accept, it represented an important marking point to un-
derstand the disturbing changes in the personality and behaviors of
the parent with dementia.>3~>% Diagnosis was also useful to receive
support from health and social services, and an exemption from social
roles and expectations.’>3">> The survey based study of Denny
et al.*® with 24 young adults found that roughly half of the sample
(47.6%) had been told the name of their parent's diagnosis, 52.4%
had not. Emotions were sadness, anger, fear, and confusion. When
asked “where or to whom did you turn with questions about the
diagnosis?” the most frequent answers included the well parent
(23.8%), the parent and Internet (23.8%), and the Internet alone
(19.0%). 23.8% of the sample responded they had no one to turn or

preferred not to talk.

3.3.2 | Family relationships
Significant role changes occurred in terms of parentification/role
reversal, that is, participants took on parent-like responsibilities for
their parents with dementia while adapting their own lives to
parental needs.*347-31:5657 participants were “lost in the chaos”?!
as their parents gradually lost interest in them, exhibited aggressive
and embarrassing behaviors and they did not know how to react.
Participants experienced confusion, disorientation, fear, and sadness
which rose, in some cases, to the level of emotional trauma.>**¢>#
They disliked the parent who had become, and some spoke of
“relief” for them and “release” for their parent when death finally
came.>35°

The relationship among participants and their parents with
dementia was usually characterized by “latent grief,” and an ongoing
and unmitigated loss as the condition worsened.*>849:51:52.58.59
Parents were physically present but emotionally absent, and they
were no longer available in any meaningful parental way.*>#¢53"
5558 participants told about their unique experience of grieving the
loss of their parents due to a disease that, although fatal like other
illnesses, society stigmatized creating an aura of uncaring.>® Several
concerns for the well parent were raised and they often assumed
the role of “protectors” in the attempt to reduce the burden on
their healthy parents.*>>+525457 | the study of Lévenmarck®® they
became orphans with parents, that is, parents to both of their
parents in order to support and keep them healthy for as long as
possible.

In the study of Hall and Sikes*® focus was on family practices.

Dementia significantly affected the ways of doing family in a process
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TABLE 4 Quality assessment of observational studies

Author (year)

Davies et al. Denny et al. Svanberg et al.
(2000) (2012) (2010)
Accurate and appropriate outcome measures in all participants + + +/-
Adjustment for confounding = — _
Case/control recruited from the same population (or appropriate alternative) NA NA NA
Appropriate statistical tests used 4 + +
Participants representative of population - - -
Potential confounders described = - —
Recruitment of case/control over the same time frame (or similar point of disease/ NA NA NA
illness/treatment)
Participants'characteristics described (age, sex, diagnosis, relationship between + + aF
patient and carer)
Numerical description of important outcomes given +/—- + +
Qutcomes clearly described A= + +
Response/non-response rate described — + _
Clear case/control definition NA NA NA
Power calculation used - - _
Losses and completers described NA NA NA
Reliable assessment of disease state + — _
Clear inclusion/exclusion criteria +/— +/— +
Clear hypothesis - — _
Reported probability characteristics +/— — +
Type of study stated - — _
Main findings described +/— + +
Disclosure of funding source + + _
Conclusions supported by findings = + +
Statistical tests of heterogeneity NA NA NA

Abbreviations: +, criterion met; +/—, criterion partly met; —, criterion unmet; NA, not applicable.

of constant change and adaptation with uncertainty about timeline
and rate of change. Ways of spending time together, such as days out
and holidays, were no longer possible and conversations also changed
in their content and quality. They mostly regarded parental interests
and issues or, in worst cases, parents stopped to communicate or to
recognize their children. Participants also contemplated future lost
elements of family display such as a mum absent from wedding dress
shopping with a daughter, or a dad missing at graduation. However,
there were also some practices where relationships were maintained
although the onus was placed on the participants as main agents in
the relationship. This happened when small interactions took place,
or when parents remembered their child's name or said “I love you.”
Tensions and disruptions in the quantity and quality of the extended
family connections occurred with reactions of denial, distancing and

lack of involvement.>®

3.3.3 | Caring

Participants had extensive caring responsibilities including physical
support of the parent such as helping with feeding and ambulating,
household chores but also companionship, talking with healthcare
professionals, driving for errands.*®* They provided not only
instrumental care, but also emotional care to their healthy parents
as to comfort them, mediate conflicts and keep the family
together.>”:%?

Caregiving took an emotional toll on the participants as they
struggled to find a balance between being a young person and a
caregiver.*8°1525459 The impact of caring varied from ongoing
stress to a medically diagnosed mental health condition that then
compounded their disability such as depression, anxiety, psychosis,

obsessive-compulsive disorder, self-harm, alcohol and substance
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addiction, suicide ideation.**=>*? Some positive aspects associated
with the experience of caring were also reported such as
increased maturity and the opportunity to spend time with their
parent.*®>4

Levels of participants' burden were different depending on the
previous family relationships, the family reorganization after diag-
nosis as well as the nature and severity of parental symptoms and the
speed of decline.*>°%°8 They were higher in families where partici-
pants lived with a single parent with dementia or when families were
denied social security, the healthy parent struggled to find a job or
was dealing with his/her own emotional issues.>’ On the contrary,
levels of burden were lower in families where the well parent was the
primary caregiver, and managed the situation in ways participants
found reasonable, or when family members like siblings collaborated
and shared the tasks.*>*® Furthermore, those who lived outside of
the home seemed to be less influenced by their parent's iliness than

their peers living at home.*®

3.3.4 | Personal life

Parental dementia strongly affected participants' choices, time per-
spectives and life planning in relation to education/career, mobility
and personal lives.**>#¢ Participants felt their lives were in “limbo,” in

“betwixt and between”*®

, p. 245. For some, the future was a source of
deep anxiety, while others were unable to contemplate life beyond
their parents' illness, and life was put on hold.>? They had fewer
possibilities to focus on their development and were not able to
develop an identity as they would have liked during their
youth.52'56'58'60

Participants' concerns and lack of concentration sometimes
hindered progress in their studies and career; some had interrupted
their studies or work to return home and take care of their par-
ents.* Educational choices were done, at least partly, because of
parental dementia or decisions not to move were based on the need
to stay close to their family and spend time with the parent with
dementia.*” Many participants at school pointed out the disparity in
being acknowledged as young carers due to the lack of awareness
about YOD among teachers.*”* When the well parent informed
the teaching staff about the situation at home, schools often did not
accommodate the timetable to students' needs by distance learning
for example. In most cases teachers did not understand participants’
experience, the schools did not sensitively match their response to
students' needs through the provision of professional help like a
counselor. Furthermore, when the condition was known, students
felt marked as different, stigmatized and bullied by their school-
mates. Conversely, participants received support at college and
university when they informed tutors or sought help from coun-
seling services. However, in this context, very few students revealed
their situation largely because of ignorance of dementia exacer-
bated by media focus on dementia as Alzheimer's and a disease of

older people.*”

3.3.5 | Adaptation and coping

Some models of young people's adaptation to parental dementia
were proposed. For example, Davies et al.>° described four stages
of sequential resolving in Alzheimer's disease: awareness, explana-
tion, attribution, and integration. At first, functional and psycho-
logical changes in the parents were not global in nature and were
easily denied or attributed to another cause like stress. Over time
symptoms were no longer dismissible and, at this stage, usually
family members worked together to bring each other's awareness
of their relative's symptoms. At the explanation stage participants
were actively involved in looking for medical diagnostic work and
assistance. If the diagnosis was not accepted, they looked for a
second opinion and, in extreme cases, they became lay experts as to
self-protect or accept the disease and prepare for the future. At the
attribution stage it was crucial to redefine the parent as a patient,
grieve the person who was, and adapt to the changes in family
while also carrying on with his/her own life. The fourth stage was
when young people had to integrate the parent and the patient into
the same person while retaining both the memories of the parent
who was and the present experiences of the parent. Allen et al.>!
saw evidence in participants' accounts of awareness, explanation
and attribution but, instead of integration, they found the devel-
opment of grief. It might be due to the study sample, that is, only
10% of Davies et al.'s’® participants lived at home with their par-
ents and, probably, the rest of them found it easier to distance
themselves emotionally.

Svanberg et al.*° described three phases of young people's
adjustment: grief for the parent before dementia, emotional
detachment from the parent, and becoming a grown up. She found
that, only when the disease was accepted, a new relationship
developed with the parent with dementia viewed as a different
person like a child. This allowed emotional detachment since diffi-
culties were blamed on dementia rather than on the parent leading
the participant to “learn to live with it,” and “go through it together”
(p. 745) as an adult equal to the other parent. This autonomy and
independence resulted in feelings of more grown up even though it
could have been premature. Indeed, some participants did not see
themselves as carers, and did not feel they had sufficient re-

sponsibilities to warrant this label.*>>*

As regards coping strategies, in the study of Allen et al.>?

young
people reported mainly emotion-focused coping, but also problem-
focused coping in that they helped with care, supporting siblings,
and obtaining formal help. Maladaptive strategies were denial, social
and emotional withdrawal, smoking, abuse of alcohol and self-harm.
In Aslett et al.'s>® young people employed problem-focused coping
strategies when duties were tangible, while a lack of mastery or
control was associated with feelings of hopelessness. Fears over
genetic risk were managed by adopting mindful coping strategies that
focused on living in the moment.>1>2 Some participants grew up
stronger, excelled in school, involved into academic and extracur-

ricular activities as ways of coping and distraction; others told that
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this experience reinforced their faith which, in turn, helped them to
cope better.#?5%58 Other supportive activities included being with
friends, sports, music, staying busy, video games, and staying away
from home.*®

Millenaar et al>” found that, especially at the beginning,
young people adopted avoidant ways of coping because they did
not know how to deal with the situation. Talking about the dis-
ease and their difficulties with the family was difficult, and some
participants did not reveal their feelings as to protect themselves
from the possibility of emotional hurt and, instead, focused on
other aspects of their lives as a distraction. Adaptable participants
were those who stayed positive and were patient in adjusting to
their parents' needs. It was also important for them to rest and
to attempt to live their lives as normally. When problems
occurred at home, they opted for an open communication with
their family or, alternatively, they were happy to confide in
someone in a select group of people other than their well parent

to avoid burdening him/her.

3.3.6 | Care and support
Participants felt neglected by family, friends, health, and social pro-
fessionals. They experienced discrimination and marginalization due
to the way services were designed and delivered.*4-49:5254.56.59-61
On the one hand, they felt isolated from the community but, on the
other hand, they often did not reveal their situation as not to draw
attention of their situation to social services and to avoid the
stigma.>%%1

Participants were mainly concerned about the needs of their
parents, and they were more likely to ask for help after watching
their healthy parents do the same.>* Assistance with activities of
daily living and mobility was needed as well as a better support for
their family. The latter one should allow the well parent to retain his/
her role, and children and young people to assume more age
appropriate roles and be successfully engaged into school and
work 45:49.54

Since the lack of personal experience acted as a barrier to
communication, participants preferred to talk with at least one pro-
fessional who was familiar with their situation and with knowledge of
the disease and available services. This was preferred to support
provided by sporadically visiting healthcare professionals who were
felt too impersonal.>*° Similarly, being involved with peer support
groups who had personal experience of dementia was considered
valuable in managing stress, burden, guilt and increasing their un-
derstanding of dementia.*>>2

Participants often used the Internet and social media to obtain
information and advice, and to make contact with others with similar
experiences.**“° Hence, they appreciated the use of technology (e.g.,
online forums, blogs) to exchange personal experiences, get infor-
mation and practical guidance while reducing their feelings of isola-

tion.>?C In a similar way, they required support at school if they had

to fulfill their educational potential, enjoy the social opportunities

and have personal goals.*>4”

4 | DISCUSSION

If literature is largely concerned with the needs of spouses and adult
children of people with dementia, in this review a systematic over-
view of the literature on children and young people's lived experience
of parental dementia was provided. The main themes concerned their
experience of diagnosis and caring, the impact of dementia on their
family and personal life, main adaptation models and coping strate-
gies, and needs for care and support. These results are unique to this
population for different reasons. Children and young people,
although assuming similar levels of caring responsibilities to adult
carers, can be more vulnerable due to their age and developmental
needs. Furthermore, these results cannot be assumed to reflect of
other caring relationships such as grandparents. Indeed, a parent
with dementia, due to the peculiar characteristics of the disease, is
gradually no longer available in any meaningful parental way during a
delicate phase of their children's development. Another peculiarity
concerns the “invisible” nature of their experience and lack of
specialist support and care.

At the onset of parental symptoms and, throughout the disease

trajectory, participants were “lost in the chaos”>?

and accepting the
diagnosis was difficult. Over time participants had increasing re-
sponsibilities as adults, while they experienced a “latent grief”>* as
their parent was no longer emotionally available although physically
present. At the same time, they provided instrumental and emotional
care to both parents as to keep the family together. In this scenario,
they experienced similar levels of emotional distress to those
observed in the adult carers.*?~>%>?

Participants had to deal with the unpredictability of dementia
and their plans in relation to education/career, mobility, and per-
sonal lives were strongly influenced by their parent's condition.
Some had worsened in school or had even given up their studies. At
school they were stigmatized and their educational needs in rela-
tion to parental dementia were neglected.** At the same time
support from extended family and friends was greatly
disturbed.’®%? Hence, their feelings of neglect and marginalization
were similar to those experienced by young carers of parents with
other mental disorders.°?! It is important to note that caring at
young age was sometimes viewed as a natural extension of family
relationships.*’

Participants described the existing services as silo-based and
inappropriate for their needs. A “whole family” approach should be
based on a strong cooperation among adult, child, health, and
voluntary sectors. This joint work should be facilitated by a case
manager with knowledge of the family situation, and capable to
organize specific care as to alleviate the burden on the well parent
which, in turn, would decrease the pressure on their children.®®

Professionals should have appropriate interdisciplinary training with
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knowledge of dementia, consequent changes in family dynamics, and
children and young people's developmental needs.*4-4¢:5256

It is nevertheless important to point out that not all of them will
experience these difficulties depending on the availability of sup-
port.47°859¢1 Broader societal views and a greater public under-
standing may promote increased support at the policy level, and
better emotional and practical support for children, young people and
their families.*>*%¢% Psychoeducation, face-to-face groups, online
forums and/or blogs may suit the needs of support for this

population.®%>*

41 | Limitations

Although the review was rigorous, the gray literature was not
included as well as articles published in languages other than En-
glish. The study samples were small, were not always fully
described and most studies had a cross-sectional design. They had
a fairly wide age range and did not clearly differentiate among
children and young people's experience, stages in young people's
development and in the dementia pathway, different family con-
texts and parental diagnoses. The area of social relationships
including romantic relationships was not fully addressed as well.
Furthermore, all the included studies were conducted in the
Western countries making it impossible to generalize findings to
different countries and healthcare systems. Future research could
focus on obtaining longitudinal data on different phases of child
development and parental disease stages, family structures, and
healthcare systems.

4.2 | Conclusions
Findings should contribute to raising awareness about the peculiar
and often “invisible” experience of young people with a parent with
dementia. Furthermore, they should inform research, practice, pro-
gram development, and policymakers in the area of dementia care.
Around the world, there are already some good practices
(nondisease specific) including young carer groups, forums, some
awareness campaigns, ICT and web-based interventions.?®> Preven-
tive actions should avoid the negative consequences of caring at
young age which, in turn, would save society the costs of increased
healthcare.?>%*%> Since dementia caring can be variable over time,
the system based on a “whole family” approach should be flexible
and proactive focused on specific needs at specific times. At school,
a clear framework of support should be embedded into the school
policy. Chances for students to reveal their situation are necessary
along with trainings for teachers on recognizing and supporting
their needs. All initiatives should be based on children, young
people and their family's involvement in decision-making as to
develop tailored interventions suited to the particular needs of this

population.
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