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Chapter 1: Outline

Outline

This PhD dissertation aims to shed light on the intricate mosaic of informal caregivers
of people with dementia, along with the secondary aim of locally adapting and
implementing iSupport, a WHO digital intervention to support caregivers. To reach
these aims, we employed mixed methods and techniques, including cross-sectional
surveys, focus group discussions and a systematic review.

Chapter 2 serves as a compass, providing a summary of the pivotal themes
central to this thesis. It includes a review of the literature on 1) dementia and its
relevance at a public health level; 2) the prevalence and characteristics of informal
care; 3) the existing traditional and digital interventions dedicated to caregivers; 4) the
challenges of implementation science; and 5) the background and structure of
iSupport.

Based on the findings of a published cross-sectional study, chapter 3 presents
an exploration of the mental health of informal caregivers of people with dementia
living in Switzerland (Ticino) and Italy. Specifically, the work explored symptoms of
burden, stress, anxiety, depression, and loneliness experienced by caregivers during
the initial wave of the COVID-19 pandemic.

Chapter 4 is a published qualitative study on the attitudes of informal
caregivers towards support interventions and seeking help behaviours. It offers a
perspective on the potential barriers and facilitators to the access and adoption of
support measures.

Chapter 5 is a recently submitted systematic review that focused on the
adoption of participatory methods in designing and developing digital interventions
dedicated to informal caregivers.

Chapter 6 is a mixed-methods study, submitted and currently under revision,
describing the cultural adaptation process of iSupport in Ticino. This study provides
insights into the integration of a community-based participatory approach and offers
preliminary results of the iSupport adaptation process.

In Chapter 7 we summarized the main findings across the studies, drawing
overarching conclusions and offering recommendations for future research
endeavours.

Finally, Chapter 8 (appendix) serves as a showcase, illustrating examples of
the outputs and materials related to iSupport Swiss. This section provides concrete
examples of the process of adaptation and dissemination of iSupport in Switzerland.



Chapter 2: Introduction

Dementia
Definition

Until recently, cognitive decline that characterizes dementia was considered a normal
part of the biological aging process. Only in recent years, there was a progressive
shift in the public understanding of dementia. The term dementia as used in common
language is now much closer to the clinical term that denotes a class of diseases that
affect brain functions and the abilities to perform daily activities (World Health
Organization, 2017; Peng FC, 2003), typically in late life and characterized by a subtle
and progressive decline. Dementia is considered and best conceived as a syndrome
that can be caused by several diseases which affect the structure and function of
neurons, with associated progressive decline in cognitive functions including memory,
executive functions, language, and spatial navigation, behavioural and psychological
symptoms, and functional deficits that lead to reduced autonomy (Corey-Bloom J,
2002).

Alzheimer’s disease (AD) is the most common form of dementia, accounting
for the 60-70% of all dementia cases (Van Der Flier, 2005). The neuropathology of
AD is well-known. The pathological hallmarks of AD are extra-cellular amyloid
oligomers (B42 and others) and plaques, and intracellular fibrillary tangles of
phosphorylated microtubular tau proteins. AD typically manifests with progressive
memory loss and declining spatial navigation skills, particularly in late-onset cases
(Van Der Flier, 2005). Other symptoms of AD may include, especially in moderate
and severe phases of the disease, difficulties in the executive functions, and language
(Corey-Bloom J, 2002), and behavioural symptoms including apathy, depression, and
disrupted sleep, among others. Other common types of dementia encompass
vascular dementia, dementia with Lewy bodies; and frontotemporal dementia and
Parkinson disease (National Institute on Aging, 1988). Each of these have specific
cluster and dynamics of cognitive and behavioural symptoms. The term “Alzheimer’s
disease” is often erroneously used in everyday language as a synonym for dementia.
Senile dementia is also commonly used. Aside from the confusion, the term
"dementia" has, in most languages, negative connotations, which may contribute to
the associated stigma and discrimination (Jellinger, 2010; Perminder Sachdev, 2000;
Assal, 2019).

Diagnostic criteria for dementia have greatly evolved in recent years. To
achieve a more accurate consensus over the disease and its diagnosis, the most
recent edition of The Diagnostic and Statistical Manual of Mental Disorders (DSM-5)
(American Psychiatric Association, 2013) has introduced the term "Major
Neurocognitive Disorder" (MND) as a replacement for dementia. MND is defined as a
significant decline in at least one of cognitive domain, including executive function,
complex attention, language, learning, memory, perceptual motor, or social cognition,
and associated functional decline and reduced ability to perform activities of daily
living (American Psychiatric Association, 2013). The DSM distinguishes between the
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“‘Major Cognitive Disorder” and “Mild Neurocognitive Disorder” (or Mild cognitive
impairment- MCI), based on the number of affected cognitive domains and the impact
on daily activities (American Psychiatric Association, 2013). In both cases the
cognitive impairment must represent a decline from a previously higher level and must
not occur in the context of a delirium of another mental disorder (Hugo & Ganguli,
2014; American Psychiatric Association, 2013). Nevertheless, despite the reframing
and its implications for a more accurate comprehension and diagnosis of the disease,
the term “dementia” remains widely accepted and employed within the scientific
community. Aware of these important implications, we decided to maintain in this
thesis the term dementia for a better readability, and in alignment with the prevailing
literature on this subject. This is also consistent with stances of the World Health
Organization (WHO) and Alzheimer Disease International (ADI), the worldwide
highest public health and policy organizations in the field.

Symptoms

The neurodegenerative processes of dementia affect various brain regions, including
the frontotemporal cortex. This brain region is implicated in higher cognitive functions
such as decision making, motivation, planning and attention. Additional affected
region are the limbic regions that are involved in motivation, emotion, learning process
and memory (Mduller-Spahn, 2003). The progressive impairment of these and other
regions results in the loss or deterioration of the ability to perform basic activities
(ADLs) or instrumental activities of daily living (IADLs). ADLs encompass essential
tasks for independent living such as bathing/showering; brushing teeth; grooming,
and toileting; getting dressed; mobility and eating. Conversely, IADLs entail the ability
to maintain a good quality of life and include housekeeping; managing finances;
handling medications; cooking; shopping; transportation and communication using
devices. In addition, up to 90% of people affected by dementia also experience
behavioural and psychological symptoms (BPSD) at some point through the disease
course (Pinyopornpanish et al., 2022). Common BPSD include personality changes;
apathy; depression; anxiety; delusions; hallucinations; agitation; aggression;
wandering; disinhibition; incontinence; aberrant motor behaviour and sleep disorders.
Although the symptoms of dementia may follow a certain order and a relatively
predictable progression, especially within the same type of disease, the speed and
intensity of their manifestation can vary significantly. This variability is influenced by a
complex combination of factors, including the individual characteristics of person
living with dementia and the environment in which they live (Prince et al., 2016)).
Therefore, every person living with dementia presents a unique interplay of factors
which shape how dementia manifests and progresses (Livingston et al., 2017). This
complex variability has relevant implications for healthcare provision, and planning,
and must be carefully accounted for in the design, adaptation and implementation of
interventions aimed at reducing the impact of dementia on those who are affected,
their family, and the communities in which they live. This is discussed in detail in the
following paragraphs.



A global public health priority

Dementia poses enormous public health challenges, and on a global scale. According
to the World Health Organization (WHO) more than 55 million people are affected by
dementia worldwide, with nearly 10 million new cases every year (World Health
Organization, 2021). Dementia represents the seventh leading cause of death and
one of the major causes of disability and dependency among people aged more than
60 years old (World Health Organization, 2021). Dementia prevalence increases
steadily with age, and the number of cases is expected to triple in the coming decades
because of population aging alone (World Health Organization, 2021). The public
health implications are huge also because dementia has an impact not only on the
people affected, but also on their caregivers, families, society, and care systems.
Numbers and proportions will pose unprecedented pressure on nations and
populations, including costs.

Global costs of dementia include three main components: i) direct medical
costs that cover expenses related to treatment, hospital care, drugs, diagnostic tests
and visits; ii) direct non-medical costs that include care in residential or long-term care
facilities, home care, food supply and transportation, and iii) indirect costs that refer
to informal care, which involves unpaid hours of assistance provided by family
members or friends to support the person with dementia in her daily life, and the
repercussion of cut back on work caused by care provision (OECD, 2017). The huge
costs of dementia represent a great challenge for all societies and care systems and
require interventions and clear strategies to be effectively tackled (World Health
Organization, 2017).

More specifically, in 2019, the annual global societal costs of dementia,
estimated for all 194 WHO member states, were calculated at US $1313.4 billion for
55.2 million people with dementia, corresponding to US $23,796 per person with
dementia, with informal care costs representing 50% of the total costs (Wimo et al.,
2023). These sums are too high to be factually grasped and will further increase
because of the expected trends in population demographics, characterized by both
an aging and population growth (Nichols et al., 2019; GBD, 2022). The provision of
informal support to people with dementia by family members accounts for an
increasing share of these costs, but it also entails consequences that outdo the
boundaries of the economic realms (Wimo et al., 2023). Moreover, although informal
unpaid care plays a vital role in reducing public spending on formal care services, it
tows many hidden costs. If not adequately supported in their role, informal carers can
face negative impacts on their physical and mental health (Kasuya et al., 2000). The
negative impacts of intensive caregiving can consequently result in higher demand
and costs for health care, reduced labour market participation and consequently
higher risks of poverty and social exclusion (UNECE, 2019). Thus, the challenges tied
to informal caregiving extend beyond the caregivers themselves and impact society
at large.

Given the current very limited access to the few available effective disease-
modifying treatments for dementia, it is imperative for public health policies to target
disease prevention through multi-facet interventions (Jeffrey L Cummings, 2014; M
Waite, 2015). In line with this urgent need for action, in 2017 the WHO released the
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“Global action plan on the public health response to dementia 2017-2025” (World
Health Organization, 2017). This policy document provides recommendations across
seven key action areas: dementia policy (area 1); awareness and friendliness (area
2); risk reduction (area 3); diagnosis and treatment (area 4); support for carers (area
5); health information system (area 6); and research and innovation (area 7) (World
Health Organization, 2017). Within the scope of this thesis and the research
undertaken throughout this doctoral project, our specific emphasis will be on action
area 5. This area aligns with the pressing need to develop a deeper and more
comprehensive understanding of informal caregiving and the strategies for effectively
providing support to this group of individuals.

Informal care

Prevalence and characteristics

Informal caregivers play a pivotal role in the assistance of individuals with dementia.
Indeed, the WHO estimated that two-thirds of people affected by dementia receive
care at home mainly or only from family members or friends (World Health
Organization, 2017). Numbers about informal care provided to people with dementia
slightly varies across countries and cultures but are very high in all world regions. For
instance, in the United States and Canada more than 80% of care is provided by
family members or friends of the person living with dementia (Alzheimer’s Association,
2021; Canadian Institute for Health Information, 2018). In Europe, the proportion of
informal care ranges from 60% to 90%), while in Asia the prevalence of informal care
accounts for 90% of the global care provided to people with dementia (Alzheimer
Europe, 2020). These variations can only partially be explained by differences in
healthcare system capacity and offerings. Indeed, literature shows that patterns and
prevalence of informal care are deeply influenced by variations on cultural norms and
family structures (Mccleary & Blain, 2013; Friedman et al., 2015). For instance, in
eastern countries, including Japan and China, caring for older family members is
traditionally seen as a moral obligation, often leading to multiple generations
cohabiting in the same household (Friedman et al., 2015). In contrast, western
cultures place a stronger emphasis on independence and autonomy, which can lead
to greater reliance on formal professional assistance or healthcare providers when
available (Hashimoto & Ikels, 2005).

Despite variations in the prevalence and distribution of informal caregivers,
certain common characteristics emerge. Typically, the role of primary caregiver is
usually assumed by a close family member, often adult children or spouses of people
living with dementia who provide an average amount of 20-30 hours of assistance per
week (Schulz & Martire, 2004). The number of “young caregivers” is also increasing.
These are children and adolescents who actively participate in caregiving
responsibilities for a parent or a grandparent (Santini et al., 2020; Masterson-Algar et
al.,, 2023). According to a survey conducted in the United States by the National
Academies of Sciences, Engineering, and Medicine (NASEM, 2016) one-third of
family caregivers are older than sixty-five years old, of these two-thirds are women,



and one-fourth provide simultaneously care both to a person living with dementia and
to children under the age of eighteen. Similarly, the National Alliance for Caregiving
& American Association for Retired Persons (National Alliance for Caregiving (NAC),
2015) estimated that while most informal caregivers are women, the number of male
caregivers is increasing. These varying scenarios must be considered to quantify and
characterize the burden of caregiving, and for interventions aimed at reducing this
burden.

Caregiver’s role and journey

Given the progressive nature of dementia and the large and varying spectrum of its
clinical manifestations, the role of informal caregivers in dementia care is multifaced
and varies over time. Informal assistance can include support with instrumental
activities of daily living, such as housework, transportation medication and money
management or with basic activities such as personal hygiene, toileting, locomotion
and feeding (Jutkowitz et al., 2017). As the disease advances, caregivers often
experience lifestyle changes, adapting their roles and life plans to the levels of
autonomy of the care recipient (Leocadie et al., 2020). Although each caregiver’'s
experience is uniqgue and may vary across cultures, literature has coined the term
“caregiver journey” or “caregiving trajectories” to describe the common stages that
family caregivers may go through during the different stages of dementia (Gaugler et
al., 2004; Peacock et al., 2010). This journey may range from pre-diagnostic to
advanced phases, and is somewhat well characterized and consistent across
settings, cultures, and contexts.

In the first pre-diagnostic stage, caregivers usually start noticing changes in
their relative’s cognitive abilities, behavior, or memory. This phase may last months
before seeking professional help and a formal diagnosis. A focus group study reported
an average delay of thirty months between symptom recognition and diagnosis (Boise
et al., 1999). Factors contributing to this delay include a lack of awareness, limited
access to healthcare, and educational resources (Werner et al., 2014).

When caregivers actively seek help, usually for diagnosis, they enter in the
second stage of the caregiver journey, involving physical exams, blood tests, genetic
tests, cognitive assessments, and brain imaging of the person with dementia they
take care of (McKhann et al.,, 2011). In a cross-sectional study conducted with a
sample of almost 700 caregivers of people with fronto-temporal dementia (Besser &
Galvin, 2019), the authors found that patients and caregivers experienced great
frustration and burden during the diagnostic process. Another study reported the
feelings of anxiety, bewilderment, helplessness, and uncertainty experienced by
caregivers during the diagnostic disclosure (Chen & Lin, 2022).

The next stage of the journey is the early caregiver phase, marked by
transition and adjustment. Caregivers adapt to their new roles and responsibilities as
the care recipient remains relatively autonomous, requiring little assistance with ADL
but usually substantial with IADLs such as medication, meal preparation or mobility.
This is usually the phase where caregivers seek information and explore available
resources and support networks. Help seeking behaviors during this phase can be
greatly influenced by enabling and contextual factors. Service accessibility, fear of
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stigma, and the level of acceptance of the disease are major drivers of access and
use of services and support in general (Ng et al., 2021). Evidence is though mixed in
this area, and very limited in Switzerland. In study 2 (chapter 4), we explored
caregivers’ experiences, beliefs, and attitudes towards seeking help.

In the subsequent phase caregivers become fully engaged in providing care
as symptoms worsen. Need of care increases with reduced autonomy of the person
with dementia who progressively needs assistance and care not only with IADLs but
also ADLs. Care provision becomes more pressing and challenging not only for the
intensifying care needs but also to manage challenging behaviors related to the
BPSD. Caregivers adapt their lives to changing circumstances and may reduce work
and social engagement.

Finally, in the final advanced stage, the care recipient is usually fully
dependent on the caregiver, leading to decisions about institutionalization, end-of-life
and palliative care. These decisions have ethical, economic, legal, and other complex
implications that require conscientious consideration, knowledge and understanding
of the available and viable options for both the caregiver and the person living with
dementia. Importantly, caregivers may experience a significant psychological distress
in this phase due to feelings of loss, guilt, frustration and hopelessness related to
anticipatory grief (Holley & Mast, 2010). Anticipatory grief is defined as a specific pre-
death grief in respond to the serial losses that occur during dementia process (Blandin
& Pepin, 2015). Although there’s not much evidence on anticipatory grief in dementia
literature, some studies suggest that caregivers experience pre-grief reactions at
various points along the caregiver journey (Holley & Mast, 2010).

The challenges of caregiving

Considering the multiple challenges and responsibilities that informal caregivers
frequently undertake during the various stages of the disease, the potential impact
across different areas of life can be significant. Moreover, caregivers can face many
obstacles as they balance caregiving with other demands, including child rearing,
career, and relationships (Brodaty & Donkin, 2009). Numerous studies have
demonstrated that caregivers of people with dementia are at higher risk of developing
physical and psychological distress compared to non-caregivers or caregivers of other
chronic diseases (Pinquart & Sérensen, 2003; Schulz & Martire, 2004; Gilhooly et al.,
2016; Ory et al., 1999; Vitaliano et al., 2003). Caregivers of people with dementia
report high levels of anxiety, depression and social isolation, and lower levels of
subjective wellbeing and self-efficacy (Brodaty & Hadzi-Pavlovic, 1990; Cassie &
Sanders, 2008). Furthermore, dementia caregivers are at an increased risk of
developing health problems including cardiovascular complications and weakened
immune systems (Schulz & Martire, 2004; Baumgarten et al., 1992; Vitaliano et al.,
2003). Evidence also suggests that psychological morbidity and strain mediate
associations of caregiving with poor physical health and a mortality (Brodaty & Hadzi-
Pavlovic, 1990; Lee et al., 2003). In study 1 (chapter 3), we investigated the levels
of burden, anxiety, stress, depression, and perception of loneliness in a sample
of Swiss and Italian caregivers.



Caregiver burden is a popular and widely accepted term that encapsulates the
broad-ranging impact that informal care may wield over carers. In fact, the concept of
caregiver burden has evolved into a multidimensional construct with no single
definition (Springate & Tremont, 2014; Liu et al., 2020). Initially described by Zarit and
colleagues in 1980, caregiver burden is defined as “the extent to which caregivers
perceive the adverse effect that caregiving has on their emotional, social, financial,
and physical functioning” (Zarit et al., 1980). In recent years, the term caregiver
burden is being employed to define the overall stressful experience of caregivers,
extending beyond their caregiving responsibilities to affect various aspects of their
lives, including personal relationships, social interactions, and professional pursuits
(Rigby et al., 2019; Kasuya et al., 2000). Several studies have consistently reported
that attributes and characteristics of both the caregiver and the care recipient play a
role in determining the level of burden. For example, female gender, older age, lower
socioeconomic status of the caregiver, and longer hours of care have all been
associated with higher levels of caregiver burden (Xiong et al., 2020; Teahan et al.,
2021, Ku et al., 2019; Tulek et al., 2020; Konerding et al., 2019). Dementia severity,
behavioural disturbances, and the level of dependence in daily life activities (ADL) are
known factors that contributed to an increased level of caregiving burden (Tsai et al.,
2021;Covinsky et al., 2003). In recent years, research has also focused from the
specifics of the caregiving situation itself towards more subjective aspects of
caregiving (GrafRel & Adabbo, 2011). This approach is aligned with one of the most
used stress theories in literature, namely the Lazarus and Folkman transactional
model (Lazarus & Folkman, 1984). According to this model, stress reactions result
from ongoing transactions between individuals and their environments. Therefore, the
authors particularly emphasize the role of cognitive appraisal in determining how
individuals experience and respond to stressors (Lazarus & Folkman, 1984). More
recently, Pearlin and colleagues (1990) developed a model of stress specifically
adapted for caregivers, where the stress reaction is the result of the combination of
four different areas: i) the background context (e.g the level of support or the impact
of other life events); ii) the primary stressor (e.g. the level of dependency of the care
recipient and the severity of the disease); iii) secondary role strains (e.g. social life
restrictions or conflict in familial relationships), and iv) intrapsychic strain such as
caregivers’ perceived competence, personality and role captivity, defined as the
“perceived feeling of being trapped in a role” (Pearlin et al., 1990; Campbell et al.,
2008). Both Lazarus and Folkman and Pearlin’s models suggests that caregivers'
perceptions and evaluations of the caregiving situation play a crucial role in
determining the emotional and psychological responses.

In conclusion, while there is agreement on the potential negative effects of
informal caregiving on caregivers’ physical and psychological well-being, it is still
difficult to define key components and effects of the distress experienced by informal
caregivers. Aligned with the effort of understanding the multifaceted dimensions of
the caregiving experience, a new body of literature has started investigating the
positive aspects of caregiving, which had been relatively understudied until recently
(Yu et al., 2018). This perspective not only enriches the understanding of caregiving
dynamics but also paves the way for a new research trajectory, promising valuable
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insights into the intricate interplay between caregiving, well-being, and cultural
context.

Positive aspects of caregiving

In literature, positive aspects are defined as the degree to which the role of caregivers
is experienced as inspiring and rewarding, yielding positive consequences, and
enhancing the individual’s life journey (Wang et al., 2022). A recent review aimed at
exploring positive aspects in dementia caregiving, identified four key domains: a
sense of personal accomplishment and gratification, feelings of mutuality the
caregivers-care recipient relationship, an increase in family cohesiveness and
functionality, and a sense of personal growth and purpose in life (Yu et al., 2018).
Similarly, Lloyd and colleagues (2016) identified additional categories including
emotional rewards, a sense of competence and mastery, sense of duty and reciprocity
(Lloyd et al., 2016). The authors suggested that positive aspects involved a
conscientious reflection on the caregiver journey and a positive appraisal response
with the challenging situation. Cultural context and values can also influence how
caregivers perceive and therefore experience positive aspects of caregiving (Yuan et
al., 2023). As anticipated, in eastern societies the responsibility of caring for old
people is traditionally placed on family members (Friedman et al., 2015). For example,
filial piety, a Confucian value, emphasizes the moral obligation of children to respect
and care for their parents (Hashimoto & lkels, 2005). Studies among Asian caregivers
have found that a strong sense of filial piety can alleviate caregiver burden and
enhance positive aspects of caregiving (Lai, 2010; Yu et al., 2018)). However, feeling
obliged to take on the caregiver role can also negatively impact other aspects of
caregiving, such as help-seeking behaviours and attitudes toward research
participation (Sun et al., 2012).

Another interesting, yet little explored, issue to consider when unravelling the
positive aspects of caregiving is the relevance of the dyadic aspects. Several studies
suggested that the past and current quality of the relationship between caregiver and
care recipient have an impact on both caregivers’ and care recipient well-being and
quality of life (Quinn et al., 2012; Mortazavizadeh et al., 2020). Cheng and colleagues
analyzed 669 diary narratives over an 8-week period written by family caregivers on
their daily positive experience related to caregiving. The authors found that the
feelings of mastery and gratification were intensified when the care recipient was
responsive and expressed gratitude to the carer (Cheng et al., 2016). These results
suggest that the emergence of positive aspects in one's role as a caregiver is a
dynamic process that depends not only on the caregiver itself, but also on how the
effort invested is met by the care recipient.

In conclusion, although there is no single definition of the positive aspects
associated with caregiving and their various facets, the literature recognizes their
protective role in shaping the caregiver's perception of their role over time.
Acknowledging the benefits of caregiving is essential for understanding the
caregiver's journey and developing more effective support resources. Indeed, rather
than viewing the positive aspects of caregiving and its challenges as opposing
extremes along a continuum, they can be seen as coexisting elements. This



perspective encourages a paradigm shift in developing support resources more
focused on optimizing positive caregiving experience rather than only reducing the
challenges and improving stress responses. More specifically, it is important to
advocate for an empowerment approach that reinforces existing skills and
competences and strengthens the relationship between caregivers and the individuals
they care for.

Interventions for informal caregivers

Traditional interventions

The large corpus of evidence illustrated in the previous paragraphs has triggered an
increasing and expanding set of actions to respond to the needs of caregivers. A
plethora of interventions and programs dedicated to informal caregivers of people with
dementia exists (Alzheimer’s Disease International, 2022). Evidence on the efficacy
of several interventions was already consolidated and critically appraised more than
10 years ago. Based on the meta-analysis of 127 studies, Pinquart & Sorensen (2006)
identified different types of interventions according to the content. These descriptions
allowed grouping of interventions across: i) psychoeducational interventions, aiming
at providing caregivers with information on the disease and effective techniques; ii)
psychological interventions that focus on reducing the distress and increase self-
efficacy; iii) general support interventions that can include support groups where
caregivers can share experience, exchange advice, and receive emotional support,
and iv) multicomponent interventions, that combine different forms of interventions
and may include psychoeducation, support and case management (Sérensen et al.,
2006), and referred to, more broadly, as “psycho-social interventions” (Thuve Dahm
et al., 2011). More recent interventions include mindfulness-based programs, which
increase caregivers' awareness of emotional distress and coping strategies (Lo et al.,
2022), and reminiscence interventions, focusing on past events and experiences to
stimulate memory and enhance the relationship between caregivers and their loved
ones (Derbring et al., 2021).

Sorensen (2006) highlighted that, when compared to other types of
interventions, multicomponent programs proved to be the most effective in reducing
psychological distress, enhancing caregivers’ knowledge, and reducing the risk of
institutionalization. Furthermore, the authors concluded that longer interventions were
more effective in reducing depression than shorter or single-session programs
(Sorensen et al.,, 2006). Similarly, in a previous meta-analysis, Brodaty and
colleagues (2003) had showed a modest but statistically significant impact of
psychosocial interventions in reducing caregiver burden, improving knowledge and
abilities, enhancing psychological well-being, and alleviating care recipients'
symptoms. According to the authors, the most robust predictor of an intervention's
success was its inclusion of both the patient and caregiver in a structured program
(Brodaty et al., 2003). Additional factors associated with more successful
interventions in literature include the customization of contents to individual needs
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and the active engagement of both the caregiver and the care recipient (Brodaty et
al., 2003;Selwood et al., 2007).

Despite the large number of interventions, and the promising effects for
caregivers, the evidence on their effectiveness remains controversial in literature.
Both interventions characteristics and their effectiveness are heterogenous
(Vandepitte et al.,, 2016). While certain studies have shown positive impacts on
different dimensions such as on burden; stress reduction; improved quality of life and
delayed hospitalization (Gitlin et al., 2003; Gavrilova et al., 2009), null results have
also been reported (Dias et al., 2008; Phung et al., 2013). These inconsistencies may
be attributed to variations in intervention length, characteristics and number of
caregivers involved (Nehen & Hermann, 2015). Further potential explanations of the
mixed results are the varying characteristics of the caregivers and care recipients,
and different degrees of and magnitude of biases in selection and measurement
across studies. In addition, beyond the clinical outcomes, literature emphasizes the
need of assessment of the economic value of interventions, and considerations about
the scalability and sustainability of effective interventions. Evidence on cost-
effectiveness can inform decisions on resources allocation (Huo et al., 2021).
Nevertheless, the evidence in this area has remains inconsistent and somewhat
outdated (Phillipson & Jones, 2011). A recent systematic review (Huo et al., 2021)
showed that, despite their potential effectiveness, psychosocial interventions brought
significant increases in total societal cost, and their future implementation largely
depends on the society’s willingness to pay, or better to invest. More evidence on the
economic (return) and clinical value of interventions is required. Technology-based
interventions have already proved to be a more cost-effective and flexible alternative
to in-person interventions.

Digital health interventions

The extensive use of technology to address health needs has contributed to creating
a new field known as digital health. Digital health is commonly defined as “the field of
knowledge and practice associated with the development and use of digital
technologies to improve health” (World Health Organization, 2021) In the context of
dementia, a range of innovative tools and resources have been developed to lighten
the burden of informal care, such as assistive technology tools (AT) and digital
interventions (Sriram et al., 2019). Traditionally, interventions are considered digital
when they are delivered through technology (Ritterband & Thorndike, 2006).
According to their ways of delivery, digital health interventions can be classified into
two categories: web-based interventions, which are typically administered via internet
platforms, and mHealth interventions, which utilize mobile devices like smartphones,
tablets, or other wireless devices (World Health Organization, 2018). Like traditional
interventions, digital interventions can be grouped in different categories, according
to their core elements. In addition to psychosocial and social support components,
digital interventions can be integrated with Al, including tracking devices and
supporting memory tools, that aim at reducing the complexity of caregiving tasks and
at improving the safety and security of care recipients (Lindeman et al., 2020).



Compared to traditional face to face interventions, digital interventions offer
caregivers several advantages. Among these, they provide the possibility of
accessing resources on their own convenience, overcoming geographical and time
constraints (Christie et al., 2018). Not surprisingly, several studies showed that the
COVID-19 pandemic has contributed to an increased interest in digital solutions for
health, including videocall meetings and mobile applications (Bertuzzi et al.,
2021). The acceptance and use of digital solutions has significantly increased among
informal caregivers (Blumenstyk G., 2010; Bertuzzi et al., 2021). Indeed, during home
restrictions, digital resources allowed caregivers to access information and
professional consultations at their own pace, better aligning with their daily
responsibilities (Semonella et al., 2022). According to some authors, another
advantage is the increased privacy that digital interventions can facilitate compared
to face-to-face initiatives (Semonella et al., 2022). This finding aligns with existing
literature, which demonstrates that caregivers frequently experience feelings of
shame and courtesy stigma, leading to a hesitancy in utilizing support services and
resources (Springate & Tremont, 2014; Werner et al., 2014) An additional significant
advantage of digital interventions lies in the possibility to tailor the contents and ways
of delivery to the preferences of the users (Dickinson et al., 2017). Personalization
can range from basic features such as incorporating the caregiver's and care
recipients’ name in the contents, to more advanced methods including creating
culturally relevant content, individualized communication, real-time chats with
professionals, progress tracking, and guidance to local services or support groups
based on user-specific needs and location (Morrison, 2015; Sebri & Savioni, 2020).
Despite the potential for tailored interventions to enhance acceptability and efficacy,
their implementation remains limited. This discrepancy may be explained by the costs
and resources associated with required technological infrastructures and content
development, but also issues related with data privacy and ethical considerations
(Maeckelberghe et al., 2023; Sebri & Savioni, 2020).

While technology has the potential to facilitate caregivers in the assistance,
with providing increasingly more advanced and sophisticated tools, it seems crucial
to recognize and address the barriers that hinder their adoption in real world contexts
(Christie et al., 2019). A noteworthy challenge resides in a relatively low digital literacy
level among informal carers who, often older adults themselves, may lack digital skills
or knowledge to adopt technologies in their life (Aguas et al., 2023). Another critical
barrier is also represented by the unequal access to technological resources or
infrastructures. Indeed, while most people with dementia live in low middle income
countries, most digital interventions are available for populations living in high income
countries (James et al., 2021). Additionally, while digital interventions are proved to
be more cost-effective compared to traditional ones, the maintenance of digital
resources is costly and may limit the length of the intervention. Finally, while in-person
interventions require a more direct exposure of caregivers in seeking help,
technologies may raise concerns over the privacy and security of sensitive personal
data and limit the use of online digital solutions and tools (Hassan et al., 2022). In
conclusion, addressing these barriers require a multifaceted approach that ranges
from improving technology literacy and accessibility, to designing user-friendly,
secure, and culturally sensitive technology solutions. Adapting interventions and
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support resources to caregivers’ needs, expectations, and experiences appears
crucial to enhance the use and uptake of technology solutions.

Implementation science

Implementation research and the Medical Research Council framework

Implementation science is defined as the “scientific study of methods to promote the
systematic uptake of research findings and other evidence-based practice into routine
practice and, hence, to improve the quality and effectiveness of health services”
(Eccles & Mittman, 2006). Aligned with this assumption, the aim of implementation
science is not to establish the health impact of an innovation, but rather to identify the
factors affecting its uptake into routine use (Bauer & Kirchner, 2020). However, in the
last decades, implementation research has mainly focused on the efficacy of
interventions, driven by the binary paradigm that “an intervention works whether it
reaches intended outcomes” (Skivington et al., 2021). Several authors claim that
research that is primarily driven by this question may not succeed in delivering
interventions that are implementable, cost effective and scalable in real world
conditions and across different fields (Skivington et al., 2021). Indeed, the literature
suggests that, despite their innovation and efficacy, interventions rarely align perfectly
with the organization or system in which it is being embedded, with the risk of
remaining unused or underutilized (Cabassa & Baumann, 2013)

In the context of dementia interventions, the literature highlights that despite
the increasing development of support resources for dementia caregivers, they often
go underutilized (World Health Organization, 2021). Several reasons appear to
contribute this phenomenon. Some studies suggest that informal caregivers often
reject recommended support until they perceive emotional burden in coping with the
situation (Ashworth & Baker, 2000; Brodaty et al., 2005). Additional already
mentioned factors may include a lack of acknowledgement in needing help; limited
awareness of available support measures, and the presence of strong family norms
about caregiving (Werner et al., 2014; Zwingmann et al., 2020). In conclusion,
whatever the underlying reasons may be, it is established that, despite the proven
effectiveness of interventions, their long-term adoption and utilization can be a
challenging endeavour. In recent years, these findings have prompted a
reconsideration of implementation research, suggesting that adapting complex
interventions to real world contexts encompasses more than just proving their efficacy
and disseminating knowledge for delivery (Cabassa & Baumann, 2013). Some
authors claim that implementation should be considered as a collaborative adaptation
process where both the intervention and stakeholders (providers and consumers) are
actively engaged in exchanging knowledge, attitudes, and social norms, with the aim
of facilitating the uptake of the intervention (Damschroder et al., 2022; Cabassa &
Baumann, 2013). Aligned with the need of changing the paradigm in conducting
implementation research, in 2021 the Medical Research Council Guidance (MRC)
released a new framework for developing and evaluating complex interventions.
According to this framework (Skivington et al., 2021), intervention research should be



considered in terms of iterative rather than sequential phases. The phases included
i) the development or identification of an intervention, based on research evidence
and theory; ii) the assessment of the feasibility and acceptability of the intervention
and design; iii) the process of the evaluation, based on the research question; and iv)
the implementation, the efforts to increase the impact and uptake of successfully
measured interventions. During each phase, the researchers should consider a set of
core elements that include the i) context in which the intervention is developed such
as physical, organisational; social and political dimensions; ii) the stakeholders
involved, namely individuals who are directly targeted by the intervention, those
involved in its development or those who have professional or personal interests in
the topic; iii) the programme theory, namely how an intervention is expected to work
and under what circumstances, iv) and the economic evaluations of the intervention’s
costs (resources) and consequences (outcomes and effects). Considering all these
aspects allow researchers to iteratively refine the process and increase the potential
success of the final intervention.

While the MRC framework for complex interventions represents a significant
step forward in the implementation of programs that are successfully used in real-
world situations, another process appears to be essential in achieving this goal: the
process of cultural adaptation (Cabassa & Baumann, 2013)

Cultural adaptation

Aligned with the core elements of the MRC framework, the process of cultural
adaptation is crucial to develop interventions that meet the specific cultural, social,
and contextual needs of caregivers. Cultural adaptation can be defined as the
“systematic modification of an interventions to consider language, culture, and context
in such a way that is compatible with the user’s cultural patterns, meanings, and
values (Bernal et al., 1995). It refers to the process of collecting cultural beliefs,
values, attitudes, and linguistic preferences of the target population to ensure that the
intervention is culturally and contextually targeted. In literature, several frameworks
for cultural adaptation exist, particularly for psychosocial interventions (Perera et al.,
2020). Frameworks vary according to the number and type of dimension considered.
A recent systematic review (Day et al., 2023) identified twelve content-specific
frameworks categorized according to five core elements: i) content, which involves
changes made to the intervention procedures, materials or delivery (Stirman et al.,
2013); ii) context, which includes changes made to delivery of the same program
content, with modifications to format, setting, stakeholders involved or the target
population (Stirman et al., 2013); iii) fidelity, which preserves the core elements of the
intervention in order to maintain the efficacy of the original intervention (Stirman et al.,
2013), iv) the engagement, the ability to successfully reach and involve participants
(Barrera & Castro, 2006); and v) cultural competence, incorporating behaviours,
attitudes and policies that allow systems to be sensitive to cultural differences and
needs (Cross & Others, 1989). Additionally, Reniscow and colleagues (2000)
introduced a framework based on two dimensions: surface and deep adaptations.
While surface adaptation involves superficial modifications to the intervention such as
adjusting the language (character names, reference to foods, clothing, or leisure
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activities) or the images (icons or symbols) to help the user relate and familiarize with
the intervention, deep adaptation involves more profound changes to the content and
its structure or way of delivery to ensure the intervention addresses cultural beliefs,
values and norms (Resnicow et al., 2000). Another well-known framework for
adapting interventions is the Ecological Validity Model (EVM) proposed by Bernal and
colleagues (1995). This model emphasizes the importance of achieving ecological
validity, ensuring that the adapted intervention is not only culturally sensitive but also
relevant and effective within the specific cultural context (Bernal et al., 1995). The
authors considered eight dimensions: 1) the language, of both materials or the
facilitator that should be appropriate and syntonic; ii) the persons, the role of ethnic
similarities and differences; iii) the metaphors, the figures of speech and symbols
shared within a group; iv) the content, the examples, traditions and costumes included
in the program; v) the concepts, the ideas and notions behind the content; vi) the
goals, the transmission of positive and adaptive cultural values; vii) the methods, the
formats of delivery, and techniques; and iix) the context, the changing socio-political
characteristics of the environment (Bernal et al., 1995). Despite variations across the
different theories, all authors recognize that simply translating materials or adjusting
the superficial aspects of an intervention may not be sufficient to make it effective in
a new cultural context. Cultural adaptation frameworks guide researchers and
practitioners in developing culturally informed interventions, ultimately improving their
effectiveness and relevance across different populations and contexts and supporting
the belief that “one size does not fit all” (Alegria et al., 2010).

The fidelity-adaptation dilemma

The consideration that “one size does not fit all” is particularly relevant when
developing interventions for caregivers of people with dementia. Indeed, as previously
mentioned, the beliefs, knowledge, and attitudes towards dementia and the role of the
caregiver can vary significantly across different cultural backgrounds and societies
(Friedman et al., 2015). For instance, in cultures where dementia is regarded as
shameful or stigmatized, interventions may face disapproval and resistance (Berwald
et al., 2016). Furthermore, interventions delivered via the Internet require, not only
access to technological infrastructure, but also a sufficient level of digital literacy, that
can differ significantly across populations and contexts. However, despite the
established importance of cultural adaptation, there is a lack of literature
systematically reporting the details of the process during the adaptation of
psychosocial interventions (Perera et al., 2020). The existing literature on caregivers’
interventions often focuses on feasibility and evaluation of the intervention, rather than
its cultural adaptation (Perera et al., 2020). Moreover, most available studies were
conducted with ethnic majorities in high-income countries (HICs), and not all authors
described in detail how interventions were tailored or adapted to the target population
(James et al., 2021; Prince et al., 2016). The evidence that most interventions are
developed and tested in HICs, normally conceived in Western contexts, makes the
need for cultural adaptation even more urgent to address the so called “fidelity-
adaptation dilemma”. This dilemma arises from the conflict between maintaining
fidelity to an evidence-based intervention's original design and making necessary



adaptations to cater to the specific needs and preferences of a subcultural group
(Bernal & Scharrén-del-Rio, 2001; Castro et al., 2004, Elliott & Mihalic, 2004). While
it's understandable that a theory-based intervention should be implemented with a
high degree of fidelity to uphold its efficacy, it's also worth acknowledging that a
certain level of adaptation becomes necessary to ensure its continued effectiveness
(Castro et al.,, 2004). Castro and colleagues (2004) identified several sources of
mismatch that can occur in translating an evidence-based intervention from the
original validation group to the current consumer group. These include: i) the group
characteristics such as the language, the ethnicity, the socioeconomic status, the
urban-rural context, risk factors and family systems; ii) the program delivery staff,
namely their professional background, their cultural sensitivity, and competence; and
finally, iii) the administrative/community factors that include community level of
readiness and consultation. Failure to attend to these factors can potentially lead to
resistance and reduced adherence when it comes to accepting and utilizing the
intervention.

In conclusion, maintaining a high fidelity to the original program while
simultaneously adapting it to the target context doesn’t seem necessarily
contradictory. To achieve this, it is essential to shift from a top-down, nomothetic
approach to a bottom-up, person-centered approach that allows for the identification
and addressing of the most culturally sensitive components. To do this effectively, it
is imperative that experts and researchers directly engage with the community and
the final users of the intervention (Marsiglia & Booth, 2015). This collaborative
approach holds the promise of bridging the gap between fidelity and adaptation,
ultimately leading to more scalable and effective interventions. In study 3, chapter 5,
we conducted a systematic review to explore how digital interventions
dedicated to caregivers were designed and developed, with a specific focus on
the use of participatory research methods.

ISupport for informal caregivers

Background and structure

To reduce the impact of dementia on people living with dementia and their families,
the World Health Organization (WHO) introduced the iSupport program in 2019, in
response to the action area 5 of the Global Action Plan on the Public Health Response
to Dementia (World Health Organization, 2017). iSupport is an evidence-based
psychosocial online intervention designed to provide support and education to
informal caregivers of people living with dementia (Pot, Gallagher-Thompson, Xiao,
Willemse, Rosier, M. Mehta, et al., 2019). The program is rooted in evidence-based
guidelines for caregivers of individuals with dementia, included within the WHO
Mental Health Gap Action Programme (mhGAP). iSupport aligns with the mhGAP's
mission to provide scientific education, training, and psychosocial support to all
individuals, even in resource limited environments (World Health Organization, 2017).
The development of the program involved the collaboration of an international
committee of experts and various professional and informal caregiving groups (Pot et
al., 2019; Metha et al., 2019). The contents of iSupport are based on the guidelines
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published by the National Institute of Aging (NIH) and on the Kitwood’s person-
centered care approach for people with dementia. The latter emphasizes the
importance of treating people with dementia with respect and dignity, focusing on their
remaining abilities rather than their deficits (Kitwood, 1997).

iSupport was designed to address caregivers’ needs by offering a combination
of techniques that include psychoeducation; relaxation; problem-solving, and
cognitive-behavioral techniques (Egan et al., 2018). The contents of the program are
centered on five major topics or modules: i) What is dementia; ii) Being a caregiver;
iif) Caring for me; iv) Providing everyday care, and v) Dealing with challenging
behavior. Each module includes several subtopics or lessons. Each lesson presents
information about the topic, and interactive exercises where the user is provided with
instant feedback (Fig.1). The original iSupport program was developed in two formats:
either as a self-help manual or as an online web-based program. To implement the
program worldwide, the WHO provide a standardized guide for culturally adapt
iSupport to other contexts (Pot, Gallagher-Thompson, Xiao, Willemse, Rosier, M.
Mehta, et al., 2019). Nowadays, iSupport has been adapted or implemented in 40
countries and 37 languages across all continents.

Fig.1: iSupport structure (Pot et al., 2019)
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Dementia and informal care in Switzerland (Ticino)

Epidemiological data on the prevalence and impact of dementia in Switzerland are
limited. Based on approximations and according to the last estimates, the number of
residents affected by dementia is around 153000 people, whom 8110 living in Ticino
Canton (Alzheimer Schweiz, 2023). Furthermore, it is estimated that a significant
proportion of people affected by dementia may not have received a clinical diagnosis
(Alzheimer Europe, 2011). Since Ticino has a highest proportion of elderly individuals
compared to the general population, and considering the global estimates (Wimo et
al., 2018), it is predicted that the number of people affected by dementia could double
by 2035 (Ufficio di Statistica (USTAT) & Borioli M, 2020). Similarly to other countries,
approximately 50% of people affected by dementia is cared at home by relatives. The
indirect cost associated with informal care constitutes 47% of the annual costs spent
in dementia care (Ufficio Federale della Sanita Pubblica (UFSP), 2023). According to
last estimates, nearly 45% of informal caregivers range between 45 and 64 years old;
55.3% are women, and 72.5% provides care more than one day per week (Ufficio di
Statistica (USTAT) & Borioli M, 2020).

In 2016, and in accordance with the national dementia strategy (UFSP (Ufficio
federale della Sanita Pubblica), 2013), the Department of Health and Social Affairs
(Dipartimento della Salute e della Socialita; DSS) of the Ticino Canton developed a
cantonal dementia strategy, with the aim of ensuring to all individuals living with
dementia and their families access to high-quality and tailored support at every stage
of the disease (Strategia cantonale sulle demenze, 2016). People living with dementia
in Ticino can rely on various forms of practical assistance in their daily care, such as
therapeutic day facilities, home care services, domiciliary therapies, and various
services such as transportation, meal delivery, and assisted holidays. Local Alzheimer
associations and healthcare providers also offer support dedicated to informal
caregivers themselves, by offering financial and psychological consultation and
organizing self-help groups and psychoeducational meetings. In 2013, the DSS
established a family caregiver platform, with the aim of bringing together non-profits
entities and organizations supporting family caregivers in Ticino.

However, despite the number of available initiatives to support caregivers in
their role, there was a lack of structured and continuous programs. The decision to
adapt iSupport in Ticino stemmed from the need to provide a flexible and stable
support tool in various phases of caregiving. More specifically, and in line with the
cantonal dementia strategy, the project aimed at providing training and improving
knowledge to informal caregivers, recognizing the importance and unique role in
dementia care.

iSupport adaptation in Ticino

A relevant part of this doctoral project focused on the cultural adaptation process of
iSupport in Ticino. In study 4, chapter 6, we described the process in detail. In
summary, the project started in February 2020 and concluded in May 2023. It was
conducted by the Institute of Public Health (USI), with the financial support of the
Department of Health and Social Affairs (DSS) and Pro Senectute, and in
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collaboration with Alzheimer Ticino and University of Applied Sciences and Arts of
Southern Switzerland (SUPSI). The adaptation of iSupport was conducted in
accordance with the WHO adaptation guidelines, based on the Ecological Validity
Model (Bernal et al., 1995), and following recommendations from other iSupport
implementors in other countries (Teles et al., 2020; Mehta Kala et al., 2018) The
methodological approach included several research steps (See Fig.2) and employed
both the use of quantitative and qualitative methods.

Fig.2: Timeline of the cultural adaptation of iSupport in Ticino
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The aim of culturally adapt iSupport to Switzerland, was to develop an adapted
version of iSupport available in the three national languages (ltalian, German and
French) that would be easily accessible through a website and mobile application for
smartphone and tablets (iSupport Swiss). From the beginning of the project and
throughout the process, we were in contact with the WHO team and the members of
iSupport international network, that involved iSupport implementors across the globe.
We decided to adopt a Community Based Participatory Approach (CBPR) since the
starting of the project and all along the research process. In September 2020, we set
out a Community Advisory Board (CAB) with a total of 11 members, which included
family caregivers of individuals with dementia, local stakeholders who had already
been engaged as partners (Pro Senectute), representatives from the funding
organization (DSS), educational institutions (SUPSI), and experts involved in the
graphic design and digital development of iSupport (eLab). Our decision to create a
CAB was rooted in the determination to ensure that iSupport was community-driven,
culturally adapted, and capable of effectively addressing the needs of caregivers,
thereby remaining faithful to its original vision. The entire process was conducted in
collaboration and under the guidance of the WHO team.



Aim of the PhD project

The overarching aim of this PhD project was to shed light on the wellbeing of informal
caregivers of people living with dementia while understanding their support needs and
preferences. The cultural adaptation of iSupport, along with the accompanying
research, acted as a consistent thread guiding a deeper exploration and
comprehension of caregivers' needs and ways to support them, with the ultimate
objective of enhancing their mental well-being and that of their loved ones.

More specific aims of this PhD thesis are discussed and presented in each chapter
as follows:

e Chapter 3: To investigate informal caregivers’ mental health in Switzerland
(Ticino) and ltaly (study 1)

- What are the levels of burden, depressive symptoms, stress, anxiety and
perception of loneliness in caregivers during the first wave of the COVID-
19 pandemic?

- What are the differences between Swiss and Italian caregivers?

e Chapter 4: To explore the caregivers’ experiences and attitudes towards
support interventions and measures (study 2)

- What are caregivers’ experiences, beliefs, and attitudes towards seeking
help?

- What are the potential barriers and facilitators to the access and use of
support measures?

e Chapter 5: To explore how digital interventions for caregivers are designed
and developed (study 3)

- What are the main characteristics of digital interventions dedicated to
caregivers?

- How are they developed? Do they employ participatory research
methods?

o Chapter 6: To develop a linguistic and culturally adapted version of iSupport
for Switzerland (specifically for Ticino) (study 4)

- How can a community based participatory approach being integrated in
iSupport adaptation in Switzerland?
- What are the preliminary results of adapting iSupport in Ticino?
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Abstract

Background: There is sparse evidence on the impact on vulnerable populations of
the COVID-19 pandemic. The aim of our study was to explore burden and mental
wellbeing (including depressive, anxiety, and stress symptoms) in caregivers of
people with dementia during the first wave of the pandemic in Italy and southern
Switzerland, two bordering regions severely hit by the COVID-19 pandemic.

Methods: We conducted an online cross-sectional survey with family carers of people
with dementia between May and June 2020. We registered socio-demographic
characteristics, and information about the relationship with the care recipient,
dementia subtype, care inputs from others, and the need of care of the person with
dementia. We measured caregiver burden with the Zarit Burden Interview (ZBl),
psychological distress with the Depression, Anxiety and Stress Scale (DASS-21), and
perceived isolation with the 3-item UCLA Loneliness Scale (UCLALS3).

Results: Caregivers (N=571) reported moderate to severe care-related burden
(mean=45.30; SD=18.33), moderate anxiety symptoms (mean=10.04; SD=6.93), mild
depressive symptoms (mean=11.79; SD=6.12) and mild stress (mean=12.95;
SD=5.53), and 72.3% of participants reported to feel lonely. All scores were
significantly more severe in Swiss compared to Italian caregivers (all p values<0.001).

Conclusions: We found that caregivers’ burden, anxiety symptoms, depression and
perceived loneliness were marked during the first wave of the COVID-19 pandemic,
in two severely hit bordering countries. Regional differences in the impact of the
epidemic on caregivers could be due to contextual, societal, and -cultural
circumstances. As the pandemic endures, support to caregivers of people with
dementia should be proportionate and tailored to needs and adapted to contextual
factors.

Keywords: Caregivers, Dementia, Mental health, COVID-19, Cross-sectional study



Introduction

Dementia influences those who are affected and the family members who very often
care for their relatives at home [1]. Friends and relatives who provide non-professional
and un-paid care to help a person, usually with long-term needs are defined as
“informal carers” [2]. In 2019, according to the World Health Organization (WHO),
informal caregivers worldwide spent over 89 billion hours assisting a family member
with dementia in basic personal activities of daily living, with women contributing to
70% of global hours of care [3]. Informal care provision generally reflects more factors,
from the scarcity or lack of resources and formal support services for people with
dementia, to social and cultural expectations that family members, especially women,
have the obligation to take care of a relative in need [4]. Even if there is evidence that
caring duties can also lead to a sense of personal accomplishment and gratification
[5], many informal caregivers deal with social, financial, and psychological strain that
increases the likelihood of developing mental and physical distress [6].

Indeed, literature shows that caring for someone with dementia is associated with
feelings of burden perceived stress, depression, loneliness, poorer immune function,
and cognitive decline [7-10]. The COVID-19 pandemic brought new challenges to
caregivers. Worldwide, governments enforced restrictions measures such as physical
distancing, stay at home orders and travel restrictions that often limited the access to
health-care facilities and caregivers support interventions such as respite services [3]
. The disruption or abrupt suspension of social and medical support forced informal
caregivers to take over multiple and additional responsibilities to meet the needs of
the person with dementia [11]. In addition, since older age and premorbid conditions
represent a risk factor for COVID 19 mortality [12], caregivers felt additional pressure
to protect themselves from infection to prevent transmission to the person they cared
for [13]. Taken together, all the changes imposed by the pandemic have likely
exacerbated already taxing caring conditions and may have contributed to increase
and worsen psychological distress of caregivers, potentially in the long term.

Longitudinal studies [14,15] suggest that the impact on mental health on the
general population varies through the waves and various phases of the COVID-19
pandemic, from outbreaks to relapses of mitigation public health measures, with
marked geographic variations. However, there is scant evidence about caregivers’
mental health during the pandemic, particularly during the first wave of the outbreak
and lockdown periods. Moreover, evidence on cross-country comparisons in
psychological distress of caregivers is extremely thin [16], and inexistent from
northern Italy and southern Switzerland, two regions that were very severely hit during
the first pandemic outbreak. In addition, most of the few available studies on dementia
caregivers during the pandemic, focused only on some psychological outcomes,
mainly stress or caregiver burden [17-20] and varied in methods; psychological
distress was often not measured using previously validated scales [21-23]. It is
indispensable to expand and advance the current knowledge on the impact of the
pandemic on caregivers of people with dementia to inform the design and provision
of appropriate measures and interventions aimed at supporting this vulnerable
population for the current and in view of future pandemic crises.
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We conducted a cross-sectional survey in Italian and Swiss informal caregivers
of people with dementia during the first wave of the COVID-19 pandemic (May- June
2020). We aimed to explore levels of burden, depressive symptoms, stress, anxiety,
and perception of loneliness in caregivers of people with dementia during the first
peak of the pandemic, in two hardly hit bordering countries, where preventive public
health measures, including personal limitations and home confinement were strictly
enforced. Public health preventive measures varied in the two countries, but
according to the Oxford University’s stringency index were almost identical at the time
of data collection of the present study [24].

Methods

Study participants and procedures

We conducted an online cross-sectional survey in family caregivers of people with
dementia in two bordering, Italian-speaking regions: Italy and southern Switzerland.
We used snowball technique to recruit a convenient sample of both Italian and Swiss
informal caregivers by advertising our research via three different channels. An
invitation message was prepared and circulated in 32 social media pages on
Facebook and Instagram related to ageing and/or dementia and Facebook private
groups of informal caregivers, and through 53 day-care centres for people with
dementia in the two regions. Inclusion criteria were being 18 years of age or older,
Italian-speaker, and informal (i.e. non professional) caregiver of a non-institutionalized
family member with previously diagnosed dementia. Participants were excluded from
the study if they did not match all inclusion criteria.

The online survey, implemented in RedCap (Research Electronic Data Capture), was
active between May 25th, 2020, and June 25th, 2020. The estimated compilation time
was 15 minutes. All participants received an informed consent to participate prior to
filling out the survey, online. All methods were performed in accordance with the
relevant guidelines and regulations.

Measures
Sociodemographic variables

We collected socio-demographic data of caregivers, including age, gender, place of
residence, level of education, and work. We also asked carers about their relationship
with the person with dementia, and inquired whether care provision was their only
occupation, and if they received any care inputs from other formal or informal
caregiver. Information about the care recipient elicited from the carers included the
clinically diagnosed dementia subtype and level of autonomy in activities of daily
living. All questions were asked and data collected in Italian.

Psychological measures



All psychological measures were already available in Italian, were previously
validated, and have been extensively used in lItalian. We used three main
standardized questionnaires. The Italian version of the Zarit Burden Interview (ZBI)
[25] to assess the level of caregiver burden. For each of the 22 items, respondents
reported their perceived strain associated to the provision of care on a Likert scale
ranging between zero (never) and four (nearly always). We computed total scores
and applied standard cut-offs of low (<21), mild to moderate (21 < x < 40), moderate
to severe (41 < x < 60), and severe burden (>60) [26]. The Italian short version of the
Depression, Anxiety and Stress Scale (I-DASS-21) [27], to assess the mental health
of caregivers. DASS-21 is commonly used to assess negative emotions in community
samples, including in informal caregivers [28]. We changed and extended, from the
original questionnaire delivery, the time reference of the items from “the past week”
to “the past months of COVID-19 outbreak”. Respondents reported frequency of
symptoms on a four-point Likert scale (never; sometimes; often; and almost always),
and we calculated the separate scores of depressive, anxiety and stress-related
symptoms (mild; moderate; severe; extremely severe) according to standard cut-offs
[29]. Finally, we explored the frequency (hardly never; some of the time; often) of
feelings of loneliness during the COVID-19 outbreak in the region, with the three items
(lack of companionship, exclusion, and isolation) Italian version of the UCLA
Loneliness scale (UCLALS3) [30, 31]. This scale has been previously used in
population-based studies to measure social isolation, including in caregivers of people
with dementia [32], and during the COVID-19 pandemic [33] . We asked participants
to answer the items referring to the past months of COVID-19 outbreak. We computed
an overall loneliness score, which ranged from three to nine, with higher scores
indicating higher perception of loneliness.

Statistical analyses

We computed means and proportions for descriptive statistics of the
sociodemographic variables, Chi squared tests for all socio-demographic variables,
and the main scales. We tested assumptions of normality and linearity, and we
calculated correlations between the psychological distress measures, education, and
years of caregiving experience using Pearson’s correlation coefficient and univariate
and multivariate ANOVA regressions, setting statistical significance at 0.05. We
assessed differences in ZBI, DASS-21, and UCLALS3 scores by country and
sociodemographic characteristics using independent samples t-test. Finally, in a set
of sensitivity analysis we ran linear regressions to model the effect of study site (i.e.
Switzerland/ Italy) separately on each of the psychological distress scores adjusting
for relevant socio-demographic and care characteristics. We used SPSS 25.0
statistical software for Windows for all statistical analyses.



page 38/ 140

Results

Sociodemographic characteristics

Of the 646 caregivers contacted, 571 completed the survey and formed the analytic
sample (response rate 87%). Table 1 shows the sociodemographic characteristics of
the overall study sample, and by country. Of the 571 caregivers, 425 were ltalian
(74.4%) and 146 (25.6%) were Swiss, with a mean age of 53 years (SD=11.99) and
a range of 24 to 89. The majority of caregivers were female (81.6%), and the mean
number of years spent in caregiving was 6 (SD=3.95). Most participants cared for a
family member affected by Alzheimer's Disease (55.3%), followed by Vascular
(16.6%), Parkinson’s (12.6%), Frontotemporal dementia (7.7%), Lewy-Body
dementia (3.3%), and other or unspecified types of dementia (4.5%). Most caregivers
were children (71.8%), or spouse of the person with dementia (20.7%) and referred
to care for a person not autonomous in most daily life activities (79.9%). Almost two
thirds of participants admitted getting help from others in caring (58.7%), especially
from other family members (32.2%) or professional carers (22.8%). More than half of
participants had at least higher secondary education (56.4%), and almost half of the
caregivers were employed with a full time or part-time job (49.6%).



Table 1: Sociodemographic characteristics of informal caregivers by country (N=571)

Total sample Italy . - _
(N=571) (N=425) Switzerland, Ticino (N=146)
Variable N (%) N (%) N (%) p-valu€
Gender
Female 466 (81.6) 381 (89.6) 85 (58.2)
Male 104 (18.2) 43 (10.1) 61 (41.8) p<0.001
Not specified 1(0.2) 1(0.2)
p-value**
Age Mean (SD) 53.54 (11.99) 51.85(10.72) 58.49 (13.99) p<0.001
Years of caregiving Mean (SD) 6.07 (3.95) 5.08 (3.68) 8.83 (3.31) p<0.001
Caregiver as sole occupation
292 (511 176 (41.4 116 (79.5
Yes (51.1) (41.4) (79.5) 0<0.001
No 279 (51.1) 249 (58.6) 30 (20.5)
Employment Status
Unemployed/Housewife 202 (35.4) 132 (31.1) 70 (47.9)
i 253 (44.3 228 (53.6 25(17.1
Full-time Job (44.3) (53.6) (17.1) p<0.001
Part-time Job 30(5.3) 25(5.9) 5(3.4)
Retired 86 (15.1) 40 (9.4) 46 (31.5)
Relationship with the care-recipient
Child 410 (71.8) 328 (77.2) 82 (56.2)
Spouse 118 (20.7) 59 (13.9) 59 (40.4) p<0.001
Other 43 (7.5) 38 (8.9) 5(3.4)
Education
Compulsory education 107 (18.7) 70 (16.5) 37(25.3)
Higher Secondary education 322 (56.4) 231 (54.4) 91 (62.3) p<0.001
University education 142 (24.9) 124 (29.2) 18 (12.3)
Care recipient type of dementia
Alzheimer 316 (55.3) 247 (58.1) 69 (47.3)
Vascular dementia 95 (16.6) 82(19.3) 13(8.9)
i 's Di 72 (12.6 24 (5.6 48 (32.9
Parkinson's Disease (12.6) (5.6) (32.9) 6<0.001
Frontotemporal dementia 44 (1.7) 44 (10.4)
Dementia with Lewy Bodies 19 (3.3) 17 (4.0) 2(1.4)
Other 25 (4.5) 11 (2.6) 14 (9.6)
Autonomy in basic function of the care
recipient
Yes 116 (20.3) 105 (24.7) 11 (7.5)
No 455 (79.7) 320 (75.3) 135 (92.5) p<0.001
Help from others
Yes 335 (58.7) 285 (67.1) 50 (34.2)
Relative 184 (32.2) 159 (55.8) 25 (50.0)
\I?V:)?fi:eesglonal carers (nurse/domestic 130 (22.8) 106 (37.2) 24 (48.0) p=0.197
Friends/neighbours 21(3.7) 20 (7.0) 1(2.0)

P values were calculating using *Chi Squared tests, and **Independent t-test, as appropriate
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Psychological measures

Overall, caregivers had a mean Zarit burden score of 54.3 (SD=18.3), which
corresponds to “moderate to severe”. Mean scores from DASS-21 showed mild
depression (mean=11.79; SD=6.12), moderate anxiety (mean=10.04; SD=6.93), and
mild stress (mean=12.95; SD=5.53), according to standard cut-offs [29]. However, the
severity of reported symptoms was more pronounced for anxiety, intermediate for
depression, and less marked for stress (Fig. 1). According to past categorizations of
the UCLALS3 scale [34], 72.3% of caregivers fell into the ‘lonely’ category, 99.3%
among Swiss and 63.1% in Italian caregivers.

Fig. 1: Proportion (%) of participants with depressive, anxiety, and stress (DASS-21) symptoms
according to severity
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Proportion (%) of participants with depressive, anxiety, and stress (DASS-21) symptoms according to
severity. Cut-offs scores [29]: Depression (normal: 0-9, mild: 10-12, moderate: 13-20, severe: 21-27,

extremely severe: 28-42); Anxiety (normal: 0-6, mild: 7-9, moderate: 10-14, severe 15-19, extremely

severe: 20-42); Stress (normal: 0-10, mild: 11-18, moderate: 19-26, severe: 27-34, extremely severe:
35-42).

All psychological variables were positively correlated to each other (r? values ranging
from 0.59 to 0.85, all p values <0.001) (Table 2). Correlations did not vary between
countries and are presented for the full sample. More specifically, multiple linear
regressions showed that stress was significantly associated with depression levels
(B=0.52; p<0.001) and burden ($=0.43; p<0.001); depression explained a significant
proportion of variance in perception of loneliness (B=0.49; p<0.001), anxiety
(B=0.42; p<0.001), and stress scores (p=0.53; p<0.001); anxiety was significantly
associated with depression (=0.33; p<0.001), loneliness (p=0.27; p<0.001) and
stress (=0.26; p<0.001); perception of loneliness was significantly associated with
symptoms of depression ($=0.17; p<0.001) and anxiety (f=0.12; p<0.001). In



addition, higher levels of education and years of experience in caregiving slightly

predicted better mental health on all outcomes (all p values <0.001) (Table 2).

Table 2: Multiple linear regressions for psychological variables

Variable R R? (p-value) Caregiver Depression Anxiety Stress Loneliness  Education Years_of
burden experience

Caregiver 0.79 0.62 (<0.001) 0.08 (0.20) 0.20 (0.16) 0.43 0.02 (0.36) -0.09 0.11

ur en . *kk . 1 *% 1 *kk

burd (0.20) (0.31) (0.13)

Depression 0.92 0.85 (<0.001) 0.03 (0.01) 0.33 (0.03) *** 0.52 0.17 (0.07)*** -0.00 (0.06) -0.25 (0.03)

(0.04)***

Anxiety 0.90 0.82(<0.001) 0.10(0.01)** 0.42 0.30 (0.05)* 0.12 (0.09)*** -0.07 0.05 (0.03)*
(0.05)*** (0.08)**

Stress 0.91 0.84(<0.001) 0.19(0.01)* 0.53 0.26 (0.03)*** 0.00 (0.07) 0.06 (0.06)** 0.02 (0.03)
(0.03)x**

Loneliness 0.77 0.59 (<0.001) 0.03(0.00)*** 0.49 0.27 (0.02)*** 0.01 (0.02) -0.02 (0.04) 0.01 (0.02)

(0.02)%+

Beta standardized coefficients (G) are reported with Beta standard errors in parentheses.
* ** +*x indicates p values <0.05, <0.005, <0.001, respectively

Independent t-test showed that all psychological symptoms were more pervasive in
Swiss caregivers with higher scores for burden depression, stress, anxiety, and
loneliness than the Italian counterparts (all p values < 0.001) (Table 3).

Table 3: Comparison of psychological variables between Swiss (N=146) and Italian (N=425)

caregivers
All sample Italians Swiss
Variable ) ) ) T statistics* (df)  P-value
Mean (SD) [min/max] Mean (SD) [min/max] Mean (SD) [min/max]
ZBI
Caregiver burden 54.30 (18.33) [6-88]  48.75 (16.90) [6-88] 70.46 (11.48) [33-88] -14.41 (569) <0.001
DASS-21
Depression 11.79 (6.12) [0-21] 10.23 (6.17) [0-21] 16.36 (2.76) [10-21] -11.61 (569) <0.001
Anxiety 10.04 (6.93) [0-21] 7.82 (6.48) [0-21] 16.50 (3.05) [4-21] -15.59 (569) <0.001
Stress 12.95 (5.53) [0-21] 11.60 (5.60) [0-21] 16.89 (2.71) [8-21] -10.97 (569) <0.001
UCLALS3
Loneliness 6.77 (2.06) [3-9] 6.29 (0.10) [3-9] 8.20 (0.79) [5-9] -10.62 (569) <0.001

ZBI= Zarit Burden Interview (possible range, 6 to 88); DASS-21= Depression Anxiety and Stress Scale

(possible range, 0-21); UCLALS3= Ucla Loneliness Scale 3 items version (possible range, 3-9).

* Students’ t test for independent samples
P values were calculated using *Chi Squared tests, and *Independent t-test, as appropriate
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The linear regression models of the effect of country of residence on the psychological
distress measures confirmed that anxiety, depression, stress, and burden were,
respectively, 55% (3=0.547), 44% (B=0.438), 42% (B3=0.418), and 52% (p=0.517)
higher in Switzerland compared to Italy (all p values < 0.001). All associations
remained significant also after we adjusted for relevant covariates (all p values <
0.001). We also found significant differences for social support, with caregivers who
got help from others showing lower levels of burden (mean=49.27; SD=16.41),
depression (mean=10.66; SD=6.02), loneliness (mean=6.34; SD=2.08) and anxiety
(mean=8.65; SD=6.65) than caregivers who took care of their relatives alone
(mean=13.40; SD=5.89); (mean=7.39; SD=1.85); (mean=12.02; SD=6.84)
(all p values < 0.001). Similarly, spouses’ caregivers reported significantly higher
scores in all psychological outcomes than children caregivers (all p values < 0.001).

Discussion

Our study aimed to explore psychological distress in carers of people with dementia
during the first wave of COVID-19 pandemic in two severely hit bordering countries.
We found that levels of burden, anxiety, depression, and perception of loneliness were
marked in caregivers of people with dementia. All psychological symptoms, including
loneliness were positively correlated to each other, and were more pervasive in Swiss
compared to ltalian caregivers, and in spouse compared to children caregivers.
Education, employment status and social support were inversely associated with
psychological distress.

Previous evidence suggested that providing care for a person with dementia can
cause strain and can affect both the psychological and physical health of the carer
[8]. Caregivers generally report higher levels of perceived stress, depression,
loneliness, burden and lower levels of self-efficacy and well-being compared to the
general population [7]. Our results on the inverse association between educational
level, social support, employment status, and psychological distress are consistent
with those of pre-pandemic studies [35]. Nevertheless, disruption of healthcare
facilities and social restriction measures imposed by the pandemic altered care
routines and practices, with plausible detrimental consequences on caregivers’
physical and mental health [11]. Direct comparisons with literature are not
straightforward because few studies have been conducted on caregivers of people
with dementia since the beginning of the pandemic, and in particular during the
lockdown, in spring 2020 [36]. However, previous studies [37,38, 39] found that high
variations in social support services were associated with increased levels of anxiety,
burden, and depression in samples of caregivers from Italy and the UK respectively.

We found some variations in the reported psychological symptoms. While severe
levels of reported burden and anxiety were common, more than half of the caregivers
in our sample reported only mild to moderate levels of stress and depressive
symptoms. The COVID-19 pandemic may affect caregivers’ mental health on multiple



levels. The disruption of health care services may led to a sudden and unexpected
increase in responsibility. Caregivers had to provide more types of care inputs and for
longer hours, with a consequent lower sense of competence and mastery [40], which
in turn are associated to a greater experience of burden [41]. Suspension of respite
care and breaks may have altered coping mechanisms and pre-pandemic recover
opportunities, contributing to “chronic stressor felt by caregiver with respect to
physical and emotional well-being, family relations and financial status” [42], rather
than the more transitory experience of stress to which caregivers can adapt over time.
In addition, fear of infecting a loved one can trigger worry and anxiety [43]. Moreover,
the uncertainties about infection risks and the very limited knowledge about COVID-
19, especially during the first wave of the pandemic, were likely responsible of
increases in cognitive alertness, which may shadow or counterbalance depressive
symptoms or their perception. Indeed, depression rates in the general population
increased during the second wave of the pandemic compared to the first wave,
probably because of the prolonged psychological distress and long-term social
dislocations [44].

In our study, we also focused on perceived loneliness. We found that most
caregivers reported to feel lonely. This may be explained by the almost complete lack
of social interactions imposed by restriction measures, which was abrupt and
unprecedented. The reported feeling of being alone and trapped at home with few
external support was probably consequent to an actual condition of forced
confinement [45]. These findings suggest that caregivers of people with dementia are
likely vulnerable to lockdown and social restriction measures, and could suffer
remarkable loneliness, which may compromise their ability to provide care [46]. Next,
psychological measures correlated to each other, correlations between depression
and anxiety were particularly strong, and with higher scores in reported anxiety,
predicting higher scores in depression and vice versa. Since a third of our sample
reported from severe to extremely severe levels of anxiety, there is a concrete risk of
increasing levels of depression in caregivers as the pandemic endures.

We investigated mental health in caregivers during the pandemic in two different
countries and Swiss caregivers reported significantly higher distress in all mental
health outcomes than their Italian counterparts did. During the first wave, the Italian
Government adopted slightly stricter public health measures to contain the pandemic
compared to the Swiss Confederation [24]. The extent to which and potential causal
role of preventive measures on caregivers’ mental health are not easy to disentangle.
However, the variation in the timing and severity of the restriction measures adopted
in the two countries may have contributed, at least to some extent, to explain the
differences we found between Swiss and Italian caregivers. The presence of prompt
preventive measures to reduce the risk of infection, especially for the elderly and
vulnerable populations, may have contributed to lessen the anxiety and fear of
contagion in Italian caregivers of people with dementia. On the other hand, the latency
and minor severity of restrictions adopted by the Swiss Federal Council may have
triggered a sense of personal unsafety for both the caregiver and the care-recipient.
Nonetheless, other socio-cultural and contextual factors may contribute to explain the
fact that Swiss caregivers reported significantly higher distress in all mental health
outcomes than Italian carers did. Evidence suggests that social support is a protective
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factor towards burden and psychological distress in dementia caregivers [47, 48].
Since in our study Italian caregivers reported to receive more help in caring duties
compared to Swiss caregivers (Table 1), the differences in use and availability of
emotional and practical forms of support during the pandemic may lead the burden
due to the disruption of services and the additional care responsibilities. A further
investigation on specific restrictive measures and services available during the
lockdown for caregivers of people with dementia in the two different countries is
needed to clarify the differences.

The present study is not free from limitations. The lack of longitudinal or pre-
pandemic data on the burden, mental health, and loneliness of caregivers limits
causal inference. However, we found exceptionally high levels of burden and
psychological distress according to commonly used and standardized scales. Further,
although the sample of our study was large it was not representative of the target
population. We cannot exclude selection bias also because only caregivers who had
access to the internet and to our recruitment channels could participate in the survey.
Nevertheless, the study population had a broad sociodemographic spectrum, which
provides support at least to some extent to the external validity of our results. We
measured psychological distress using robust and valid measures, and participants
self-reported a wide range of their socio-demographic and care characteristics.
However, people with dementia were less thoroughly characterised. We did not
measure behavioural and psychological symptoms of dementia (BPSD), and we used
a binary question to measure autonomy and not a standard measure of activities of
daily living (ADL). BPSD and ADL impairments are associated with strain and
psychological distress in caregivers [49, 50], and may have worsened because of self-
sheltering, quarantine, and other personal and social restrictive measures [51].

Our results confirmed that people with dementia and their caregivers have faced
serious challenges during the pandemic. Local authorities must consider, locally
adapt, and apply the recommendations of issued by the Technical Advisory Board on
Mental Health in the WHO European region to reduce the impact of COVID-19 crisis
on mental health in vulnerable populations [52].

Conclusions

The present study showed that family caregivers of people with dementia have
experienced psychological distress during the first wave of COVID-19 pandemic.
Since we found severe feelings of burden and anxiety, rapid and targeted measures
are required to enable carers to continue provide care and cope with uncertainty, while
maintaining their own well-being. Further interventions should address feelings of

loneliness accounting for contextual and cultural circumstances.

Availability of data and materials

The dataset generated and analysed during the current study are available in the
Zenodo open access repository, DOI:10.5281/zenodo.4748652.
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Abstract

Background: Supportive measures and training interventions can improve the care
of people with dementia and reduce the burden on informal caregivers, whose needs
remain largely unmet. iSupport is an evidence-based online intervention developed
by the World Health Organization to provide support and self-guided education to
informal family caregivers of people with dementia. This qualitative study explored
barriers and facilitators in the access and use of supportive measures for family
caregivers of people with dementia living in Southern Switzerland (Ticino).

Methods: We conducted five focus groups and explored experiences, beliefs, and
attitudes toward seeking help (SH), and used thematic analysis to identify key themes.

Results: . Participants (N = 13) reported a general reluctance to SH. We identified
four main barriers to SH: high level of burden; sense of duty; fear of being
misunderstood by others; and difficulty in reaching information. We also identified
facilitators of help seeking behaviors and unveiled the need of caregivers to be
assisted by a dementia case manager to facilitate access to support resources.

Conclusions: Local services and interventions should be adapted to caregivers’
needs and expectations, with the aim of facilitating the acceptance of, access to, and
service integration of existing and future support measures, including iSupport.

Keywords: Informal caregivers, iSupport, Dementia, Help-seeking; Training
interventions
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Introduction

Most people affected by dementia live at home [1] and are assisted by family
members who provide instrumental support in daily living and coordinate professional
care delivery. Family caregivers of people with dementia are also defined as “informal
caregivers” since they provide non-professional and un-paid care to help a person in
long-term need [1]. Informal care is particularly prevalent in countries with a scarcity
or lack of formal support services for people with dementia [2]. Being the primary
caregiver of a person with dementia exposes informal caregivers to emotional,
financial, and physical strain, and promotes the development of symptoms of
psychological and physical distress, including depression, anxiety, loneliness,
hypertension, and breathing problems [3—6]. Moreover, the care related burden in
informal caregivers is positively associated with abusive behaviors, worsening of
behavioral symptoms in the care recipients [7,8], and with institutionalization [9].

Multi-component interventions can have broad-ranging benefits in improving
informal caregivers’ quality of life, symptoms of anxiety, and depression, and in
reducing the care-related burden [10,11]. However, caregiver services and support
interventions remain underutilized [12]. Ludecke and colleagues [13] showed that of
59,323 family caregivers who took part in a study involving 6 European countries, only
3% used support services. According to Brodaty [14] the main reasons for the low use
of community services for informal caregivers of people with dementia living in
Australia included a perceived lack of need of and reluctance in seeking help, despite
self-reported high levels of burden and resentment. Other international studies found
that high levels of burden, high levels of impairment in the care recipient, the lack of
an informal support network, and fear of losing the role of primary caregiver were
positively associated with a reluctance to use support services [15,16]. A systematic
review aimed at exploring seeking help (SH) intentions and behaviors of family
caregivers of people with dementia, reported the following barriers: inadequate
knowledge about dementia, strong family norms about responsibility to caretake,
stigma and bad experiences with health care services [17]. Most recently, an empirical
trial [18] showed that family caregivers’ decision to reject support mainly depended
on personal factors (e.g., caregiver gender or time); service factors (e.g., availability
and knowledge) and relational factors (e.g., preferences of the care recipient). The
authors also reported that a comprehensive assessment of caregivers’ unmet needs
increased the rate of users willing to use the services. Overall, despite the growing
number of support initiatives for informal caregivers, many barriers to accessing and
using interventions and support services for caregivers still exist [14,19,20]. A better
understanding of help-seeking behaviors and needs in family caregivers of people
with dementia is needed to close the gap between the availability of support measures
and their access and use, with potential benefits for the caregiver and the person with
dementia [21,22].

iSupport is an online evidence-based program developed by the World health
Organizations to provide self-guided education and support to informal caregivers of
people with dementia [23]. The program includes problem solving and cognitive
behavioral techniques such as psychoeducation, behavioral activation, and relaxation



to support caregivers in everyday caring and in preserving their own well-being. More
than 30 countries, included Switzerland, are currently involved in iSupport
implementation worldwide [12]. Preliminary findings about iSupport are promising.
Teles and colleagues [24] highlighted positive results of iSupport regarding
caregivers’ knowledge in Portugal, while Oliveira [25] reported more positive attitudes
towards the person with dementia in caregivers using iSupport in Brazil, compared to
those who did not. In Switzerland, iSupport is currently being adapted in the Ticino
Canton, the southern Italian speaking part of the country. Before being implemented,
the program must be culturally adapted to local settings to ensure it meets the values,
preferences and needs of the final users, as reported by WHO guidelines [26]. To the
best of our knowledge, iSupport is the first online training intervention dedicated to
the informal caregivers of people with dementia in Switzerland and there is no
evidence regarding the local caregivers’ needs and/or acceptance of support
interventions in general. Thus, we decided to use iSupport as case in point to
investigate family caregivers’ perspectives about support measures and interventions,
in order to collect evidence about the acceptance and potential use of support
interventions.

As part of the iSupport cultural adaptation process, this qualitative study aimed
to explore caregivers’ experiences, beliefs, and attitudes towards seeking help of
family caregivers of people with dementia living in Ticino Canton. Specifically, we
aimed to identify potential barriers and facilitators to the access and use of support
measures, in view of adapting iSupport to caregivers’ local needs and enhancing its
future use.

Materials and methods

Study Desing

We adopted a qualitative descriptive design [27] and used focus group as a data
collection method to collect participants’ experiences and general attitudes towards
support measures and the iSupport program. Focus groups provide insight into
context-specific behaviors and beliefs and facilitate the expression of dissent and
disclosure of sensitive issues, allowing the emergence of potential barriers and
criticalities [28]. Methods and results are reported according to the COREQ checklist
for interviews and focus groups [29].

Participants

We used a snowball technique to recruit a convenient sample of family caregivers of
people with dementia. Eligibility criteria were: (1) being (at present or in the past) the
primary caregiver of a family member with dementia, (2) being fluent in Italian and (3)
living in Ticino Canton (southern Switzerland). Between April and May 2021, we
designed an invitation letter and a flyer presenting the project, the main purpose of
the focus group, eligibility criteria, and contact information. We disseminated these
materials in a local newspaper, to members of the iSupport community advisory
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board, to the local Alzheimer’'s association and day care centres for people with
dementia, and to participants in ongoing research projects who consented to be
informed about further research activities.

Study Procedure

Eligible caregivers interested in participating could contact us either via email or by
phone; they then received a detailed presentation of the iSupport project, with
examples of contents included in the program. The informed consent was sent via
email at least 2 weeks before the data collection. Once we received the signed
consent form, the participants were sent an online survey via REDCap (Research
Electronic Data Capture) [30,31] to collect sociodemographic characteristics, and
information about the degree of kinship with the person with dementia, the living
situation of the person with dementia, and the length of experience in caregiving.
Between June and August 2021, we conducted five focus groups at the Universita
della Svizzera lItaliana in Lugano (southern Switzerland). Focus groups lasted
approximately 2 h (between 110 and 130 min), and were audio recorded. One of the
researchers (AM), a PhD student and psychologist with experience in the topic of
dementia and caregiving, moderated all the focus groups, with assistance from
members of the research team expert in qualitative methods (MF and RA). We
adapted and expanded the WHO iSupport adaptation guidelines to our study aim, and
we developed a topic guide composed of semi-structured questions. After a general
introduction to the topic and an initial round of presentations, the discussion focused
on three main areas. In the first part of the discussion we asked patrticipants to express
their experiences and attitudes towards support measures and training interventions;
in the second part, we invited participants to evaluate the relevance and perceived
utility of iSupport contents, and in the last part, we asked participants to provide
feedback and suggestions to enhance the use of support interventions, including
iSupport. For the purpose of this study, we focused on the first and third areas. The
findings related to iSupport specific contents will be discussed elsewhere.

Data Analysis

Discussions were transcribed verbatim and pseudonymised by EB, an independent
research assistant. AM, RA, and MF used thematic content analysis to identify key
themes in different steps. First, researchers familiarized themselves with the data by
reading and re-reading notes and transcripts to get an idea of the overall meaning
and started to identify the core topics. Next, each researcher independently identified
codes within each focus group (vertical analysis) and across the whole dataset
(horizontal analysis) to find variations and regularities within the data. Themes and
subthemes were progressively refined through discussion in weekly meetings over
three months (from November 2021 to February 2022), and until consensus was
reached. Data management and coding processing were facilitated by the use of
NVivo12 software. We tracked and stored all researchers’ reflections and decisions
that were made throughout the data analysis process on an online shared document,
as a basis for a meta-reflection about the inductive process.



Ethical Issues

We received the right to proceed from the Swiss Cantonal ethics committee, since our
study did not fall within the scope of Art. 2 and Art. 3 of the law on human research
and did not require any ethical approval.

Results

The results are structured as follows. First, we present the socio-demographic
characteristics of the participants. Second, we report the overarching themes
including the barriers and benefits related to seeking help, stratified by professional
and informal forms. of help. Third, we describe the virtuous process between positive
support experiences and seeking help behaviours, and a profile of an effective the
dementia case manager is created, as defined by participants through discussion. All
results are supported by comments, translated verbatim, and marked with a number
indicating the participant’s ID and the type of relationship to the person with dementia.
Quotations were first translated from Italian to English by a member of the research
team (AM) and then revised by an external translator.

Sociodemographic Characteristics

Of the 20 caregivers who contacted us, 13 participants joined the focus group
discussions. Reasons for withdrawal were lack of time and geographical distance.
Most caregivers were female (N = 10), and their ages ranged from 55 to 82 years.
Their care recipient was either a parent (N = 6) or the spouse (N = 7) of the caregiver.
More than half of participants (N = 8) reported to have taken care of the person with
dementia for at least the past 3 years. At the time of data collection, most caregivers
cared for a family member with dementia living at their own residence (N = 8). Two
participants reported the person they cared for had passed away.

The number of participants attending each group discussion ranged from 2 to 7
caregivers. Focus groups were attended by 6 caregivers (FG1: 14.06.21); 7
caregivers (FG2: 12.07.21); 2 caregivers (FG3: 15.07.21); 6 caregivers (FG4:
18.08.21), and 2 caregivers (FG5: 24.08.21), respectively. The majority of participants
attended more than one group. Table 1 shows the number of focus groups attended
and sociodemographic characteristics of the 13 family caregivers who took part to the
focus groups.



page 54 / 140

Table 1: Sociodemographic characteristics of participants

. . Living . \
D Gender Age Employment Relatlonshlp situation of Years o.f caring The pwd'has Focus grot
status with the pwd? experience passed away Attended
the pwd?
Housewife/ Oown
1 Female 58 Retired Spouse residence 3-5 No 5
2 Female 55 Housgwﬁe/ Son/daughter an 3-5 No 1;3;4
Retired residence
Housewife/ Own
3 Female 59 Retired Spouse residence 3-5 No 1
Oown
4 Male 67 Employed  Son/daughter ) 3-5 No 1
residence
5 Female 58 Hous.eW|fe/ Spouse C‘arers 1-2 No 2
Retired residence
Oown
6 Male 57 Employed  Son/daughter ) 3-5 No 1;4
residence
7 Male 74 Employed Spouse N/A 6-10 Yes 1;2
Oown
8 Female 55 Employed  Son/daughter . 3-5 No 2,4
residence
9 Female 75 Housgw#e/ Son/daughter N/A > 10 Yes 1;2;4;5
Retired
10 Female 76 Housgwﬁe/ Spouse an 3-5 No 2
Retired residence
Housewife/ Carer’s
11 Female 82 ) Spouse ) 1-2 No 2
Retired residence
Oown
12 Female 55 Employed  Son/daughter ) 1-2 No 34
residence
13 Female 81 Housgw#e/ Spouse C.arers 3-5 No 2;4
Retired residence

1 Person living with dementia. 2 Number of the focus group discussion attended. N/A not applicable.

Barriers in Seeking Help

The main emerging theme from our analysis was a general difficulty in seeking help,
defined as “the active process of seeking help” [32]. In most cases, caregivers
expressed the need to be supported, but faced barriers that prevented them from
actively seeking and accessing both professional and informal forms of support. In
our groups, professional or formal help included seeking assistance or advice from
health and social care professionals including family doctors, physicians,
psychologists, lawyers, and health workers. Informal or non-professional help referred
to the process of seeking support at the community level, including family members,
close acquaintances, and especially from other caregivers of people with dementia.

Feeling Burdened

For most caregivers (N = 7) the difficulties in balancing caregiving duties with other
life and work demands represented a main barrier in seeking help. Specifically, some
participants acknowledged that they needed and would benefit from support but
highlighted how feeling stressed and overwhelmed prevented them from gathering
information about and navigating existing services, and actively accessing and using
support services. For instance, one participant used the metaphor of “drowning” to



describe the feeling of burden that prevented her from even realizing the need of
seeking help:

Look for help . . . sometimes you don’t even think about it . . . you’re so absorbed,
running here and there, and you’re so much drowning, you would really need
someone there to tell you “come on take a break, hold still, I'll take care of it now” but
you (on your own), you don’t even get to look for help. (P.5, spouse)

For another participant learning about other family caregivers’ experiences led to
additional emotional stress:

Sometimes | said to myself, “I've got enough on my plate with my own problem. (P.7,
spouse)

As a counterevidence to this, P.12 brought her experience of feeling less burdened a
few months after her father’s diagnosis; therefore, being willing to share positive and
negative emotions with other family caregivers:

At the beginning | felt so bad, | didn’t even have the strength to react, and now that |
feel better it would be important for me to meet people and share these (experiences)

. of helplessness, of resignation, of excitement, and to talk about the happy
moments. (P.12, daughter)

Sense of Duty

Feeling caregiving as a family and personal responsibility contributed to preventing
participants from seeking support elsewhere, especially if the relationship was
between children and parents. Fulfilling caring duties alone was a common
experience among participants, and was often considered as a personal
responsibility, or even a moral obligation. However, one participant pointed out how
considering herself as the main and sole caregiver may also lead to isolation and
jealousy towards other caregivers:

Many times, I've seen people isolating themselves, craving to be the one and only
shouldering the burden...then it becomes some sort of jealousy “no one else is as
good as me”. (P.9, daughter)

The strong sense of dedication in taking care of the person with dementia was so
strongly felt by some participants as to be represented through epic metaphors, where
the caregiver described himself as the “hero” and caregiving as a “mission”:

But I think I'll know when it comes the time to decide (nursing home admission), and
that | don’t have to be the hero at all costs. (P.12, daughter)
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If you decide to take care of someone, you practically dedicate your whole life to this
person . . . you must find the time to tell yourself “I'm going on because this is my
mission, and | have to accomplish it” (P.7, spouse)

And yet, P.7 remarked that shouldering caring responsibility alone had benefits
regarding self-esteem and pride, and provided with a sense of accomplishment.

Maybe it was also a matter of self-esteem “I have this problem with my wife, and |
have to fix it.” (P.7, spouse)

Feeling Misunderstood by “Others”

Caring for a person affected by dementia was described, fairly unanimously, as a
unique experience. A common belief among participants was that people who did not
take care of a loved one living with dementia could not truly understand their needs
and experiences. Therefore, caregivers preferred not to seek help and relied on their
own resources, as shown in the extract below:

Sometimes it occurred, unhappily, that when | was talking with people which have
never experienced such a situation (living with a person affected by dementia), they
would unintentionally put me off instead of supporting me, telling me “you have to be
patient . . . ‘they made me feel worse . . . so | decided to give up talking) with other
people about it. (P.12, daughter)

Caregivers also reported that externals, either experts, friends, or relatives, tended to
minimize the severity of the disease or caregiver’s distress. For example, P.9 brought
feelings of sorrow and loneliness after having shared her experience with other
people:

Sometimes it can be very painful because you feel alone and so laden down . . .

besides, other people minimize (your effort) or make comments that only confirm that
you are alone and can’t rely on anybody to get by. (P.1, spouse)

Difficulty in Attaining Information about Available Services and Support

Most participants reported to feel disoriented or even lost, especially at critical stages
of the disease when support in decision making and problem solving were most
needed, including after the disclosure of dementia diagnosis, and as symptoms
evolved and worsened through the course of the disease. Caregivers looked for
different kinds of information, namely assistive domestic aids, financial support
measures and medical assistance for the person with dementia. P.5 for instance
reported great difficulties in finding a professional domestic helper:

At some stage we needed a person (a formal caregiver) . . . | spent two months
searching . . . | even asked a friend of mine who worked in a cleaning company, and



I asked her “listen, do you have someone who is really brilliant?” | was really at the
end of the rope. (P.5, spouse)

P.8 needed adapted kitchen appliances for the safety of his father living with
dementia, but she could not find an existing, competent provider, and eventually had
to find a work around by herself:

(My father) had been turning on the heat and burning everything . . . | asked the
electrician, and he didn’t even know where to start . . . it took me a week to solve it.
(P.8, daughter)

Some patrticipants also highlighted a general lack of integration of, and coordination
among local dementia support services that made it cumbersome for them to locate
and make good use of relevant information. For instance, P.6 encountered puzzling
barriers to access information about available economic support measures for people
with dementia and their families:

To know how it works with disability, with the pension fund . . . Honestly, there’s a lot
of confusion . . . what's more, it's quite difficult to get in touch with them . . . before
you get an answer, it goes on for a long time . . . You go here you go there, and
nobody knows exactly how it works. (P.6, son)

Similarly, the navigation of existing services proved taxing for most participants. For
example, one participant pointed out the disruption of local services, and suggested
that a sole entry point, reference service or institution should be available to provide
timely and appropriate responses to caregivers, coherently and comprehensively:

This is a great trouble, there is no service you can call or turn to, and that they tell you
“Sir, madam, you are entitled to this and that.” (P.1, spouse)

Because the dementia diagnosis was somewhat unexpected, and provoked confusion
for both caregivers and care recipients, participants expressed the need for a
structured, yet tailored approach to the disclosure of a dementia diagnosis, associated
with the provision of key information of the main implications of diagnosis, the
associated needs, and existing services and organizations, and how to approach
them in a timely manner. P.6 perfectly expressed the impact of the diagnosis and the
feeling of being “abandoned”:

You feel really abandoned because there is no organisation behind it . . . Even
because you have to deal with a person who used to do all on his/her own, just a
month before or a year before, and now is completely lost. (P.6, son)

Benefits of Seeking Help
Despite the above-mentioned barriers in seeking help, some participants also

reported positive support experiences, which differed according to whether they
sought professional or non-professional help. Professional help mainly consisted in
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care provided by family doctors or health care workers. Non-professional help was
informal, and it consisted mostly in seeking support from other caregivers in the
community through peer-to-peer interactions. These benefits are presented, starting
with professional help experiences.

Ensuring the Safety of the Person with Dementia

Participants concurred that one of the main advantages from seeking professional
support was the achievement and improvement of the safety for the person with
dementia. The decision to seek support from professionals often resulted from a
worsening of symptoms in the care recipient and consisted in hiring a domestic worker
or asking advice from a specialist or family doctor. For P.3, for example, the main
concern was leaving her father alone at home and the risk of domestic accidents:

There is a paid caregiver coming in the morning and in the evening because | can’t
leave my father alone . . . he can fall . . . he broke his femur at home several times,
and | don’t feel comfortable to leave him alone . . . but | don’t want to put him in a
nursing home . . . not yet let’s say. (P.3, daughter)

Other participants also emphasized the benefits of therapy and medications for the
person with dementia, in a manner perceived as safe and accurate:

Even medicines must be administered by someone external, if necessary, because
she (the mother) used to tell me “Yes | took them” then once downstairs you could
see she didn't . . . she finds all the excuses, there must be an external person who
has the control. (P.8, daughter)

For another participant professional support contributed not only to improved safety,
but also to improved quality of life for the person with dementia:

On doctor’s advice | found a paid caregiver who visits him four or five hours a week .
. . it’s nice because they've created a nice relationship . . . she takes him out for a
walk or to the lake, they do nice things together, and at the same time she helps him
to talk, she brings out many problems . . . it’s a nice thing. (P.5, spouse)

Some participants stressed the importance of accessing formal support as early as
possible, with respect to the clinical diagnosis of dementia and the onset of even mild
symptoms. Timely support from professional caregivers can help to anticipate needs,
formulate directives, and plan for mid- and long-term care whilst the care needs of the
person with dementia are still relatively limited and manageable. For example, P.6
reported:

The sooner the support arrives, the better . . . | experienced it, and at a certain point
you have no chance . . . you must seek help . . . you must provide care that is not only
love, but medical, domestic, physiotherapeutic care. (P.6, son)

Relief



Seeking professional support and sharing caregiving duties not only brought benefits
to patients, but also led to a feeling of relief for the caregiver. Participants reported
how accessing respite measures enabled them to find time and energy for themselves
and provided a sense of reassurance, which contributed to reduced anxiety and
distress. Respite measures included for example day-care facilities where the person
living with dementia can spend time doing a variety of activities while the caregiver
may take a break from caregiving duties. P.2 significantly described this as “salvation”:

My mum went to a day care centre, and she has been there for seven or eight years
now . . . they also involved her in the cooking . . . Fortunately there was that salvation
twice a week . . . otherwise things are too long to be maintained. (P.2, daughter)

However, for other participants, relief was actually perceived only after admission to
a long-term care facility. Despite some initial reluctance about institutionalization,
caregivers reported that institutionalization contributed significantly to feeling released
and “cared for”:

This (admission to a nursing home) was good for her, and good for me as well
because | felt cared for, and this is a great support . . . it helps to feel helped by
someone. (P.7, spouse)

According to P.9, sharing care responsibilities and accessing support measures also
helped her to resize her role as caregiver and to see the disease itself in a more
manageable way:

If you use all the supporting measures that exist, | wouldn’t say that the problem
becomes small but . . . after all they are experts in this. (P.9, daughter)

Free to Speak

The interaction between caregivers as a form of reciprocal informal support provided
the opportunity to express feelings and worries and to share thoughts about the
caregiving experience without being judged. Differently from external supporters,
such as relatives or friends, other informal caregivers were perceived as more
understanding and empathic because they shared the same caregiving experiences
and faced similar or even identical issues and personal concerns:

If you have never experienced caregiving, you judge . . . but if you have been through
it, you won’t judge. (P.12, daughter)

For P.9 sharing the common experience of caring for a person with dementia also
facilitated the expression of the challenges and negative emotions that the caregiver
may feel towards the care recipient, including anger and guilt:

You realize that also other people have similar feelings . . . because you feel guilty
when you go crazy, and you feel bad . . . you know it is wrong because you don’t do
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it on purpose, but you realize that also the others (caregivers) do it (to get angry) . . .
people understand you because they are experiencing the same situation . . . when
people who don't live this tell you “yes | understand” | am convinced they can only
partially understand (P.9, daughter)

Sense of Belonging

The freedom to share both positive and negative aspects of caregiving in a
nonjudgmental environment, also generated a sense of belonging to a group.
Caregivers reported to feel less lonely and stressed after having interactions with
peers. According to P.12, interactions with peers provided unsought opportunities to
appreciate serious situations and problems to which they could compare their owns:

I’'m surprised people don’t join help groups . . . because there you realise that you’re
facing difficulties but hearing other people talking about more serious situations . . .
you go home and you have recharged your batteries a bit. (P.12, daughter)

For P.2 the level of intimacy experienced with other caregivers, turned the self-help
group in a group of friends with whom they could share not only caregiving
experiences, but also other matters, and with whom they could enjoy some free
personal time:

You realise you are not alone . . . other people have the same problems you have and
talking about that helps you . . . you realise some reactions you have are shared by
other people, and this reassures you a bit . . . it heartens you. Moreover, we hang out
together and we became almost friends, we meet for a drink, and we cry, we laugh.
(P.2, daughter)

Problem Solving

Different from professional help-seeking, sharing and listening to family caregivers’
experiences fulfilled the need for emotional support and nurtured a sense of belonging
to a group. Participants also reported problem solving as an additional benefit from
informal help-seeking. Peers provided practical forms of support, such as help in
gathering information or making decisions concerning the person with dementia
based on their lived experiences. Moreover, for some participants, the interaction with
other family caregivers satisfied their personal need to confirm that they were taking
care of their loved one in an appropriate manner and highlighted potential
improvements, as reported by P.2:

You get together with people who have the same problems . . . because you don’t
know if you are doing something wrong . . . you don’t know anything, and personally
it really helped me because there is an exchange even in simple things, in everyday
practical things, and we feel part of it. (P.2, daughter)



In addition, interacting with “experienced” informal caregivers also helped participants
to learn strategies and ways of coping with every-day challenges, turning the
interaction into a mutual learning process. In this regard, speaking of the reason she
joined the focus groups, P.1 said:

We must address people who give us help and support, and who have more
experience, that is . . . | answered the question “why did you decide to participate?”
like this: to be informed and to learn from those who are at an advanced stage in this
experience. (P.1, spouse)

Sometimes, participants even attributed more knowledge, expertise, and availability
too peers than to professionals who worked in the field of dementia. For instance, P.6
reported:

These family members all together know much more (than the experts), and are also
more willing to talk . . . you see the doctor for five minutes and then you go . . . (P.6,
son)

The Virtuous Cycle of Seeking Help

Despite the difficulty experienced in seeking help for the first time, caregivers reported
how experiencing the benefits mentioned above from both professional and
nonprofessional support, helped change their initial help-seeking attitudes and
facilitated the maintenance of help-seeking behaviors over time (Figure 1).

Figure 1: The virtuous cycle of seeking help. *person with dementia
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P.2 provided an accurate account of her initial skepticism about joining a self-help
group with other family caregivers and how then she changed her mind:

Concerning the self-help group, | came to know about it through my sister who
proposed it to me . . . honestly, | told her “but yes . . . | mean, it won’t do any good” .
.. Il was very sceptical, and then | realised that it was really useful in our case . . . we
have been participating regularly for two years now. (P.2, daughter)

Some caregivers reported the importance of seeking help from a professional who
was not only expert in the field of dementia, but who was also in touch with people
living with dementia. This probably helped them to overcome the fear of being
misunderstood by others and to start seeking support, as shown in the extract below:
| heard that there was also a psychologist, so | approached her, and | thought it could
be useful . . . but | didn’t want a psychologist, let’s say a generic one, | wanted
someone who worked with patients . . . so they gave me a hame, and now | see her
once a month to talk. (P.1, spouse)

The access and repeated use of professional care services also depended on the
benefits experienced, not only by the caregiver, but also by the person living with
dementia. For instance, P.8 brought the experience of her mother who attended
supported holidays for people living with dementia:

We've always sent her on assisted holiday both to the seaside and in the mountains
... they go every year to get to know each other . . . she enjoyed it a lot because they
took her on trips, and even now she’s looking forward to go to the mountains, and
then afterwards she’ll be waiting for the Christmas party . . . there will be always
something to wait for . . . (P.8, daughter)

The Dementia Case Manager

Participants often referred to different needs pointing to a possible solution to
overcome barriers in help-seeking behaviors, in particular the provision of a reference
person to help them navigate dementia care services and manage caring duties.
Caregivers identified three main features that this putative dementia case manager
should have and that pertained both to professional and non-professional forms of
help: knowledge of the family and caring situation, knowledge of local resources and
services for dementia, and long-term availability (Figure 2).



Figure 2: Profile of the dementia case manager
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Knowledge of the Family and Caring Situation

According to caregivers, a dementia care manager should be reliable, expert in the
field of dementia, but also familiar with the person with dementia and their needs,
resembling an “extended” member of the family. Knowledge of the caring context and
contact with the person living with dementia were essential requirements for
caregivers to receive tailored and need-centered support, as reported by P.8:

It is essential to rely on someone . . . a person you can counton . . . if he’s not part of
the family he may be external, but someone you can really count on . . . not a doctor

. .. someone who follows you as well as the person you take care of. (P.8, daughter)

Knowledge of Local Resources

Caregivers reported the need to address someone who knows what local resources
are available for people dementia and to advise on which of these may be most
suitable for them. Some participants stressed the importance of being able to refer to
a single person, as a means of continuity of care and to find information and solutions
for the person they cared for through all phases of the disease, promoting integration
and coordination of care:
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He should come from outside . . . we need the experience of someone who gathers
all the available resources, and puts them in a network. (P.6, son)

Long Term Availability

Participants pointed out that support should be provided not only at the beginning, but
throughout all phases of the disease, to help the caregiver to make decisions at
different stages of the caregiving journey. Rather than a consultation from time to
time, caregivers reported the need for continuous support and guidance, as
expressed in the extract below:

| believe that a common thread is missing . . . someone who can stay there from the
beginning to the end with advice, who knows how things work . . . But here there is
no one at all, that’s why there is confusion. (P.5, spouse)

Long term availability and contact with the person with dementia and his family are
the elements that most distinguished the profile of the dementia case manager from
other health professionals, as expressed by P.8:

We would need someone who also knows mum and sees how she is, and what she
needs in different moments . . . yes, the doctor . . . they are all very nice . . . the
geriatrician maybe takes a bit more time, but he visits her for an hour every six months
... we would need a contact person who can discuss with us, the relatives, who sees
how she goes on . . . who is also there for us to solve practical problems. (P.8,
daughter)

More specifically, P.6 compared the role of a “dementia case manager” to that of an
“architect”. This suggests the need of having a professional who builds individual
health-care plans based on the necessities of the person with dementia and his
caregivers:

There is not even a professional figure . . . if | have to build a house | go get an
architect. (P.6, son)

According to P.1, besides providing support in the organization and coordination of
care, a dementia care manager may also contribute to reduce feelings of burden,
uncertainty and loneliness, by “holding hands with” the caregiver throughout the
progression of the disease:

There are people who feel insecure and overwhelmed because of the terrible
reactions the person with dementia may have . . . you must get used to it, but you
don’t have so much energy because you are already busy to manage it. . . | am sorry
because “to manage” is not a nice expression, but | didn’t find another one because
you can’t say “assist” . . . you really have to “manage it” . . . So, his role should be
taking them (the caregivers) by the hand and showing what in that specific moment
and for that specific situation can help. (P.1, spouse)



Discussion

In this study we explored the experiences, beliefs, and attitudes towards seeking help
in family caregivers of people with dementia living in southern Switzerland (Ticino).
We found a general reluctance for seeking help, despite reported feeling of burden
and stress due to caregiving demands. High levels of burden, fulfilling a sense of duty,
feeling misunderstood by others, and difficulty in reaching information about available
services were the main barriers to seeking both professional and non-professional
forms of support. Caregivers also reported some benefits from support experiences
including safety for the person living with dementia, emotional relief, a sense of
belonging, and the freedom to speak about personal experiences in peer-to-peer
interactions. Participants reported the need to refer to a dementia case manager who
knows the person with dementia, their situations and needs, and who can provide
caregivers with continuous support, guidance, and assistance to navigate and
facilitate access to local services.

Barriers and Benefits to Seeking Help

Overall, our results are consistent with previous studies that found a general
reluctance from informal caregivers of people with dementia to seeking help [11,13].
Similar to the work of Zwigmann and colleagues [18], we found that the decision to
reject different forms of support depended either on personal (burden), cultural (sense
of duty), relational (feeling misunderstood by others), and environmental (difficulty in
reaching information) factors. In our study, high levels of burden hindered caregivers
from actively seeking support. A recent work aimed at examining the relationship
between perceived help-seeking difficulty and burden found positive associations
between caregiver self-criticism and seeking help, but not with burden [33].
Conversely, a review showed that high levels of burden and poor health were not only
associated with a reluctance to use support services, but also with a poor knowledge
of the services available for caregivers [11]. Contrary to common thinking that help-
seeking is primarily dictated by need, there are, in fact, complex processes that
involve different and sequential steps of decision making, starting with the recognition
of needing help in the first place [34]. The feeling of being overwhelmed and
“drowning” (as described by one of our participants) in a usually unexpected role, may
prevent caregivers from realizing the need to be supported.

Some participants in our study remarked that providing care to a family member
with dementia is a moral responsibility, or a duty. The influence of cultural values and
family norms on help-seeking behaviors is quite well established in the literature, and
varies across countries [35,36]. A recent qualitative study [37] found that Chinese
cultural belief of filial piety, the filial obligation to provide for and look after elderly
parents, played a main role in coping strategies adopted by family caregivers of
people with dementia. Partially consistent with our results, authors found that although
it prevented them from from seeking support outside the family, filial piety motivated
caregivers to accept their caring role and to adjust themselves to daily caring duties.
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Indeed, besides contributing to isolation, participants in our study remarked how
shouldering caring responsibility provided caregivers with a sense of accomplishment
and pride. However, even if dedication and responsibility may enhance acceptance
and motivation to provide care, there is also evidence that caregivers motivated by a
sense of duty, guilt or social norms are more likely to progressively isolate themselves
and suffer from psychological distress [38].

Another barrier we found to help-seeking was the feeling of being misunderstood
by others, especially relatives or friends. Previous studies found that family caregivers
who minimized or denied dementia symptoms [39], or experienced stigma [40], were
less prone to seek help. However, there is no evidence regarding how social denial
or minimization influence help-seeking behaviors. Our findings highlight the
importance of attitudes towards dementia and caregiving of people not directly
implicated in care provision and may have potential implications to ameliorate
dementia awareness and prevention.

Finally, caregivers reported general difficulties in reaching information preventing
them from accessing support when needed. This finding is consistent with the adapted
Health Behavioral Model for family dementia caregivers [18,41] that defines
availability and accessibility of services as essential facilitators of help-seeking
behaviors in caregivers. Similarly, a recent study [33] found that difficulties in help
seeking were largely related to the caregivers’ perception of services as complex and
somewhat abstruse and, thus, inaccessible. Our results confirm the importance of
providing not only useful support resources, but also clear, comprehensive, and
structured information on how to reach, access, and navigate these resources
efficiently and effectively.

In addition to barriers, participants also reported benefits from positive support
experiences. More specifically, seeking professional support, mainly consisting of
consulting a doctor, hiring a formal caregiver, or accessing health-care facilities,
contributed to instill a sense of increased safety for the person living with dementia
and a feeling of emotional relief for caregivers. There is increasing attention being
given to barriers and facilitators associated with seeking help behaviors [17,33], but
evidence is thin on the benefits experienced by family caregivers who access and use
support programs and measures. A qualitative study explored the perspective of
family caregivers, and their beliefs and motivations to use respite services, and found
that the safety of the care recipient was a primary reason to use services, but only in
case of functional deficits [42]. Similarly, a cross-cultural study reported that reasons
for using support services included worsening in the condition of the person with
dementia and the services’ ability to meet his needs [43]. Our results confirm that
support conveys respite and relief to caregivers, but also suggest that caregivers may
only reluctantly admit seeking help for themselves rather than for the person they care
for [44]. Participants also reported benefits from reciprocal informal support, namely
from interactions with other family caregivers. The opportunity to speak about
personal concerns without being judged, and the sense of belonging to a group were
among the main advantages reported by caregivers. In accordance with the
expectation of being misunderstood by others, this finding remarks on the importance
for participants to sharing their personal experiences with other family caregivers.
Peers’ interactions nurtured the sense of belonging to a group whose members were



considered trustful and non-judgmental. According to social psychology theories,
sharing a common fate shapes a group’s identity, and delineates its boundaries [45].

Peer-to-peer interactions also provided opportunities to learn new coping
strategies to deal with practical caring problems. Caregivers reported that peer
learning helped them to develop a better confidence in their role and satisfied their
need for confirmation. Indeed, low levels in self-efficacy were found to facilitate
seeking help behaviors [39].

The Virtuous Cycle of Seeking Help

Even though our study identified several barriers that prevented informal caregivers
from seeking support, we also unveiled benefits of professional and non-professional
support experiences, which facilitated the maintenance of help-seeking behaviors
over time, triggering a virtuous cycle of seeking help. Different theoretical models posit
the existence of three main dimensions in help-seeking: attitudes and beliefs,
intentions or willingness, and actual behavior [17]. Among these, an extended version
of Andersen’s Health Behavioral Model [41,46] identified four relevant dimensions for
the use and non-use of services from family caregivers of people with dementia:
service factors (e.g., availability, accessibility, and cost); personal factors (e.g., health
belief, needs); experiential factors (e.g., caregiver burden, clinical characteristics of
the person with dementia); and relational factors (e.g., relationship with the care
recipient). Our results may expand the evidence on the importance that past positive
support experiences have in maintaining help-seeking behaviors and overcoming
potential barriers, specifically through the change of negative attitudes and beliefs.

The Dementia Case Manager

Caregivers also expressed the need of being supported throughout the progression
of the disease by someone who had expertise, but also knowledge of the family
context and of local resources, namely a “dementia case manager”. According to
participants, the dementia case manager may mediate between caregivers’ specific
needs and support services, by “holding hands” with the caregiver through their
caregiving journey. In public health, the implementation of case managers is a
recognized means to promote an integrated and person-centered care approach [47].
Instances of application exist for diabetes and other non-communicable diseases, in
which care needs and treatment require both self-care and long-term interaction with
health and social care providers and services [48,49]. Preliminary evidence suggests
that dementia case managers should have a professional background (nursing or
social work) and interpersonal skills. The perceived benefits of case managers
included the expected provision of practical and emotional support and facilitating
access to health and social care services [50]. A recent review [51] found that, if in
collaboration with family physicians and health care services, case managers can
have a pivotal role in addressing the needs of patients and their informal caregivers.
Nonetheless, despite promising results, case management interventions are rarely
implemented, particularly in North America and Europe [51] or systematically
evaluated [52]. Our results suggest the potential benefits of integrating dementia case
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management into the care pathways for people with dementia and their informal
caregivers in Ticino Canton.

Implications for the Context and iSupport

Southern Switzerland (Ticino) has a health policy and legislation that aim to keep
dependent older adults at home for as long as possible, offering financial support to
informal caregivers to provide homecare [53,54]. In line with the national guidelines
[55], in 2016, the government released a dementia strategy plan to improve the quality
of life of people with dementia and their caregivers. Action areas include the
improvement of dementia awareness and the extension and integration of care-paths
for people with dementia and support resources and services for caregivers [56].
Caregivers can rely on different forms of support (i.e., local homecare service
providers, respite services, and mutual support groups). However, resources are still
poorly integrated, difficult to access, and underused.

We identified several barriers that deter family caregivers from seeking help and
support. Our results can inform the re-centering of supporting measures on family
caregivers’ needs, values, and preferences, and can contribute to improve the
accessibility, acceptability, integration and, where needed, the development, and
implementation of interventions including iSupport. Indeed, we found that,
independent from the nature and contents of iSupport, caregivers expressed
reluctance in using and assessing support interventions.

We believe that considering caregivers help-seeking behaviours and
experiences as part of the iSupport cultural adaptation process is crucial to enhance
its use and acceptability. For instance, caregivers reported to having a personal and
moral duty towards the loved one for whom they provide dementia care. Therefore,
iSupport should aim to integrate the care provided by caregivers rather than replace
it, acknowledging the pivotal role of informal caregivers. Further, if we consider
caregivers difficulty in navigating information about support services, we may ensure
that iSupport becomes not only a place to exchange knowledge about dementia, but
also a vehicle to acknowledge and access other forms of support and facilities.
Additionally, the numerous benefits reported by participants from peer-to-peer
interactions, such as the chance to speak freely, the sense of belonging and problem
solving, suggest the importance for caregivers to share experiences with other
informal caregivers. iSupport may address this need by integrating more interactive
functions, such as chats or forum sessions where participants can engage not only
with exercises but with other participants. Lastly, the reference to a dementia case
manager and its features (knowledge of the caring situation; knowledge of local
resources and services for dementia; long term availability) suggested to us the
importance that this role may have in supporting family caregivers in being informed
in using iSupport. Hence, the involvement of both formal and informal caregivers in
iSupport’s adaptation and implementation process seems to be crucial to overcome
acceptance and usability barriers. All these considerations apply to how iSupport is
locally adapted and implemented, fulfilling its promise to meet informal caregivers
needs, and to become a commonly and widely used resource, with local salience and
pertinence.



Limitations

Some limitations are worth noting. First, our findings are limited to a small sample size
and may be extended to other contexts only in part. The discrepancy in group size
across focus group discussions, and the attendance of participants in more than one
group, may have contributed to rapidly reach data saturation. However, group
compositions varied within groups, and we found that this contributed to reduce other
biases such as the social desirability effect. Second, our research focused on a
narrow and specific cultural and health care setting in Switzerland, and family
caregivers were not very heterogeneous in terms of gender, nationality, age, and
living situation. However, we decided to use qualitative methods to elicit and explore
in depth the nature of barriers in accepting and using iSupport at the local level.
Similar approaches are warranted in all settings and contexts where iSupport is being
implemented. Moreover, our results were highly consistent with previous evidence on
caregiving experiences. This suggests that other family caregivers’ needs may be
similarly unmet, and analogous barriers may exist in other contexts. Third, we did not
consider important factors that may have influenced help-seeking attitudes and
experiences during data collection, such as the severity of symptoms of the person
with dementia or the access to support services. However, we did not aim to identify
potential causes and facilitators to seeking help behaviors, but rather to give voice to
caregivers’ lived experiences and needs. Lastly, we explored seeking support as the
general process of actively seeking help, without distinguishing between the single
stages included in the process (e.g.,: awareness and identification of the need;
procurement of resources; and communication with others) or between the specific
type of help sought (e.g., seeking professional consultation; use of respite service;
access to psychosocial interventions) [17]. However, in the process of data analysis,
we differentiated between professional and nonprofessional help to reveal the
differences experienced by participants in terms of benefits, while this distinction was
not required for the barriers.

In summary, this study provides a novel contextualized understanding of needs,
beliefs, and barriers in help seeking behaviors of family caregivers of people with
dementia in Switzerland, which should be considered when developing and
implementing support measures, including locally adapted versions of iSupport.
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Conclusions

In this study, we found that informal family caregivers of people with dementia living
in southern Switzerland were reluctant in seeking help, and that several barriers exist
that may deter the access and use of support measures and interventions, including
iSupport. We also found evidence that positive support experiences reinforce the
maintenance of help seeking behaviors over time. Local policies and dementia
services should be adapted to account for the perspectives, values, preferences, and
actual needs and expectations of caregivers, with the aim of facilitating the
acceptance, access, and integration of existing and future support measures,
including iSupport.

Author Contributions: Conceptualization, M.F., R.A. and A.M.; methodology, M.F. and
R.A.; formal analysis, M.F., R.A. and A.M.; investigation, A.M.; data curation, A.M.;
writing—original draft preparation, A.M.; writing—review and editing, M.F., R.A. and
E.A.; supervision, M.F. and E.A. All authors have read and agreed to the published
version of the manuscript.
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Abstract

Background: The growing use of technology in healthcare has contributed to the
development of digital interventions for informal caregivers of people living with
dementia. However, the marked heterogeneity of interventions poses challenges in
evaluating their effectiveness. We conducted a review to delineate the distinctive
features and development of the interventions, with focus on participatory methods.

Methods: We searched the following databases: Cochrane; Cinahl; Pubmed;
Psychinfo: Scoups; Web of Knowledge, and IEEE, and screened and selected studies
based on titles, abstracts and full texts. We used standardized procedure to abstract
and synthetize relevant data of primary studies, and the Mixed Methods Appraisal
Tool to assess their quality.

Results: Of 3136 records, 20 studies met the inclusion criteria. Most of the studies
were web-based interventions, with multiple components and interactive features.
The design and development of eight interventions employed participatory methods
with large variations in the underlying framework and application.

Conclusions: This review sheds light on the design and development of digital
interventions for dementia caregivers. The limited and heterogeneous use of
participatory methods, along with inadequate reporting, hinders a clear understanding
of intervention efficacy and implementation. Formal standardization of participatory
action research methods is necessary improve the design, development, and
evaluation of digital interventions for caregivers of people with dementia.

Keywords: Informal caregivers; dementia; internet; interventions; participatory
research; implementation
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Introduction

The World Health Organization (WHO) estimated that two-thirds of the sixty million
people living with dementia (plwd) [1] receive care at home from family members or
friends [2], referred to as informal caregivers [3]. Caring for a plwd is often
burdensome and challenging, especially for informal caregivers who may lack
dementia education and knowledge [4,5]. The provision of educational and training
support to informal caregivers is a key area of the Global Action Plan of the Public
Health Response to Dementia [6], and ample evidence supports interventions for
informal caregivers. In recent years, the growing use of internet and mobile
technology facilitated the transition to digital interventions [7], which are typically
behaviourally based and delivered via the internet [8].

Both traditional and digital interventions for informal caregivers can contribute to
reduce psychological distress and improve quality of care [9]. However, evidence
remains erratic due to the heterogeneity of interventions’ characteristics and of
methodologies employed to design and evaluate them [10,11]. We do not know how
and why interventions work, which hampers their adaptability, implementability, and
tailoring to the evolving needs of plwd and their caregivers. A shift in focus from
efficacy to the unpacking of the interventions inner mechanisms is needed.

Informal caregivers, can contribute significantly not only to co-design, develop, and
improve digital interventions, but also to evaluate them. This is consistent with the
Medical Research Council (MRC)! of complex interventions approach [12]. However,
the involvement of informal caregivers is rare, underreported, and heterogeneous.
Participatory research (PR) is a viable option to enable, engage, and involve relevant
stakeholders and target groups in the design, conduction of studies, and the
dissemination of results [13]. Existing PR approaches [14—-16] hold the promise that
the interventions are aligned with the needs of the relevant population, may increase
their successful uptake and implementation [17—19], and can contribute to close the
gap between evidence and practice [20]. However, evidence on the application of PR
in the design and development of interventions for informal caregivers is sparse and
lacks consolidation.

We conducted a systematic review to clarify and shed light on the methods and
strategies used in the development of digital health interventions for informal
caregivers, with a specific focus on PR methods. We aimed to 1) describe the
characteristics, design, and development of digital health interventions for informal
caregivers of people living with dementia and to 2) critically appraise and explore the
use of PR methods from development to feasibility of interventions.




Methods

Search strategy

We systematically searched the literature in March 2023 according the PRESS Peer
Review of electronic search strategies guideline [21]. We developed the search
strategy in consultation with an experienced librarian. We chose and combined
keywords and search terms according to our main research question (how are digital
health intervention for caregivers of plwd designed?), specifying synonyms and
alternative wording for digital, intervention(s), and caregivers, respectively. We
adapted to and used our search syntax in the following databases: Cochrane;
CINAHL; Pubmed; Psychinfo; Scopus; Web of Knowledge, and IEEE also combining
Medical Subject Headings (MeSH), and/or APA Thesaurus of Psychological Index
Terms as appropriate (see Annex 1).

Study selection process

Studies were included if: i) they reported the process of designing or testing a digital
intervention; ii) the intervention was primarily dedicated to informal caregivers of
people living with dementia; and iii) they were published in English. We excluded
study protocols, secondary studies (including narrative and systematic reviews, and
meta-analyses), dissertations, conferences’ abstracts, editorials, and commentaries.
We also excluded studies on interventions exclusively delivered face to face, and
primarily targeting plwd, or caregivers of people with other medical conditions. The
study selection process included several phases (see Figure 1). First, we imported
the records retrieved (with titles and abstracts) from the databases into a dedicated
electronic repository on Microsoft Teams and removed duplicates. In the second
phase, two independent reviewers (AMA; GF) screened the titles and abstracts
according to the inclusion and exclusion criteria, which were subsequently applied to
the full texts. Disagreement between reviewers were resolved through discussion with
a senior author (MF).

Data abstraction and study quality appraisal

The analysis of the selected studies followed a two-step approach. Initially, we
conducted a descriptive examination of the studies included and of the interventions
described. Subsequently, we analyzed and compared the methodologies used and
participants involved according to the different stages of research process. We also
formally assessed the methodological quality of the included studies with the Mixed
Methods Appraisal Tool (MMAT) [22]. We followed the PRISMA recommendations to
format, standardize, and structure the present manuscript (Preferred Reporting Items
for Systematic Reviews and Meta-analyses) [23].
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Results

The flowchart in Figure 1 illustrates the study selection process, which led to the
inclusion of 20 studies after screening of the 3136 records initially retrieved. Studies
characteristics, and their methodological details, are summarized in Table 1 and
Table 2, respectively.

General characteristics

Types and contents of interventions

The selected articles were published between 2010 and 2023, and reported results of
a large variety of studies conducted across diverse geographic regions, eight were
developed and/or tested in Europe [24-31]; seven in America [32—38]; three in
Oceania [39—41] and two in Asia (India) [42,43].

Half of the included studies were about web-based interventions (N=11). Four
interventions were delivered only via a mobile application [28,33,36,40], one had both
a web-based and a mobile version [25]; and one was based on cell-phone text
messaging [38].

Four programs addressed specific subgroups of caregivers such as caregivers
of people living with dementia at early stages [24] or end of life [27]; young caregivers
[29], and Latinx caregivers [38]. One intervention was dedicated to both caregivers
and plwd [25].

In almost all studies (N=17 out of 20) the authors specified the theoretical
frameworks used for developing the interventions. The interventions’ structure and
contents varied but most recurrent contents included: psychoeducation; problem
solving exercises and coping strategies; care coordination; care planning; social
support; and self-care. One intervention included contents related to end of life and
death planning [27]; one included Mindfulness based self-compassion techniques
[44], and one included reminiscence activities [45] (see Table 1 for details).

Digital features and components

Also, the digital features and components of the interventions varied markedly. Based
on human-computer interaction standards and previous studies [46,47], we
differentiated features between passive and interactive components. While passive
features usually do not require any responses or action from the user, interactive
features require users to provide a response or modify contents in real time [46,48].
Almost all interventions included passive features such as educational contents;
videoclips, and hyperlinks to external resources. Two programs included audiotapes
such as podcasts [33] or music tracks [36]. Interactive features varied across studies.
Five interventions incorporated real-time chats to interact with a health care
professional [24,27,28]; a coach [38] or other users [26]. Other interventions also
included personal calendars or diaries and schedule reminders [26,28,36,38,40].
Additional recurrent interactive features were training exercises and questions with



immediate or automatic feedback from the program [24,29,31,41,43]. Additional
features allowed the users to tailor and personalize contents of the program, such as
tailored local support options and keyword-driven automatic messages [38]. One
intervention [25] was specifically designed to allow users to store and select personal
images, videos or notes to enhance reminiscence activities.

Methodological characteristics

Phases of the interventions

We used the MRC framework for developing and evaluating Complex Interventions
to discern the phases of interventions from development to implementation, through
feasibility testing and evaluation [12]. Eleven studies, out of the twenty studies
included in our review, specifically focused on the development phase of the
interventions. Ten studies referred to both development and feasibility stages [24—
27,29,30,32—-35,37,38,40-43]. Three studies focused on interventions’ feasibility
[28,31,36], and one included feasibility and preliminary evaluation [39].

Participants’ characteristics

All studies involved informal caregivers during one or more research steps. Eleven
studies involved caregivers in designing and developing the interventions [24—
27,29,34,35,39-41,43]. The number of caregivers included ranged from 5 to 11, and
caregivers were mainly female except for one study [42], and spouses or children of
the person living with dementia. The mean age of caregivers ranged between 47 and
74 years old, with a caring experience of at least two years. Young caregivers’ age
ranged from 12 to 16 years old [29]. Only one study directly involved plwd in designing
the intervention [25]. Within studies that included feasibility assessments caregivers
were always involved [12,24,26,28,31-36,38,43]. The number of caregivers included
in this phase ranged from 4 to 47. In only one study [24], the authors specified that
the caregivers involved in designing or developing the intervention were also involved
in further stages of usability and acceptability assessments. Inclusion criteria of
caregivers were quite homogenous across studies and included: being over 18 years
old (except for iSupport study for young carers) [29]; being a primary carer of a
community dwelling person with a diagnosis of dementia or Mild Cognitive Impairment
(MCI); having a caregiver experience of at least from 1 to 6 years; providing care for
a minimum of 8 hours per week.

In addition to informal caregivers' engagement, all studies involved additional
stakeholders in one or more of the research phases. Most of the studies [24,26—
28,30-42] mentioned the involvement of health-care professionals or dementia care
experts during the initial development of the intervention. Common experts’
professional backgrounds were psychiatry, psychology, geriatrics, nursing, and social
working. The number of experts involved ranged from 2 to 30. Other stakeholders
were web-designers or computer scientists [25,26,33,38,40,43]; experts in digital
health and health communication [27,30]; members of charity organizations or
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Alzheimer associations [27,30,33,37,43] and care administrators or dementia care
managers [35,41].

Participatory methods

We referred to the framework from Vaughn and colleagues [13] to identify the
participatory research methods adopted in the studies. We found eight studies that
explicitly referred to participatory methods or frameworks. More specifically, authors
mentioned co-production methods for intervention development [27] [49-51];
stakeholders’ engagement [35] [52]; user-centred design or customer-centric
approach [28,38]; and co-design or iterative co-design [25,29,33,40] [51,53].

The methods, stages and tools used to engage the different stakeholders
varied significantly across studies. The stakeholders involved in the studies were
grouped and labelled with several terms such as “advisory board” [34,38];
“‘community advisory board” [32,35]; “project advisory board” [39]; “interdisciplinary
team” [33] or “research development group” [27], and often included caregivers,
experts in dementia, and other stakeholders (see Table 2). Engagement strategies
included nominal group techniques [27], group meetings [27,38], individual recurrent
meetings [27], and co-design workshops [25,29].

The members of these groups were usually involved both at initial,
development stages to pin down the key components of the intervention, and in later
stages. Davies and colleagues [27] for instance, involved a research development
group that identified the future key targets components of the intervention, and
refined the intervention prototype. Similarly, Perales-Puchault and colleagues [38]
relied on the members of an advisory board in all phases of the research process,
with the aim of refining the contents in accordance with the final users’ needs and
preferences. Furthermore, Boyd and colleagues [25] organized three co-design
workshops with caregivers and care recipients with the aim of co-designing the
application. Finally, although the authors didn’t make any explicit reference to a
participatory approach, Xiao and colleagues’ interpretative study [41] relied on the
involvement of different stakeholders to inform the future implementation of
“iSupport for dementia” program in Australia. Indeed, sixteen caregivers and twenty
between dementia care managers and care staff members were involved in
separate focus group discussions to collect preliminary perspectives and attitudes
towards the future intervention.



Discussion

The aim of this review was to describe the characteristics, design, and development
of digital health interventions for informal caregivers of people living with dementia.
We focused on the adoption of participatory research methods and found that only
few studies applied them, and that methods and results were rarely reported with
sufficient detail to allow replication.

General features and digital components of the interventions

Compared to web-based interventions, mHealth interventions offer the advantages of
being cost-effective, personal, and highly accessible [54,55]. Only four studies were
about interventions delivered by a mobile application. Because interventions were
often co-designed with caregivers older than 65 years, this finding suggests that the
use of mobile technology may still represent a barrier for older people, who are more
familiar with computers rather than mobile devices such as smartphones and tablets
[56]. Indeed, the use of mHealth applications in education and support for carers is
still in its infancy, but may grow and accelerate as digital literacy improves [7].

Most of the studies included multiple components, such as psychoeducational
techniques, skills training, care coordination, reminiscence, and relaxation
techniques. This finding is consistent with the literature suggesting that multi-
component interventions appear to be more effective in improving caregivers’ well-
being compared to other interventions [57].

Moreover, most interventions adopted interactive features such as real-time
chats, training sessions, task reminders, shared calendar or live feedback. However,
only four studies out of twenty allowed users to personalize, and only to some extent,
the contents of the program. Tailoring strategies can vary from simple actions such
as incorporating the user’s name in the contexts, to more complex methods such as
adapting the contents, and its delivery to the caregivers’ preferences and needs [58].
Compared to non-tailored, tailored health messages are more likely to be read,
recalled, and elaborated [59], but evidence on tailored approaches to health
interventions is still limited [60]. This discrepancy may be related to different
challenges associated with developing personalized digital health interventions
including the costs and resources associated with the technological infrastructure and
development of customized contents. Additional issues pertain to data privacy and
ethical considerations [61,62].

Within the context of dementia, a potential alternative solution to the one-size-
fits-all approach is the development of targeted interventions dedicated to subgroups
of caregivers with common features including culture, stage of dementia, and type of
relationship with the care recipient. We found that only four interventions were
developed for specific subgroups of caregivers. In a previous systematic review, Van
Mierlo and colleagues [63] explored the effectiveness of several interventions within
subgroups of caregivers, and found that certain characteristics of the care recipient
such as the type and severity of dementia or the type of relationship with the person
with dementia were related to better outcomes in several interventions such as
decreased caregiver burden and increased competence [63]. These findings are
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aligned with the criticalness of user-centred contents for better usability, acceptability,
and, ultimately, effectiveness [64]. To this end, careful planning and design of digital
health interventions can greatly benefit from the active and continuous collaboration
between experts in the field and final users [12].

Design of the interventions and participatory methods

Half of the studies included in this review described the development phase of the
intervention, and all studies involved informal caregivers of plwd in one or more stages
of the intervention, but not much for the design of the intervention. Moreover, the
sample size of carers involved in the intervention design phase was quite small, and
smaller compared to the feasibility and evaluation phases. When other stakeholders
(including healthcare workers and dementia experts) participated in the design,
piloting, and testing of a new intervention, they often outnumbered informal
caregivers. The difficulty in recruiting informal caregivers of plwd is well-known [65].
In a very recent study, Joshi and colleagues (2023) reported the lessons learned from
recruiting caregivers to participate to a randomized controlled trial. The identified
barriers pertained to three different levels: individual (i.e., carers’ time constraints and
motivation); community (i.e., reaching underrepresented caregivers); institutional (i.e.,
obtaining informed consent and navigating research registries) [66]. The authors
concluded that establishing meaningful relationships with participants and
collaborating with support group leaders and organizations was crucial for motivating
caregivers to enrol and engage in the study.

We also found little age, gender, and type of relationship diversity in
caregivers’ characteristics across studies. Only one study focused on the early stages
of the disease, and one on end of life. All studies involved caregivers with three or
more years of caregiving experience, who were already far along in the caregiver
journey. This finding raises issues of limited representativeness and external validity
of the effectiveness, acceptability, and usability of interventions. Early-stage dementia
caregivers are known to experience distress and depressive symptoms and have
likely different needs compared to ‘experienced’ caregivers [67]. Boots and
colleagues (2015) talked about a paradox between the need of support and the
acceptance of help, whereby difficulty in acknowledging support is related to
difficulties in accepting the disease and fear of stigma [68]. A further comprehension
of the experiences of early-stage caregivers is crucial to develop interventions better
tailored to their specific needs.

We also aimed at investigating the use of participatory methods in primary
studies, including the strategies and approaches used to engage participants in
decision-making processes [13]. As said, in addition to informal caregivers, all
interventions were developed with different stakeholders, including health-care
professionals, dementia care experts and web-designers. However, reporting of the
inclusion of stakeholders and participatory methods was generally poor. Specific
terminology exists, such as “community advisory board”, which refers to a specific
research paradigm and participatory approach, namely the community-based
participatory research (CBPR) [69], but was seldomly used in primary studies. Indeed,
only eight studies explicitly mentioned participatory methods or frameworks. But



comparisons were not straightforward. Few authors specified in detail how and why
adopting a participatory approach contributed to the development and finalization of
the intervention. We argue that the harmonization of participatory research methods,
frameworks and terminology is needed to facilitate a more comprehensive
comparison between the existing approaches and methodologies used in designing
digital health interventions.

A major finding of this review was that participatory methods and frameworks
are still relatively underutilized in the development of digital health interventions for
dementia caregivers. This may undermine both the research phase and the uptake of
interventions of proved effectiveness [70], and impact on the their implementation and
scale up [71]. When participants contribute to research since its early stages, barriers
and facilitators to future uses and applications are timely anticipated and considered
[20], which can fill the know-do gap, and favour the translation of research findings
into new and better practices.

Limitations

Some limitations are worth noting. First, the heterogeneity in how studies reported
methodological details has hindered a systematic comparison between the
interventions. However, this lack of consistency may represent an incentive itself for
further research to report more about the development phase of the interventions, so
to inform and guide future researchers in designing digital health programs. Second,
we excluded interventions that did not target informal caregivers. Further research
could specifically focus on the design of digital health interventions primarily dedicated
to people living with dementia.

Conclusions

This review provides an insight into digital health interventions for caregivers of people
living with dementia. Different from other reviews, we focused on how interventions
were designed rather than on their efficacy. We explored the use of participatory
research methods, a promising yet still relatively underexplored approach. These
approaches are rarely adopted during the development of digital health interventions,
and when they are, they are often reported without clear practical implications or
references to the underlying framework. Replications are difficult. Future research
may benefit from a clearer presentation and systematization of the existing
participatory methods. Indeed, despite the challenges, participatory research seems
crucial to enhance the use and acceptance of digital health interventions, especially
when these are designed to address a range of complex and multifaceted
requirements, such as those daily faced by informal caregivers of people living with
dementia.
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Fig. 1. Flowchart

Systematic literature search:
(N =3136)
- Scopus: 781
- Pubmed: 734
- CINAHL: 474
- Cochrane: 265
- Web ofknowledge: 559
- Psychinfo: 222
- IEEE: 101

| Exclusion of duplicates (N =1171)

Potentially relevant articles (N = 1965)

| Exclusion based on title (N = 1789) ]

| Exclusion based on abstract (N = 105) ]

Full text screening (N =71)

Exclusion based on full text (N = 51)

-No participatory approach involving
caregivers (N = 29)

- Systematic Review/Protocols/Trials
(N=13)

- Extended abstract or conference
presentation (N = 6)

- Face to face intervention (N =1)

- Article on the same study (N =1)

Selected articles for final review (N = 20)




Table 1: Descriptive characteristics of the studies included (N=20)

Author(s) and
year

Baruah et al.,
2020, 2021

Boots et al.,
2016

Boyd et al.,

2021

Dam et al.,
2017

Davies et al.,
2019

Country

India

Netherlands

UK

Netherlands

UK

Intervention
name

iSupport

Partner in
balance

InspireD

Inlife

NA

Target
population

Caregivers of
plwd*

Caregivers of
plwd* at early
stage

Plwd* and
caregivers

Caregivers of
plwd*

Caregivers of
plwd* at the
end of life

Content

Psycho-education,self-
care, problem solving
strategies.

Self-management,
problem solving
techniques,
psychoeducation, social
support.

Reminiscence activities

Social support; care
planning.

Coping strategies;
problem solving
techniques; relaxation
exercises; psycho-
education; care
planning; end of life;
death planning.

Features

Multiple choice training
guestions with automatic
feedback; open-ended
questions.

Video-clips; exercises;
discussion forum;
communication with a hcp;
individualized feedback.

Storage and selection of
personal images; videos;
audios with notes.

Invitation of significant
network members in the
platform; chat network
members; notifications;
shared calendar; care book;
educational video-clips;
information; hypelinks to
local resources.

Video clips with caregivers;
talk with a health care
professional; chat with
carers; hypelinks to local
resources; find support in
your local area.

Framework of the

intervention

Person’s centred
care (Kitwood, 1997)

Stress and Coping
theory(Lazarus and
Folkman, 1884),
Self-efficacy theory
(Bandura, 1997)

Reminiscence
therapy (Butler,
1963)

Social support and
buffering hypothesis
(Cohen and Wills,

1985)

Caregiver support
theory (Parkinson et

al., 2016)

Medium

Website

Website

Mobile
application
and website

Website

Website
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Gaugler et al.,
2016;
McCarron et
al., 2019

Goodridge et
al., 2021

Kagwa et al.,
2022

Lewis et al.,
2010

Loi et al., 2022

USA

Canada

Sweden

USA

Australia

Care to Plan
(CtP)

NA

STAV

Internet-Based
Savvy
Caregiver
(IBSC)

START-online

Caregivers of
plwd*

Caregivers of
plwd*

Caregivers of
plwd*

Caregivers of
plwd*

Caregivers of
plwd*

Care planning; care
coordination; social
support.

Mindfulness based self
compassion (MBSC)
techniques; psycho-
education; self-care;
coping strategies.

Psycho-education;
social support; self-care;
problem solving
strategies.

Psycho-education;
decision-making
techniques; self-care;
care planning; coping
strategies

Psychoeducation; Care
planning; self-care;
coping strategies.

Generate tailored local
support options based on a
20-item assessment and
caregiver scenario;
guidance to facilitate a
recommended support
option.

Podcasts; meditations;
body-based practices;
hyperlinks to existing
resources (Youtube videos);
Daily ecological momentary
assessments (EMASs).

Tailored self-assessment
tool, interactive chat with
health care professionals,
personal diary, mindfulness
sessions, forum, hyperlinks
with useful resources.

Video clips with family
carers

Eight 1-h weekly sessions
delivered by trained
psychologist graduates;
START-online manual;
audio tracks; hypelinks to
local resources.

Ottawa Decision
Support Framework
(ODSF); Stress
Process Model
(Pearlin et al., 1990)

Mindfulness based
Self Compassion
(MBSC) (Perez-
Blasco et al., 2016)

N S**

Stress and coping
model (Lazarus and
Folkman, 1884)

Website

Mobile
application

Mobile
application

Website

Website



Masterson-
Algar et al.,
2023

Mishra et al.,
2023

Monteiro et al.,
2023

Perales-
Puchalt et al.,
2022

Rathnayake et
al., 2021

Teles,
Napolskij, et
al., 2021;
Teles, Pall, et
al., 2021

UK

USA

Brazil

USA

Australia

Portugal

iSupport

Care4AD

iSupport

CuidaTEXT

Dementia
support for
carers

iSupport

Young
caregivers of
plwd*

Caregivers of
plwd*

Caregivers of
plwd*

Latinx
caregivers of
plwd*

Caregivers of
plwd*

Caregivers of
plwd*

Psycho-education,self-
care, problem solving
strategies.

Care Coordination; care
monitoring; self-care.

Psycho-education, self-
care, problem solving
strategies.

Care coordination;
psycho-education; self-
care; social support;
end of life; problem
solving strategies.

Care coordination;
psychoeducation; social
support; problem
solving techniques; care
planning; self-care.

Psycho-education, self-
care, problem solving
strategies.

Multiple choice training
guestions with automatic
feedback; open-ended
questions.

Schedule reminders;
wireless sensor tags;

eBooks; video calling; music

tracks.

Multiple choice training
guestions with automatic
feedback; open-ended
questions.

Daily automatic messages;
keyword-driven messages;

live chat interaction with a

coach; booklet; video links;

shared resources.

Calendar; task reminder
function; video clips.

Multiple choice training
guestions with automatic
feedback; open-ended
guestions; mood status
rating; personalization of

Person’s centred
care (Kitwood, 1997)

)

N S**

Person’s centred
care (Kitwood, 1997)

Social cognitive
theory(Bandura and
National Inst of
Mental Health,
1986); Stress
process framework
(Pearlin et al., 1990);
Seven principles of
communication
(Cutlip, 1952)

Adult learning theory
(Knowles, 1984)

Person’s centred
care (Kitwood, 1997)

Website

Mobile
application

Website

Text
messaging
cell phone

Mobile
application

Website
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Xiao et al., Australia iSupport
2021

*people living with dementia.
** not specified.

Caregivers of
plwd*

Psycho-education, skills
training, self-care,
problem solving
strategies.

names; hyperlinks to local

resources.
Multiple choice training Person’s centred
guestions with automatic care

feedback; open-ended
questions; hyperlinks to
local resources.

Website



Table 2: Methodological details of the studies included (N=20)

Author(s) and year = Study design

Baruah et al., 2020 = Focus group study

Baruah et al., 2021 Mixed methods
study

Boots et al., 2016 Exploratory mixed-
method study

Boyd et al., 2021 Mixed methods pilot

study

Phase of the
intervention
Development

Development,
feasibility

Development,
feasibility

Development;
feasibility

Research steps

Information gathering

1. Preliminary adaptation
design

2. Preliminary adaptation
test onsite

3. Preliminary adaptation
test online

4. Final refinement

1. Preliminary views
exploration

2. Development and
validation of contents
and structure

3. Usability testing

4. Pilot/Feasibility study
(pre-post uncontrolled
intervention)

1. User needs analysis and
feedbacks

2. Demonstration of the
prototype and feedbacks

3. Usability test

Caregivers’ or plwd* ic** and characteristics

Ic: formal education till 15 years old; speaking english; mean years
of experience in caring= 6 months; regular computer/internet
users; resident locally; having an email address. N=13.

Mean age: 47.4; 61.5% males; 85% children; mean years of
experience in caring: 2-2,5. Mean hours per week of care: 12.

Ic: = 18 years old; speaking english; regular computer user. N=4.
mean age: 35.75; n=3 sons; n=1 daughter. Mean experience in
caring= 30 months.

N=11. Mean age: 40.64; n=5 sons; n=5 daughters; n=1 spouse.
Mean experience in caring: 13 months.

N=28: n=21 females; n=7 males; n=22 spouses; n=2 children; n=1
child-in law; n=1 sibling. Mean age=63.3.

N=4 (random sample from phase 1).

Ic: spousal caregiver of plwd or Mild Cognitive Impairment; access
to Internet. N=10: n=3 females n=7 males. Mean age= 68.10
(SD=6.54); mean hours of care per week=44.20 (SD=56.85).
N=5 plwd. Mean age: 69.75. Mean time since diagnosis: 2.7 years.

N=6 plwd. Mean age: 56.83. Mean time since diagnosis: 3.08
years.

N=5 dyads (caregiver and plwd): n=4 females; n=6 males. n=6
spouses; N=1 daughter; n=1 friend.



page 90/ 140

Dam et al., 2017

Davies et al., 2019

Gaugler et al., 2016

Goodridge et al.,
2021

Kagwa et al., 2022

Lewis et al., 2010

Exploratory pilot
study

Mixed method study

Parallel convergent
mixed methods
design

Participatory
Feasibility study

Qualitative
explorative design

N S****

Development,
feasibility

Development and
feasibility

Development,
feasibility

Development,
feasibility

Feasibility

Development,
feasibility

Users view exploration

Modeling (development
and validation of content
and structure)
Pilot/Feasibility

1. Synthesis of data

2. Identifying intervention
targets and components
3. Developing the
intervention prototype

User testing

Development and
design

Feasibility and usability
testing

Co-design of the
intervention

Pre and post test

Qualitative interviews
post use

Design and
development

Mean plwd age: 66.2. Mean time since diagnosis: 8.8 years.
N=10: n=7 females; n=3 males; all spouses. Mean age=73.7.
Mean hours of care per week=37.6. Mean years of experience in
caring=3.

N=2; all spouses.

Ic: primary caregiver of plwd living in the community; access to
Internet. N=25: n=12 females; n=13 males; n=8 spouses; n=16
daughters/sons; n=1 granddaughter. Mean hours of care per
week=24.7. Mean years of experience in caring=2.1.

Ic: caregiver of a community dwelling plwd towards the end of life;
having a caregiving experience = 3 years; = 65 years old.

N=23: 77% females; 59% spouses.

N=1 caregiver (part of the research development group).

N=1 caregiver (part of the research development group).

Ic: caregiver of a community dwelling plwd towards the end of life.
N =11; mean age:74; 73% females; 55% spouses
/daughters/sons.

Ic: primary caregiver of dwelling plwd; hours of care per week = 8.
N=21.

Ic: primary caregiver of a community dwelling plwd; = 18 years old;
access to smartphone.

N=29: 91% females; 76% spouse/daughter/son of plwd. Mean
age=59.6. n=13 caregiving experience < 2 years.

Ic: speak Swedish; = 18 years old; experience in caring = 6
months; access to a tablet or smartphone and Internet. N=12: n=7
females; n=5 males; n=11 spouses; n=1 daughter.

Ic: primary caregiver of a community dwelling plwd.



Loi et al., 2022

Masterson-Algar et
al., 2023

McCarron et al.,
2019* following
Gaugler et al., 2016

Mishra et al., 2023

Monteiro et al.,
2023

Perales-Puchalt et
al., 2022

Mixed methods
unblinded before
and after study

Adaptation study

Instrumental case
study

Feasibility and
acceptability study

Multicenter study

Development and
Usability study-
mixed-methods

Feasibility and
preliminary
evaluation

Development

Development,

feasibility

Feasibility

Development

Development,
feasability

Feasibility and
acceptability
Development

Feasibility and
preliminary
effectiveness
Consultation and
feedback

Refinement and final
adaptation
Translational phase

Feasibility and usability
of the beta version

Individual interviews

Linguistic translation

Contents assessment

Fidelity check
Selection of design
principles

N=47: 85% females. Mean age: 55. Mean caregiving experience=
3.8 years (range: 1-21).

Ic: caregiver = 18 years old; caregiving experience = 3 years.
N=18: 60% females; 75% spouses. Mean years of experience in
caring = 3 years (range: 0-10). Mean age: 67.5;

Ic: young caregiver between 11-17 years old; community-dwelling
plwd; experience in caring < 6 months.

N=6: n=5 females; n=1 male; n=3 son/daughters; n=3 nephews.
Age range: 12-16.

Same participants

N=14 (included Community Advisory Board): n=4 spouses; n=9
daughters/sons; 77% females. Mean age=58.

Ic: primary cg dwelling plwd; plwd diagnosed with dementia; > 8
hours of care per week.

N=21.

Ic plwd:

= 55 years old; mild-to-moderately severe dementia; living in a
residential facility and having an informal caregiver involved < 8
hours of care per week.

N pwld=10: n=4 females; n=6 males. Mean age=73.4.

N caregivers= 14: n=12 females; n=2 males. Mean age=68.

Ic: = 18 years old; speak portoguese; live in one of the three data
collection regions.

N=24, all females. years of experience in caring= 7 years. Mean
age=54.6
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Rathnayake et al.,
2021

Teles, Napolskij, et
al., 2021

Teles, Padl, et al.,
2021

Xiao et al., 2021

Mixed methods
study

Exploratory study

Mixed method
usability study

Interpretative
description study

*people living with dementia.

** inclusion criteria.

***health care professionals.

****Not specified.

Development

Development

Feasibility

Development

Vendor collaboration for
text messaging design
and delivery
Evidence-Based
foundation

Advisory Board
guidance

Sketching and
protopying

Usability testing

1. Needs assessment

2. Development of the

1.

2
3
4

5.

1

N

application
Needs assessment

. Content translation

. Cultural adaptation

. Expert panel appraisal
Fidelity check

. User feedback

. Usability test

Stakeholders’ perspectives

N=6 (included in the Advisory Board).

Ic: Spanish/English speakers; = 18 years old; identified as Latinx;
plwd diagnosed with clinical dementia diagnosis and Ascertain
Dementia Cognitive Scoring; having a cell-phone.

N=6: n=4 females/daughters; n=1 males/sons; n=1 grand-
daughter. Mean age = 44.6 (SD=6.8).

N=10

Ic: = 18 years old; frequent internet users; having an emalil
address.

N=7: n=4 females; n=3 males; n=4 spouses; n=3
children/grandchildren. Mean caregiving experience: 6 years.
Mean age:59.3.

Ic (same for phase 1).

N=10; n=7 females; n=2 spouses; n=8 children/grandchildren.
Mean years of experience in caring: 4.1. Mean age: 50.8.

Ic:

= 18 years old; mean years of experience in caring = 1.

N=16: 65% females; 88% spouses. Mean years of experience in
caring: 5 years. Mean age: 74.5;



Annex 1. Search strategy

1 Scopus

2 Pubmed

3 CINAHL

4 Cochrane

Web Of
Knowledge

6 Psychinfo

7 IEEE

TITLE-ABS-KEY ( mhealth OR smartphone OR mobile OR online OR internet OR
"health technology" ) AND TITLE-ABS-KEY ( application OR app OR intervention )
AND TITLE-ABS-KEY ( dementia OR alzheimer ) AND TITLE-ABS-KEY ( caregiver
OR family OR carer OR spouse)

("Mhealth"[Title/Abstract] OR "smartphone"[Title/Abstract] OR
"mobile"[Title/Abstract] OR “online” [Title/Abstract] OR "internet"[Title/Abstract] OR
"health technology"[Title/Abstract] OR "smartphone"[MeSH Terms]) AND
("Application"[Title/Abstract] OR "App"[Title/Abstract] OR
"intervention”[Title/Abstract] OR "Psychosocial Intervention"'[MeSH Terms] OR
"mobile applications"[MeSH Terms]) AND ("dementia car*'[Title/Abstract] OR
"alzheimer car*'[Title/Abstract] OR "dementia famil*'[Title/Abstract] OR "alzheimer
famil*"[Title/Abstract] OR "caregivers"[MeSH Terms])

mhealth OR smartphone OR mobile OR online OR internet OR “health technology”)
AND (application OR app OR intervention OR ) AND (dementia OR alzheimer)
AND (caregiver OR family OR carer OR spouse)

(mhealth):ti,ab,kw OR (smartphone):ti,ab,kw OR (mobile):ti,ab,kw OR (online) OR
(internet):ti,ab,kw OR ("health technology"):ti,ab,kw OR [mh smartphone]

AND (application):ti,ab,kw OR (app):ti,ab,kw OR (intervention):ti,ab,kw OR [mh
"Mobile Applications"] OR [mh "Psychosocial Intervention”]

AND (alzheimer):ti,ab,kw OR (dementia):ti,ab,kw OR [mh "Alzheimer Disease"] OR
[mh dementia] AND (caregiver):ti,ab,kw OR (family):ti,ab,kw OR (carer):ti,ab,kw OR
(spouse):ti,ab,kw OR [mh Caregivers] AND #1-#4}

TS=(mhealth OR smartphone OR mobile OR online OR internet OR “health
technology”) AND TS=(application? OR app? OR intervention) AND TS=(dementia
OR alzheimer) AND TS=(caregiver? OR famil* OR carer? OR spouse?)

(Mhealth OR smartphone OR mobile OR internet OR online OR “health technology”
) AND ( Application OR App OR intervention) AND ("Alzheimer car** OR "dementia
car® OR "dementia famil** OR "Alzheimer famil*")

(((mhealth OR smartphone OR mobile OR online OR internet OR “health
technology”) AND (application OR app OR intervention) AND (dementia OR
alzheimer) AND (caregiver OR family OR carer OR spouse)))
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Abstract

Background: Informal caregivers of people with dementia are at high risk of
developing mental and physical distress because of the intensity of the care provided.
iSupport is an evidence-based online program developed by the World Health
Organization (WHO) to provide education and support to informal everyday care.

Methods: We used a mixed-methods design, with a community based participatory
research approach. The adaptation of iSupport followed the WHO adaptation
guidelines and was developed into five phases: content translation, linguistic and
cultural revision by the members of the Community Advisory Board, validation with
formal and informal caregivers, and refinement and final adaptation.

Results: Findings from each phase showed and consolidated the adjustments
needed for a culturally adapted Swiss version of iSupport. We collected feedback and
implemented changes related to the following areas: language register and
expressions (e.g., from “lesson” to “chapter”; from “suffering from” dementia to
“affected by’ dementia); resources (hyperlinks to local resources for dementia);
contents (e.g., from general, non-familiar scenarios to local and verisimilar examples);
graphics (e.g. from generalized objects’ illustrations to featured humans’ illustrations),
and extra features (e.g., glossary, interactive forum, read-aloud option; navigation
survey).

Conclusions Our study provides evidence on how to culturally adapt an online
program for informal caregivers of people living with dementia. Our results suggest
that adopting a community based participatory approach and collecting lived
experiences from the final users and stakeholders is crucial to meet local needs and
to inform the further development, testing and implementation of online interventions
to a specific cultural context.



Introduction

Approximately 55 million people currently living with dementia worldwide [1].
Switzerland counts for more than 150 000 cases of dementia, with an expected
doubling by 2050 [2]. As in most countries, in Switzerland the majority of people living
with dementia live at home assisted by an informal caregiver, who is usually a family
member who provides daily support and coordinates care delivery [3]. There are
positive outcomes that may be associated with the caring role, such as the perception
of a better relationship and closeness with the care recipient [4]. Nonetheless, the
increasing complexity of taking care of a person affected by dementia exposes
informal caregivers to psychological distress and increases the risk of loneliness and
developing symptoms of anxiety and depression [5,6]. Caregivers’ psychological
distress is also associated with a lower quality of care provided [7], and with the
worsening of behavioural and psychological symptoms in the care recipients [8].

Providing guidance and support to informal caregivers is one of the priority areas
identified by the World Health Organization (WHO) to reduce the global impact of
dementia, and to improve the quality of life of caregivers and their families [9]. In the
last decades, online educational and psycho-social interventions for caregivers have
bloomed [10,11]. Internet-based interventions are more easily accessible [12,13], and
adjustable to the time and geographic constraints of caregivers [14]. Some reviews
suggest that multiple components of online interventions can contribute to reducing
the burden and improving the quality of care, and be even more beneficial if tailored
to caregivers’ specific needs and contexts [10,15,16]. The active involvement of the
final users and relevant stakeholders in the design, local adaptation, and testing and
piloting of interventions is crucial for need-centered interventions, for their uptake,
integration, and scalability at the community level [17,18]. However, more evidence is
required to understand the methods and strategies most effective in involving
participants in the design and adaptation of online interventions [19,20].

iSupport is an evidence-based online training intervention developed by the
WHO to provide support and education to informal caregivers of people with dementia
[21]. The original program consists of twenty-three thematic lessons distributed
across five modules (Figurel). Each lesson covers a specific topic associated with
care that ranges from the daily assistance of the care recipient (e.qg., toileting; personal
care; nutrition) to the self-care of the carer (e.g., reducing stress; involving others in
care duties). All lessons include theoretical and informative sections and case
scenarios with interactive multiple-choice questions. The WHO provides guidelines to
culturally adapt iSupport contents to the local language, culture, and context in
countries before implementation [22]. Reporting of adaptation processes of complex
interventions is limited but extremely important [23]. Knowledge exchange of
methodologies and approaches, and evidence on barriers and facilitators of local
adaptation are crucial preliminary steps to inform the implementation of interventions
and their mid-long-term uptake and sustainability [24].

This study aims to describe in detail the cultural adaptation process of iSupport
in Switzerland. We specifically focused on the participatory strategies we used to
design a culturally adapted iSupport Swiss version that informed the development of
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the desktop version, mobile application, and printed manual. Our purpose is to inform
the implementation of not only iSupport but also other complex interventions in health,
specifically in the context of the cultural adaptation process.

Materials and methods

Study setting and ethical consent

The study took place in the Italian-speaking part of southern Switzerland, namely the
Ticino Canton. Before initiating the study, we sought ethical oversight by submitting
our project to the cantonal ethics Committee, and we obtained a waiver of ethical
approval and the official authorization to proceed with the study. Specifically, the
Ethics committee determined that our project didn’t fall within the scope of the Swiss
Federal Human Research Act (HRA) [25], thereby granting us the permission to
proceed.

Theoretical approach

The overall process of culturally adapting iSupport in Switzerland was based on
principles from the Community Based Participatory Research framework (CBPR),
which can be defined as “an approach to research that involves collective, reflective
and systematic inquiry in which researchers and community stakeholders engage as
equal partners in all steps of the research process” [26]. In intervention research,
adopting CBPR has the advantage to facilitate knowledge exchange between the
community and researchers, reducing potential power imbalances, and increasing the
likelihood of intervention uptake and success [27].

We based the specific phases and procedures of the adaptation process on the WHO
iSupport adaptation guidelines which in turn, are based on the Ecological Validity
Framework by Bernal et al. [22,28] that is widely used for developing culturally
sensitive interventions and strengthening their ecological validity [29-31].

Study procedure

The Community Advisory Board

At the outset, we established a Community Advisory Board (CAB), composed of
community members and organization representatives who shared a common
identity, geography, language, culture, and other values and principles [32]. We
identified potential members of the CAB through a structured stakeholder analysis
and mapping accounting for the different levels of power, importance, and interest of
the stakeholders in the project. We included representatives of the project’s funding
agencies and other collaborating partners; caregivers of people with dementia; and
members of the IT service in charge of developing the iSupport website platform and



application. Once consensus among researchers was reached, we contacted and
informed the identified members via email using a brief description of the project, the
scope of the CAB, and their expected roles and responsibilities.

In the context of iISupport adaptation, the specific roles of establishing a CAB were:
1) help researchers to identify the needs and legitimate interests and expectations of
the different stakeholders and the final users, and 2) inform the development of the
intervention throughout a purposely co-designed process. The adaptation process of
iSupport consisted of 4 phases: 1) Content translation; 2) Linguistic and cultural
revision; 3) Validation with formal and informal caregivers; and 4) Refinement and
final adaptation. Each phase was based on and adapted from the WHO guidelines.
Any change or proposed addition was discussed with and approved by the WHO. The
members of the CAB were constantly informed and updated on the progress of the
study. A flowchart of the phases is summarized in Figure 2.

Phase 1: Content translation

The first step in the cultural adaptation of iSupport was the translation of the contents
(roughly 60 000 words) from English, the original language of the program, to Italian,
the local language in southern Switzerland. The process started in May 2020 and
finished in August 2020. According to the WHO guidelines, the translation should be
accurate while recognizing the local culture and its people. In line with this, we
conducted a preliminary adaptation of cultural-sensitive terms including 1) personal
names of the characters used in the case studies, 2) available information materials
and local services, and 3) reference to cultural habits and leisure activities in the
region [22].

One member of the research team fluent in English, AM, a psychologist with previous
expertise in the dementia field, translated the original contents of the iSupport
program into Italian. Subsequently, a senior member of the team, MF, with expertise
in the field of health communication, checked the translations and proposed changes
and modifications. All disagreements or doubts about the translation of sensitive
terms and expressions were documented and discussed within the research team in
meetings until a consensus was reached. We sought the support of an external
professional translator to resolve some specific language locutions and terms.
Throughout the process, translators applied the international standards and available
dementia guidelines to avoid stigmatizing expressions and to use a language that
promotes the inclusion and dignity of people living with dementia and their carers [33].
During this phase, we did not apply any changes to the meanings of the original
structure of the iSupport program, including case studies or activities. All translations
were copied into secured Microsoft word files and stored in a dedicated Microsoft
Teams workspace to optimize efficiency.

Phase 2: Linguistic and cultural revision

In September 2020, the first CAB meeting took place with the main goals of
introducing the members of the CAB to the iSupport program and the research team,
clarifying their roles, and involvement throughout the research process.
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During the meeting, we answered all questions and proposed an interactive activity
where participants were asked to provide the translation from English to Italian of a
selection of sensitive terms and expressions used in iSupport that were noted by
researchers during phase 1. At the end of the introductory meeting, participants were
asked to sign a letter of intent that summarized the functioning of the CAB, and their
role and commitment as members of the local iSupport CAB. We explicitly specified
the structure and definition of the CAB; goals, roles, and responsibilities (of both
members and the research team); and duration (Multimedia Appendix 1). All nine
invited participants agreed to join the iSupport CAB: four of them were informal
caregivers, and the remaining five were representatives of the Government, the local
Alzheimer Association, a healthcare service provider, the IT service, and the
University of Applied Sciences and Arts of southern Switzerland.

In October 2020, we shared the translated contents of iSupport with the members of
the CAB and asked them to evaluate and provide feedback on each chapter and
module of the program by the end of December 2020.

Based on the work of previous adaptations of iSupport [34], participants were asked
to carefully go through the twenty-three thematic lessons and to assess the translation
and preliminary adaptation of iSupport considering six main parameters: 1) familiarity,
2) sensitivity, 3) comprehensibility, 4) precision, 5) cultural adequacy and 6) overall
evaluation, and to assess the extent to which 1) the terms used were familiar to the
target group (e.g. use of idioms and figures of speech); 2) the language used
respected and promoted the dignity of people living with dementia and of their carers
(e.g. use of stigmatizing terms); 3) contents were intelligible and easy to understand
(e.g. minimal use of technical jargon); 4) contents were presented in an accurate way
(e.g. the quality of the contents was correct); 5) contents were appropriate and
reflected local people experiences (e.g. case studies); 6) the content of the chapter
was overall culturally appropriate. At the end of each chapter, participants were asked
to fill out an online survey via REDCap (Research Electronic Data Capture) [35,36]
to evaluate each of the above parameters using a Likert scale from 1 to 4 (with 1
meaning requiring an extensive revision, and 4 no additional revision needed). We
also invited participants to provide additional comments about single chapters through
a dedicated open question in the survey or to provide free feedback on the overall
program via email. The survey was specifically designed for the purpose of this phase
and was based on the work of Teles and colleagues [33] to evaluate the cultural
adequacy of the contents, as recommended by the WHO adaptation guidelines [22].
After the data collection period, AM and BB (research assistant with a degree in
psychology and health communication) performed the descriptive analysis for
guantitative data and thematic analysis of the qualitative data. In the quantitative
analysis we used SPSS 25.0 statistical software [37] for Windows to compute mean
scores for each program’s module and survey’s parameters. As for qualitative
analysis, we performed a thematic content analysis of open comments [38]. The
maintenance of scientific rigour was ensured through regular meetings among
research team members, particularly involving MF and RA, both experts in qualitative
research methods.

In January 2021, the main findings of this phase were summarized in a report shared
across, and approved by, all CAB members.



Phase 3: Validation with formal and informal caregivers

We adopted a qualitative descriptive design, and we used focus groups (FGSs) as a
data collection method [39]. Between June and August 2021, we conducted FGs with
formal and informal caregivers to explore their attitudes and impressions of the
iSupport adapted version. We prompted and collected suggestions for improvement,
as also recommended by the WHO guidelines. In addition, we decided to expand our
inquiry to caregivers’ attitudes toward support measures and help-seeking behaviors,
which we have previously reported in detail elsewhere [40]. Between April and May
2021, we crafted an invitation letter and a flyer presenting the project, the main
purpose of the FGs, the eligibility criteria, and contact information. We disseminated
these materials in a local newspaper, to members of the CAB and their
associations/institutions, to daycare centers for people with dementia, and to
participants of other ongoing research projects who consented to be informed about
further research activities.

Eligibility criteria for both formal and informal caregivers included: 1) having (at
present or in the past) experience in caring for a person living with dementia; 2) being
fluentin Italian and 3) living in Ticino Canton. Caregivers who met the inclusion criteria
could contact us via email or by phone and were given an overview of the iSupport
program, with excerpts from the same translated material used in phase 2, and the
informed consent (Multimedia Appendix 2). FGs were audio-recorded, lasted
approximately two hours, and took place either online via Zoom platform, or in person
at the Universita della Svizzera italiana in Lugano (USI). AM moderated all FGs, with
the supervision of MF and RA, an expert in qualitative research. Discussions were
transcribed verbatim and pseudonymized by EB, an independent research assistant.
AM, RA, and MF performed a thematic content analysis to identify key themes [38].
Initially, researchers familiarized themselves with the data through repeated reading
of notes and transcripts, to get an idea of the overall meaning and begin discerning
key themes. Subsequently, each researcher independently identified codes within
each FG (vertical analysis) and across the whole dataset (horizontal analysis) to
uncover variations and patterns within the data. Themes were progressively refined
and consolidated through discussion in weekly meetings over three months (from
November 2021 to February 2022), and until a consensus was reached. Data
management and coding processing were facilitated by NVivol2 software [41].
Additional methodological details have been previously reported [40].

Phase 4: Refinement and final adaptation

All data collected during phase 2 and phase 3 were collated to generate a set of
proposed changes and adaptations to the iSupport program. AM and BB familiarized
themselves with the data and differentiated the feedback between cross-cutting and
general comments and specific-chapter-related comments, and arranged them
across five dimensions: language, resources, contents, graphics, and extra features.
Each comment was then discussed between AM and BB and categorized as 1)
rejected/not applicable, 2) possibly applicable, and 3) applicable. The categorization
was based on the number and contents of suggestions received, and in accordance
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with the WHO adaptation guidelines [22]. The feedback data that were considered
possibly applicable and applicable were then discussed with the other members of
the team to agree on their potential implementation.

Subsequently, all specific and applicable comments were charted using the iSupport
WHO adaptation spreadsheet (Multimedia Appendix 3). All proposals of change were
then supported by a rational and by the source from which the proposal came: the
research team (preliminary adaptation during phase 1); the members of the CAB
(results from the linguistic and cultural adaptation during phase 2); and participants
from FGs (data collected during phase 3). Attached to the adaptation spreadsheets,
we also sent a list of general suggestions and feedback. The material was sent for
revision to iSupport WHO authors in October 2021, and the results of their final fidelity
check were received in January 2022. Subsequently, the local research team
implemented all the approved changes and uploaded the new adapted contents on
the beta version of the iSupport Swiss web platform.

Results

A detailed description of all final adaptations made to the original iSupport program,
resulting from the four phases of the adaptation process, is presented in Table 1. The
results of phase 2 and phase 3 are summarized in the following paragraphs.

Adaptations from Phase 2: Linguistic and cultural revision

All nine members of iSupport CAB revised one or more modules of iSupport and
provided feedback, with each module revised by at least one CAB member. Module
5 (i.e., dealing with behavioral changes) was the most revised and commented (n=7).
Descriptive analysis showed that all modules were generally positively evaluated with
an overall mean evaluation score of 3.72 out of 4. Mean scores of the parameters
across all modules ranged from 3 to 3.89 for sensitivity; 3 to 4 for familiarity; 3.93 to 4
for comprehensibility; 3.67 to 4 for accuracy of information; 3.59 to 4 for cultural
adequacy (Figure 3).

We conducted a qualitative thematic analysis of open comments and identified seven
potential areas for improvement of iSupport (for more details refer to Table 1):

1) Familiarity with terms and expressions.

The unfamiliarity with the terms referred especially to some expressions that were
largely used throughout the text to designate caregivers and health care workers or
dementia health and social care facilities. These remarks allowed us to improve
translations. For example, “informal carers “or “paid-in-home helpers” were newly
translated using local terms that were easily identifiable and familiar to participants.
For instance, “informal carer” was translated into “familiare curante”, which literally
means “family carer”. Importantly, the term is also used at an institutional level [42] to
design people who take care of a loved one (relative or friend) affected by a chronic
disease.

2) Sensitivity of the language.

Participants also suggested improving the sensitivity of the language, by removing
expressions potentially stigmatizing such as “suffering from dementia”, translated with



“affected by dementia” (affetto da demenza), or “show compassion”, translated with
“show comprehension” (mostrare comprensione).

3) Scientific accuracy of the terms.

The jargon used was generally perceived as comprehensible and easy to understand.
However, some participants, especially those working in the field of dementia,
reported the need to use scientific terms to improve the accuracy of the language and
ultimately the users’ literacy. As a result, the expression “memory loss” was for
example replaced by “memory impairment” (difficolta di memoria); “helpful/unhelpful
thoughts” was replaced by “functional or dysfunctional thoughts” (pensieri funzionali
e disfunzionali).

4) Educational approach.

The educational approach referred to the criticized use of scholastic and potentially
belittling terms such as “lesson”, “learn” which were replaced with: “chapter” (capitolo),
and “know more about” (conoscere di piu).

5) Use of English.

Additionally, some English terms that were maintained during the content translation
because they are normally used in spoken lItalian, were translated into Italian,
including “focus” (obiettivo) and “relax” (rilassa).

6) Use of numbers.

To make the reading smoother, some participants also suggested replacing numbers
with sentences, for instance from “20/30%” to “approximately one-third” (circa un
terzo).

7) Language register.

Finally, almost all participants found that the tone and prose were at times informal or
even childish. For example, the original sentence at the end of each chapter “you
finished the lesson, well done” was replaced by “you finished the chapter, let's go to
the next” (hai completato il capitolo, passa al successivo!).

Adaptations from Phase 3: Linguistic and cultural revision

Between May and August 2021, we conducted six FGs: one with formal caregivers,
and five with informal caregivers. Most participants were female, and formal carers
had longer years of caring experience compared to informal caregivers. The main

characteristics of participants are reported in detail in Table 2 and Table 3.

FG with formal caregivers

Formal caregivers are professionals who are trained, hired, and get paid to provide
care to a person living with dementia. In our study, all six formal caregivers actively
participated in online discussions. All participants were women and domestic workers.
The mean age was 44 years (ranging between 28 and 59). All participants had
professional experience in taking care of a person living with dementia. Three
participants reported having more than 10 years of experience in dementia care. In
addition to the professional caregiving experience, three participants also reported
taking care of or to have taken care in the past of a relative affected by dementia
(Table 2). The main findings of the FG are summarized below.
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Participants agreed that an intervention aiming to support and improve the knowledge
of informal caregivers of people with dementia was much needed. A caregiver
compared information learning to a safeguard, not only for the carer but also for the
care recipient: “I hope that this program will spread because information protects all
of us: the carer, and especially the person who is cared of.” (ID6)

iSupport was generally appreciated and acknowledged by participants as a useful
tool. Contents were found appropriate and sufficiently comprehensive. The difficulty
to accept the disease and the changes in the relationship with the care recipient were
found to be the main challenges and contents to cover in the program: “There is a
great difficulty from the relatives to accept the disease and the change (...) | believe
a very strong support is needed...also at a social level because the disease is often
associated with shame.” (ID1)

Similarly, one participant also suggested adding to the program specific resources for
social and psychological support: “You could mention psychological support to family
members because they need it, always.” (ID2). This quote underscored the
recognition from formal caregivers of the potential emotional and psychological strain
on family members as they witness the disease of their care recipients.

In light of participants’ perspectives, an important feature to add to the original
iSupport format was the inclusion of a platform for caregivers to engage with each
other, that facilitated the caregivers’ interactions with each other, as reported in the
data excerpt below. This adaptation was also needed to differentiate iSupport from
another repository of information or online available resources on dementia. “There
are a billion guides on dementia (...), | think people need to interact” (ID4)

Regarding case scenarios, caregivers generally found that the examples were
appropriate and consistent with their experiences. However, answer options often did
not reflect the variety of and differences in caregiving situations and experiences,
including the age of the person affected by dementia, the severity of dementia, the
living situation, or the type of dementia (eg. Alzheimer’s, frontotemporal dementia). A
participant suggested adding general guidelines to the examples to include more
answers: “If the examples aim to increase knowledge, they should give general
indications that can apply to different caring situations.” (ID6)

FG with informal caregivers

Of the 20 informal caregivers who contacted us, 13 participants joined the FGs.
Reasons for non-participation were lack of time and geographical distance. Most
caregivers were female (N=10), spouses (N=7), or sons/daughters (N=6) of a person
living with dementia. The age ranged from 55 to 82 years. More than half of the
participants (N=8) reported a caregiving experience of at least three years, and most
participants cared for a relative who lived at their own residence (N=8). Two
participants reported that the person they cared for had passed away. The number of



participants attending each group discussion ranged from two to seven caregivers.
FGs were attended by six caregivers (FG1: 14.06.21); seven caregivers (FG2:
12.07.21); two caregivers (FG3: 15.07.21); six caregivers (FG4: 18.08.21), and two
caregivers (FG5: 24.08.21), respectively. Seven participants attended more than one
group. See Table 3 for more characteristics. The main findings of the five FGs are
summarized below.

Participants generally believed that iSupport holds the promise to be useful, to
increase dementia knowledge, and provide information about available services and
support measures for people living with dementia, and their families. A participant said
about the program: “The idea is brilliant because everything can be useful (...) In my
opinion, the most interesting thing is the overview of what is locally available to
support caregivers.” (ID9; daughter)

The need for guidance and orientation to services was supported by a perceived lack
of support and direction, likely stemming from the uncertainty and confusion that
frequently followed the diagnosis. This feeling of bewilderment was echoed in the
following quotation: “/t’s confusing outside, you don't know where to go, who to turn
fo... there are no guidelines, no support.” (ID2; daughter)

Regarding the contents, participants reported familiarity with most of the case
scenarios.

One participant commented on a scenario (Module 3, chapter 3) representing a
person affected by dementia who can'’t find the keys and doesn’t want the carer to
leave him alone at home: “It happened to me many times, not always with the keys
though.” (ID12; daughter)

However, despite the familiarity reported and the need to get information and increase
knowledge to cope with difficult situations, the original exercise format was seen as a
limitation by some of the participants. One participant reported feeling diminished
when choosing between wrong and right answers: “It’s almost guilt-inducing (...)
There is the best solution and if you guess wrong you are doing your role wrong.”
(ID8; daughter)

Additionally, some answer options were considered to be so wrong as to be offensive
to the carer. For example, in Module 5, chapter 9, one case scenario described a
situation where the person affected by dementia (Matteo) makes sexual remarks
towards a domestic worker, and the user is asked what he/she would do in that
situation. One participant commented on the option “shout at Matteo and shame him
for his conduct” as inconceivable. “Shout?!... We do know what we’re doing!” (1D9;
daughter)

Similar to what formal caregivers reported about case scenarios, participants also
highlighted the risk of generalizing solutions that may not be appropriate for all
caregiving situations: “It should be clear that each user has to transpose his/her
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situation by taking cues from the scenario, but unfortunately it isn’t black and white.”
(ID13; spouse)

Finally, also informal caregivers suggested adding interactive features to iSupport
online version to minimize the risk of the caregiver isolating himself. For instance, a
participant reported: “For me, the biggest utility is in connecting people (...) there
should be people behind the app.” (ID5; spouse)



Table 1: Summary of adaptations

Dimension Issues Original text Proposed adaptation?
LANGUAGE Familiarity: 1. “Informal carer” 1.  “Family carer” (familiare
Some original curante)
expressions did 2. “Community center” 2. “Day-care centre” (centro
not sound familiar diurno)
enough or were
not frequently 3. “Rural areas” 3 “Remote areas” (zone
used in the local isolate)
context. 4. “Paid in-home helper 4. “Domestic worker”
(assistente familiare)
5. “Drugs” 5. “Medications” (medicamer
Sensitivity: 1. “Person with 1. “Person affected by
Some original dementia”; “person who dementia” (persona affetta

expressions used
to designate the

suffers from dementia”

da demenza); “person
assisted by” (persona

person who lived assistita)
with dementia or 2. “Its normal to feel 2. “It's comprehensible to
the carer were frustrated” feel frustrated” (&
cgnsidgrgd comprensibile sentirsi
stigmatizing or not frustrati)
sensitive enough.
3. “The person you 3.  “The person you take
care for” care of” (la persona di cui ti
prendi cura); “the person you
assist” (la persona che
assisti)
4. “Show 4.  “Show comprehension”
compassion” (mostrare comprensione)
Precision: 1. “Alzheimer’s 1. “Alzheimer’s disease is
Some disease is the most the most common type of

expressions were
not considered
accurate enough
or correct.

common cause of

dementia”

2. “Memory loss”

3. “To feel full”

4. “Things that can or

cannot be eaten”

5. “Helpful/unhelpful
thoughts”
6. “Getting confused

about the time”

dementia” (la malattia di
Alzheimer & una delle forme
di demenza piu diffuse)

2. “Memory impairment”
(difficolta di memoria)

3.  “Tofeel satiated”
(sentirsi sazi)

4. “Edible or inedible
substances” (sostanze
commestibili 0 non
commestibili)

5. “Functional or
dysfunctional thoughts”
(pensieri funzionali e
disfunzionali)

6. "Feel disoriented"
(sentirsi disorientato nel
tempo e nello spazio)
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7. “Doing things over
and over”

8. “Changes in the

7. “Repetitive behaviour”
(comportamento ripetitivo)

8. “Cognitive impairment”

brain” (decadimento cognitivo)

Learning 1. “Lesson” 1. “Chapter” (capitolo)

approach:

Current terms that 2 " ) 0 K b

were reminiscent ’ earn d. h?,w more a ouc:. N

of an overly | e;nentla (conoscere di piu

scholastic and a demenza)

educational 3. “Teach skills” 3. “This chapter will help

approach were you in preventing and coping

replaced by more with behavior changes”

general (questo capitolo ti aiutera a

expressions. prevenire e gestire i
cambiamenti nel
comportamento della
persona che assisti)

Use of English: 1. “Focus of the 1. Obiettivo del manuale

English manual’

expressionsthat 2 “Relax” 2. Rilassa

are also used in

spoken ltalian 3. “Status” 3. Condizione

language were

replaced by Italian 4. “Stress” 4.  Preoccupazione

terms.

Use of numbers: “20-30%” Approximately one-third

Percentages were (circa un terzo)

transformed from

a numerical to an

alphabetical

representation.

Informal 1. “You finished the 1. “You finished the

language: lesson, well done” chapter, let’s go to the next”

Some (hai completato il capitolo,

expressions were passa al successivo!)

found to be

“childish” or too

informal.

2. “Take a nap” 2.  “Rest’ (riposa)

RESOURCES

Need to specify
local resources
for dementia.
Need to specify
local resources
for mental health.

The names and contacts of
several local organizations
and Alzheimer’s associations
were specified in different
parts of the program and in
the last chapter




Link to psychological support
resources was added in M3
and M5P

CONTENTS Need to adapt Local leisure activities added:
leisure activities o Takeatrip
to local culture. o  Enrollin a course
o  Visit museums
o  Go to the movies or
theatre
o  Go out for dinner
Need to adapt Olivia has dementia and Anna ¢ affetta da demenza e
names to local lives with her husband vive con suo marito Marco
cultures. Jacob
Case scenarios: 1. Exercise M5.09 ¢ 1. The answer option was
Some answer “What would you deleted because it sounded
options were recommend to Mateo’s offensive to the carer
found offensive family’?”
for the caregiver “Shout at Mateo, shaming
or unfamiliar. him for his conduct”
2. Exercise M5.04 ¢: 2. The text “visiting a shop
“How do you think Sofia to let him straighten the
should react?” shelves with the
“Sofia could for example shopkeeper’s permission”
read the newspaper to was removed because found
him, cook his favorite dish unfamiliar
or visit a shop to let him
straighten the
shelves with the
shopkeeper’s permission”
The description of  Disclaimer added “‘Remember that there are
case scenarios or not always one-size-fits-all
answer options solutions to a problem; there
often did not may be others more suited to
represent the your personal situation”
variety and (Ricorda che non sempre
differences of esistono soluzioni uniche a
caregiving un problema, potrebbero
experiences. essercene altre piu adatte
alla tua situazione personale)
GRAPHICS  cCartoon Cartoons illustrations Cartoons illustrations were
illustrations were replaced by human
often found illustrations, representing the
childish, variety of caregiving
representing experiences and divided per
inanimate objects, module
and not consistent
with the contents.
ADDED 1. Glossary 1. Aglossary with the

FEATURES

main recurrent terms used
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2. Interactive Forum
3. Read aloud option
4. Navigation survey

throughout the program and
their explanations was added
to the user’s guide

2. Aforum section was
included at the end of each
chapter where participants
can interact by writing

3. Aread-aloud option was
added to the relaxation
exercises

4.  Aninitial short
guestionnaire was added to
personalize the navigation of
the user based on his/her
situation and need

a proposed lItalian adaptations are displayed in
brackets

b number of iSupport module

¢ number of iSupport module and chapter



Table 2: sociodemographic characteristics of formal caregivers

Years of Years of personal
ID Gender Age Employment status professional caring caring experience
experience
1 Female 52 Housewife/ > 10 > 10
Retired
2 Female 54 Housewife/ >10 > 10
Retired
Housewife/
3 Female 28 Retired 6-10
4 Female 45 Employed <1 <1
Housewife/
5 Female 29 Retired 1-2
6 Female 59 Employed >10
Table 3: sociodemographic characteristics of informal caregivers
o The pwd! FG
Employment Relationship L.|vmg_ Yea_lrs of has Attended?
ID Gender Age . , Situation of caring
status with the pwd 1 . passed
the pwd experience
away
1 Female 58 Hogsewﬁe/ Spouse Ow_n 3-5 No 5
Retired residence
2 Female 55 Hogsewnfe/ Daughter Ow_n 3-5 No 1;3;4
Retired residence
H if
3 Female 59 ogseW| ef Spouse Ow_n 3-5 No 1
Retired residence
4 Male 67 Employed Son Ow.n 3-5 No 1
residence
5 Female 58 Hou;ewn‘e/ Spouse Car'ers 1-2 No 2
Retired residence
6 Male 57 Employed Son Ow.n 3-5 No 1,4
residence
7 Male 74  Employed Son N/A >10 Yes 1;2
Oown
8 Female 55 Employed Daughter . 3-5 No 2;4
residence
9 Female 75 Hoqsewﬁe/ Daughter N/A > 10 Yes 1;2;4;5
Retired
10 Female 76 Hoqsewﬁe/ Spouse Ow.n 3-5 No 2
Retired residence
11 Female 82 Hogsewnfe/ Spouse Cafers 1-2 No 2
Retired residence
Oown
12 Female 55 Employed Daughter . 1-2 No 34
residence
H if ’
13 Female 81 ogseW| e/ Spouse Cafers 3-5 No 2;4
Retired residence

! Person with dementia
°Number of the focus group attended
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Discussion

This study described in detail the main steps taken to culturally adapt the WHO
iSupport program for informal caregivers of people living with dementia, in
Switzerland. Our results demonstrate the complexity as well as the necessity of
adapting an evidence-based complex intervention to a specific cultural context and
population. We collected feedback and implemented changes, in accordance with the
WHO, from the original iSupport version in the areas of the language, resources,
contents, graphics, and features used in the program. In the following paragraphs, we
summarize and comment on the main lessons learned.

Valuing experiential knowledge

One of the main messages we collected during the adaptation process was the
importance for informal caregivers to be recognized in their role and expertise. This
finding is consistent with what other studies have identified, including the works
reporting on iSupport adaptation processes in other countries [31,34,43-45]. Our
participants suggested that the learning approach used in the original iSupport
program was too scholastic and recommended the removal of expressions that likely
resulted from a top-down approach in content and compilation. Referring to case
scenarios, some caregivers felt that the simplicity of certain answer options was
offensive. Informal caregivers claimed to be recognized because of their lived
experience as “experts in the field” who could contribute to not only locally adapting
but also integrating and shaping iSupport. This echoes the inclusive procedures used
to develop iSupport in the first place [21], and the work done for the iSupport
adaptation process in Portugal and the UK [34,43]. Informal caregivers can spend on
average 170 hours a month providing care to a loved one affected by dementia [46].
In our study, more than half of the participants reported a caregiver experience of at
least three years and up to ten years. Though one may argue that caregivers acquire
and improve their learning by doing, it is undeniable that they can become ‘experts’
in caring, and surely they provide a unique perspective of the person with dementia
and their own needs. However, besides the years of personal experience, caregivers’
knowledge of dementia and caring may also depend on other factors and may be
influenced by the educational level and socio-cultural background. Similar to any
complex intervention in health [47], it is important to ensure that the final version of
iSupport is also adapted to the real user's experience and pre-existing abilities. An
early, timely, and active involvement of caregivers is needed [48,49]. The adoption of
a language register and skills training techniques that promote pre-existing abilities,
rather than replace them, may enhance the acceptance and use of the intervention.

Enhancing social contacts

According to participants, iSupport could benefit from the inclusion of interactive
features (e.g., chat and forum) that allow the user to communicate with other
caregivers and share experiences and problem-solving strategies. This finding is
consistent with a recent study [50] that found that peer support can be complementary
to professional support and beneficial in reducing social isolation, and in connecting



patients and caregivers to others with similar issues. Similarly, Greenwood and
colleagues [51] found that, besides providing psychosocial support, peer support
interactions for caregivers of people with dementia can offer practical information and
guidance in managing difficult situations and gaining new perspectives on their caring
role. The adoption of peer support programs for informal caregivers of people with
chronic diseases and disabilities is well-established in the literature [52]. A recent
scoping review [53] found that peer support was often part of multicomponent
interventions that also addressed information sharing, skill development, personal
coping skills and self-management. Despite the difficulty in identifying what
component may or may not be beneficial for the carers, the authors concluded that
peer support, particularly if delivered online, could represent a cost-effective medium
and opportunity to meet caregivers’ needs and preferences. Importantly, online meets
between peers seem more promising, usable, and potentially effective for caregivers
when embedded in online interventions [10], like iSupport.

Facilitating access to and navigation of local services

Another suggested feature to implement in the program was the inclusion of contacts
of local resources for dementia, such as health care services and facilities, charities,
or other relevant organizations. Consistently with what our participants reported,
informal caregivers often experience a lack of information and support, especially at
the beginning of the caregiver journey, when it is best to establish fruitful contacts and
interactions with local health and social care services and offers in general [1].
According to the latest World Alzheimer Report [3], less than 50% of informal
caregivers are advised to contact the local Alzheimer association or receive post-
diagnostic support information. The navigation of the services and various offers for
both people living with dementia and informal caregivers is taxing, often ineffective,
and can be frustrating. The lack of information about existing services and support is
associated with caregiver burden and distress [54]. A recent review on the needs of
family caregivers revealed that information provided on available support services and
measures was one of the main needs reported by caregivers after receiving the
diagnosis [55]. Caregivers may seek support autonomously, mainly online. However,
the variety of information and sources available on the Internet about dementia may
contribute to creating feelings of bewilderment and difficulties in finding relevant and
reliable information [56]. Hence, online interventions that also include contacts with
external and local resources may help users to access and navigate the healthcare
system and find the most appropriate service or information for their situation.

Limitations

We acknowledge that our study has limitations. Firstly, we included a few participants
for each phase of the adaptation process. Because of their pressing needs and duties
informal caregivers are a challenging population to reach and involve in research [57].
However, the number of caregivers and experts that we included in our study was
adequate for the qualitative methods used and is higher than the minimum
recommended by the WHO guidelines to adapt iSupport to local contexts [22]. In
addition, we set up a Community Advisory Board (CAB) that included both
stakeholders and caregivers, who worked with great dedication and continuity through
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the adaptation process of iSupport. Secondly, the discrepancy in FG size between
formal and informal caregivers, and the attendance of informal caregivers in more
than one group may have contributed to reaching data saturation, but it may have
reduced social desirability bias thanks to both the progressive cementing of positive
small group dynamics between participants and to the variety of the contents
discussed. Thirdly, our study was conducted in Switzerland, a high-income country,
equipped with a National Dementia Strategy that aims to improve the quality of life of
people affected by dementia and to promote awareness and education on dementia
[58]. Therefore, the feedback and experiences that we collected may not be easily
generalized to all contexts. However, the adaptation strategies and phases described
in our study may be useful for all countries interested in adapting online interventions
for caregivers of people with dementia, not only iSupport. Our findings suggest that
online interventions benefit from a participatory approach and the involvement of
caregivers to ensure the final program meets the needs and preferences of the users
[17].

Future research

The results that we collected during this study allowed us to adapt the original
contents of the iSupport program to the Swiss context and to inform the development
of the iSupport desktop version, mobile application and printed version. Following the
Medical Research Council Guidelines for the development of complex interventions
in health [59], we will proceed to assess the usability and feasibility of iSupport before
its implementation. Evidence not only on the effectiveness, but also the ease of
implementation and scalability of caregivers’ interventions is still sparse, and
nonexistent in our country. We are determined to design and conduct good quality
studies to address these gaps and to promptly disseminate our findings and
experience widely, through peer-reviewed publications, the WHO knowledge
exchange platform [60], and the global WHO iSupport network coordinated by the
Brain Health Unit at the WHO. Finally, the iSupport original program has been
developed by the WHO on evidence related to carer training and support interventions
and in collaboration with experts and caregivers [21]. Therefore, the program can be
adapted to the extent it maintains the original aims and structure [22]. During the
study, we collected recommendations and feedback that would have required a
consistent change in terms of resources and digital infrastructure to be implemented.
These included for instance contents based on the type of dementia and stage of the
disease; a comprehensive map of all online and local resources available;
consultation from professionals and legal and financial assistance. Therefore, further
development of iSupport could focus on supporting specific groups of caregivers,
such as young carers or caregivers of people with rare dementia, and on providing
personalized support tailored to the stage of the caregiver journey and the care needs
of the care recipient.



Conclusion

Despite the recognized importance of culturally adapting interventions to implement
them in real-world settings, the evidence on how to conduct this process is still limited.
Our study enriches this landscape by underscoring that an active engagement of the
final users and stakeholders allow to adapt an intervention to their culture, values and
needs. Additionally, this study provides examples of concrete strategies and methods
to involve the community members and stakeholders across different phases of the
intervention. Indeed, despite the emerging importance of co-constructing research
together with people as collaborators, rather than simply “subjects” of traditional
research, there is limited evidence regarding the modalities of this practice. Our
experience confirms how the adoption of a community-based participatory approach
is necessary to identify and address criticisms and potential barriers to the use and
acceptance of an online educational intervention before its implementation. In
conclusion, we envision this study as a potential driver for enhancing a more robust
dialogue between researchers and communities. We firmly believe that community-
based participatory research represents a transformative research opportunity where
academics’ and community members’ needs can meet and find opportunity for mutual
knowledge exchange and growth.



page 120/ 140

References

10.

11.

12.

13.

14.

World Health Organization. Dementia. 2022. Available from: https://www.who.int/news-room/fact-
sheets/detail/dementia

Alzheimer Schweiz. Persa 'opportunita di un programma nazionale di ricerca sull’Alzheimer. 2022.
Available from: https://www.alzheimer-schweiz.ch/it/media/communicato-stampo-14032022

Alzheimer Disease International. World Alzheimer Report 2018. The state of the art of dementia
research: New frontiers. 2018. Available from: https://www.alz.co.uk/research/world-report-2018

Lindeza P, Rodrigues M, Costa J, Guerreiro M, Rosa MM. Impact of dementia on informal care: A
systematic review of family caregivers’ perceptions. BMJ Supportive and Palliative Care BMJ
Publishing Group; 2020; doi: 10.1136/bmjspcare-2020-002242

Gilhooly KJ, Gilhooly MLM, Sullivan MP, Mclintyre A, Wilson L, Harding E, Woodbridge R, Crutch S.
A meta-review of stress, coping and interventions in dementia and dementia caregiving. BMC
Geriatrics BioMed Central Ltd.; 2016 May;16(1). doi: 10.1186/s12877-016-0280-8

Kovaleva M, Spangler S, Clevenger C, Hepburn K. Chronic Stress, Social Isolation, and Perceived
Loneliness in Dementia Caregivers. J Psychosoc Nurs Ment Health Serv 2018 Oct;56(10):36—-43.
doi: 10.3928/02793695-20180329-04

Liu Z, Heffernan C, Tan J. Caregiver burden: A concept analysis. International Journal of Nursing
Sciences Chinese Nursing Association; 2020 Oct;7(4):438—-445. doi: 10.1016/.ijnss.2020.07.012

Kurasawa S, Yoshimasu K, Washio M, Fukumoto J, Takemura S, Yokoi K, Arai Y, Miyashita K.
Factors influencing caregivers’ burden among family caregivers and institutionalization of in-home
elderly people cared for by family caregivers. doi: 10.1007/s12199-012-0276-8

World Health Organization. Global action plan on the public health response to dementia 2017—
2025. 2017. Available from: https://www.who.int/publications/i/item/9789241513487

Hopwood J, Walker N, McDonagh L, Rait G, Walters K, lliffe S, Ross J, Davies N. Internet-based
interventions aimed at supporting family caregivers of people with dementia: Systematic review.
Journal of Medical Internet Research Journal of Medical Internet Research; 2018 Jun;20(6). doi:
10.2196/jmir.9548

Parra-Vidales E, Soto-Pérez F, Victoria Perea-Bartolomé M, Franco-Martin MA, Mufioz-Sanchez
JL. Online interventions for caregivers of people with dementia: a systematic review. 2017 p. 116—
142.

Naunton Morgan B, Windle G, Sharp R, Lamers C. eHealth and Web-Based Interventions for
Informal Carers of People With Dementia in the Community: Umbrella Review. J Med Internet Res
2022 Jul 22;24(7):e36727. PMID:35867388

Rogers MAM, Lemmen K, Kramer R, Mann J, Chopra V. Internet-delivered health interventions that
work: Systematic review of meta-analyses and evaluation of website availability. Journal of Medical
Internet Research JMIR Publications Inc.; 2017 Mar;19(3). doi: 10.2196/jmir.7111

Leng M, Zhao Y, Xiao H, Li C, Wang Z. Internet-based supportive interventions for family caregivers
of people with dementia: Systematic review and meta-analysis. Journal of Medical Internet Research
JMIR Publications Inc.; 2020 Sep;22(9). doi: 10.2196/19468



15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

Guay C, Auger C, Demers L, Mortenson WB, Miller WC, Gélinas-Bronsard D, Ahmed S.
Components and Outcomes of Internet-Based Interventions for Caregivers of Older Adults:
Systematic Review. J Med Internet Res 2017 Sep 19;19(9):e313. doi: 10.2196/jmir.7896

Zhao Y, Feng H, Hu M, Hu H, Li H, Ning H, Chen H, Liao L, Peng L. Web-based interventions to
improve mental health in home caregivers of people with dementia: Meta-analysis. Journal of
Medical Internet Research Journal of Medical Internet Research; 2019 May;21(5). doi:
10.2196/13415

Goodridge D, Reis N, Neiser J, Haubrich T, Westberg B, Erickson-Lumb L, Storozinski J, Gonzales
C, Michael J, Cammer A, Osgood N. An App-Based Mindfulness-Based Self-compassion Program
to Support Caregivers of People With Dementia: Participatory Feasibility Study. JMIR Aging 2021
Nov 26;4(4):e28652. doi: 10.2196/28652

McCarron HR, Finlay JM, Sims T, Nikzad-Terhune K, Gaugler JE. Stakeholder Engagement to
Enhance Interventions for Family Caregivers of People with Dementia: A Case Study of Care to
Plan. Journal of Gerontological Social Work Routledge; 2019 Jan;62(1):29-47. doi:
10.1080/01634372.2018.1505797

Boots LMM, De Vugt ME, Van Knippenberg RIM, Kempen GIIM, Verhey FRJ. A systematic review
of Internet-based supportive interventions for caregivers of patients with dementia. International
Journal of Geriatric Psychiatry John Wiley and Sons Ltd; 2014;29(4):331-344. doi:
10.1002/gps.4016

Rathnayake S, Moyle W, Jones C, Calleja P. mHealth applications as an educational and supportive
resource for family carers of people with dementia: An integrative review. Dementia SAGE
Publications Ltd; 2019 Nov;18(7-8):3091-3112. doi: 10.1177/1471301218768903

Pot AM, Gallagher-Thompson D, Xiao L, Willemse B, Rosier I, M. Mehta K, Zandi D, Tarun D.
iSupport: a WHO global online intervention for informal caregivers of people with dementia. World
Psychiatry 2019;18:3-3. doi: 10.1002/wps.20683

World Health Organization. iSupport  for  dementia. 2019. Available  from:
https:/mww.who.int/publications/i/item/9789241515863

Perera C, Salamanca-Sanabria A, Caballero-Bernal J, Feldman L, Hansen M, Bird M, Hansen P,
Dinesen C, Wiedemann N, Vallieres F. No implementation without cultural adaptation: A process for
culturally adapting low-intensity psychological interventions in humanitarian settings. Conflict and
Health BioMed Central; 2020 Jul;14(1). doi: 10.1186/s13031-020-00290-0

Theobald S, Brandes N, Gyapong M, El-Saharty S, Proctor E, Diaz T, Wanji S, Elloker S, Raven J,
Elsey H, Bharal S, Pelletier D, Peters DH. Implementation research: new imperatives and
opportunities in global health. The Lancet Lancet Publishing Group; 2018 Nov;392(10160):2214—
2228. doi: 10.1016/S0140-6736(18)32205-0

Federal Office of Public Health (FOPH). Swiss Federal Human Research Act (HRA). 2023. Available
from:
https://www.swissmedic.ch/dam/swissmedic/en/dokumente/bewilligungen/klv/federal_act_on_rese
archinvolvinghumanbeingshumanresearchacthra.pdf.download.pdf/federal_act_on_researchinvolvi
nghumanbeingshumanresearchacthra.pdf

Tremblay MC, Martin DH, McComber AM, McGregor A, Macaulay AC. Understanding community-
based participatory research through a social movement framework: A case study of the Kahnawake
Schools Diabetes Prevention Project. BMC Public Health BioMed Central Ltd.; 2018 Apr;18(1). doi:
10.1186/s12889-018-5412-y



page 122/ 140

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

Wallerstein N, Duran B. Community-Based Participatory Research Contributions to Intervention
Research: The Intersection of Science and Practice to Improve Health Equity. Am J Public Health
2010 Apr;100(S1):S40-S46. doi: 10.2105/AJPH.2009.184036

Bernal G, Bonilla J, Bellido C. Ecological Validity and Cultural Sensitivity for Outcome Research:
Issues for the Cultural Adaptation and Development of Psychosocial Treatments with Hispanics.
1995.

Chen S, editor. Social support and health: theory, research, and practice with diverse populations.
Hauppauge, New York: Nova Science Publishers, Inc; 2013. ISBN:978-1-62618-648-4

Sands MM, Meadan H, Ramos-Torres S, Fanta A. The Cultural and Linguistic Adaptation of a
Caregiver-Implemented Naturalistic Communication Intervention. Early Childhood Educ J 2023
Jan;51(1):43-53. doi: 10.1007/s10643-021-01280-4

Xiao LD, Ye M, Zhou Y, (Rita) Chang H-C, Brodaty H, Ratcliffe J, Brijnath B, Ullah S. Cultural
adaptation of World Health Organization iSupport for Dementia program for Chinese-Australian
caregivers. Dementia SAGE Publications; 2022 Aug;147130122211100-147130122211100. doi:
10.1177/14713012221110003

Matthews AK, Anderson EE, Willis M, Castillo A, Choure W. A Community Engagement Advisory
Board as a strategy to improve research engagement and build institutional capacity for community-
engaged research. Journal of Clinical and Translational Science Cambridge University Press (CUP);
2018 Apr;2(2):66—72. doi: 10.1017/cts.2018.14

Dementia  Australia. Dementia  Language  Guidelines. 2021.  Available  from:
https://www.dementia.org.au/sites/default/files/resources/dementia-language-guidelines.pdf

Teles S, Napolskij MS, Paul C, Ferreira A, Seeher K. Training and support for caregivers of people
with dementia: The process of culturally adapting the World Health Organization iSupport
programme to Portugal. Dementia SAGE Publications Ltd; 2020; doi: 10.1177/1471301220910333

Harris PA, Taylor R, Minor BL, Elliott V, Fernandez M, O’Neal L, McLeod L, Delacqua G, Delacqua
F, Kirby J, Duda SN. The REDCap consortium: Building an international community of software
platform partners. Journal of Biomedical Informatics 2019 Jul 1;95:103208. doi:
10.1016/}.jbi.2019.103208

Harris PA, Taylor R, Thielke R, Payne J, Gonzalez N, Conde JG. Research electronic data capture
(REDCap)—A metadata-driven methodology and workflow process for providing translational
research informatics support. Journal of Biomedical Informatics 2009 Apr 1;42(2):377-381. doi:
10.1016/j.jbi.2008.08.010

IBM Corp. IBM SPSS Statistics for Windows, Version 25.0. Armonk, NY: IBM Corp; 2017.

Braun V, Clarke V. Using thematic analysis in psychology. Qualitative Research in Psychology 2006
Jan;3(2):77-101. doi: 10.1191/1478088706gp0630a

Holly C, Bugel MJ, Scuderi D, Estrada RP, Harvey J, Echevarria M, Giuliante MM, Antonio AS,
Duncan KA, Shuler JB. Qualitative Descriptive Research. Scholarly Inquiry and the DNP Capstone
Springer Publishing Company. New York, NY, USA; 2013. p. 69-82.

Messina A, Amati R, Albanese E, Fiordelli M. Help-Seeking in Informal Family Caregivers of People
with Dementia: A Qualitative Study with iSupport as a Case in Point. International Journal of
Environmental Research and Public Health 2022 Jun;19(12):7504-7504. doi:
10.3390/ijerph19127504



41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.

QSR International Pty Ltd. (2018). NVivo (Version 12). Available from:
https://www.gsrinternational.com/nvivo-qualitative-data-analysis-software/home

Strategia cantonale sulle demenze. 2016. Available from: https://www4.ti.ch/dss/dsp/umc/cosa-
facciamol/progetti/strategia-cantonale-sulle-demenze

Masterson-Algar P, Egan K, Flynn G, Hughes G, Spector A, Stott J, Windle G. iSupport for Young
Carers: An Adaptation of an e-Health Intervention for Young Dementia Carers. International Journal
of Environmental Research and Public Health MDPI; 2023 Jan;20(1). doi: 10.3390/ijerph20010127

Baruah U, Loganathan S, Shivakumar P, Pot AM, Mehta KM, Gallagher-Thompson D, Dua T,
Varghese M. Adaptation of an online training and support program for caregivers of people with
dementia to Indian cultural setting. Asian Journal of Psychiatry Elsevier B.V.; 2021 May;59. doi:
10.1016/j.ajp.2021.102624

Oliveira D, Jacinto AF, Gratao ACM, Ottaviani AC, Ferreira CR, Monteiro DQ, Barham EJ, Orlandi
F de S, de Cruz KCT, Correa L, Zazzeta M, Pavarini SCI. Translation and cultural adaptation of
iSupport in Brazil. Alzheimer’'s & Dementia Wiley; 2020 Dec;16(S7). doi: 10.1002/alz.038917

Friedman EM, Shih RA, Langa KM, Hurd MD. US prevalence and predictors of informal caregiving
for dementia. Health Affairs Project HOPE; 2015;34(10):1637—-1641. doi: 10.1377/hlthaff.2015.0510

Beck C, McSweeney JC, Richards KC, Roberson PK, Tsai PF, Souder E. Challenges in tailored
intervention research. Nursing Outlook 2010 Mar;58(2):104-110. doi:
10.1016/j.outlook.2009.10.004

Dam AEH, de Vugt ME, van Boxtel MPJ, Verhey FRJ. Effectiveness of an online social support
intervention for caregivers of people with dementia: the study protocol of a randomised controlled
trial. Trials 2017 Aug 29;18:1-10. doi: 10.1186/s13063-017-2097-y

de Beurs D, van Bruinessen |, Noordman J, Friele R, van Dulmen S. Active Involvement of End
Users When Developing Web-Based Mental Health Interventions. Front Psychiatry 2017 May
3;8:72. doi: 10.3389/fpsyt.2017.00072

Joo JH, Bone L, Forte J, Kirley E, Lynch T, Aboumatar H. The benefits and challenges of established
peer support programmes for patients, informal caregivers, and healthcare providers. Family
Practice 2022 Sep 24;39(5):903-912. doi: 10.1093/fampra/cmac004

Greenwood N, Habibi R, MacKenzie A, Drennan V, Easton N. Peer support for carers: A qualitative
investigation of the experiences of carers and peer volunteers. American Journal of Alzheimer’s
Disease and other Dementias SAGE Publications Inc.; 2013;28(6):617—626. doi:
10.1177/1533317513494449

Solomon P. Peer Support/Peer Provided Services Underlying Processes, Benefits, and Critical
Ingredients. Psychiatric Rehabilitation Journal 2004;27(4):392—401. doi: 10.2975/27.2004.392.401

Carter G, Monaghan C, Santin O. What is known from the existing literature about peer support
interventions for carers of individuals living with dementia: A scoping review. Health and Social Care
in the Community Blackwell Publishing Ltd; 2020 Jul;28(4):1134-1151. doi: 10.1111/hsc.12944

Putri YSE, Putra IGNE, Falahaini A, Wardani Y. Factors Associated with Caregiver Burden in
Caregivers of Older Patients with Dementia in Indonesia. International Journal of Environmental
Research and Public Health MDPI; 2022 Oct;19(19). doi: 10.3390/ijerph191912437

Steenfeldt V@, Aagerup LC, Jacobsen AH, Skjgdt U. Becoming a Family Caregiver to a Person With
Dementia: A Literature Review on the Needs of Family Caregivers. SAGE Open Nursing 2021
Jan;7:237796082110290. doi: 10.1177/23779608211029073



page 124/ 140

56.

57.

58.

59.

60.

Peterson K, Hahn H, Lee AJ, Madison CA, Atri A. In the Information Age, do dementia caregivers
get the information they need? Semi-structured interviews to determine informal caregivers’
education needs, barriers, and preferences. BMC Geriatrics BioMed Central Ltd.; 2016 Sep;16(1).
doi: 10.1186/s12877-016-0338-7

Leslie M, Khayatzadeh-Mahani A, MacKean G. Recruitment of caregivers into health services
research: lessons from a user-centred design study. Res Involv Engagem 2019 Dec;5(1):17. doi:
10.1186/s40900-019-0150-6

National Platform Dementia. Available from: www.nationaldementiastrategy.ch

Skivington K, Matthews L, Simpson SA, Craig P, Baird J, Blazeby JM, Boyd KA, Craig N, French
DP, Mclintosh E, Petticrew M, Rycroft-Malone J, White M, Moore L. A new framework for developing
and evaluating complex interventions: Update of Medical Research Council guidance. The BMJ BMJ
Publishing Group; 2021 Sep;374. doi: 10.1136/bmj.n2061

World Health Organization. WHO launches new platform for knowledge exchange on dementia.
2021. Available from: https://www.who.int/news/item/05-05-2021-who-launches-new-platform-for-
knowledge-exchange-on-dementia



Chapter 7: Discussion

The aim of this PhD project was to explore the landscape of informal caregivers of
people with dementia, especially through the investigation of their mental health,
needs and preferences towards support measures and interventions. iSupport is the
official WHO tool for informal caregivers of people with dementia, which requires
careful local adaptation. The adaptation of iSupport served as both a guide and an
opportunity for a thorough exploration of caregivers’ needs and the potential solutions
to support them. The following paragraphs present a summary and discussion of the
main results found within and across the conducted studies, which addressed specific
research questions.

Summary of findings

In chapter 3, study 1, we explored mental health and loneliness of caregivers of
people with dementia. The burden of care provision on caregivers is notorious, but
comparisons of burden levels between contexts and cultures is very limited. In line
with the existing literature, our findings demonstrated that caregivers living in Ticino
reported higher levels of psychological distress and loneliness compared to
caregivers living in Italy. Specifically, they reported severe levels of emotional burden
and anxiety. These results underscore the critical importance of providing support to
this population in managing their caregiving tasks while safeguarding their
psychological well-being. This first set of results of my PhD project has important and
urgent implications. We believe that it is imperative for public health and local social
policies to implement adequate tools and support interventions to ensure that
caregivers of individuals with dementia can fulfill their roles while preserving their
mental health.

In study 2 (chapter 4), we uncovered a distinct gap between the caregivers' need
for support and their actual pursuit and use of such support. Notably, several
emotional (level of burden), cultural (sense of duty), relational (fear of stigma), and
environmental (difficulty in reaching information) barriers seem to impede the act of
seeking help. Without the intention to seek help, even highly evidence-based support
tools run the risk of remaining underutilized. Recognizing these barriers, alongside
the factors that facilitate help-seeking, seems crucial for developing interventions that
genuinely align with caregivers' needs. The adoption of a collaborative and
participatory approach that involves both formal and informal caregivers may help
researchers in identifying in advance the potential barriers and make support tools
more accessible. Accessibility is one key indicator of successful implementation of
effective interventions. Acceptability, fidelity, and sustainability are also important and
must be measured when piloting, testing, and formally assessing complex
interventions. To this end, it is key to empower and actively involve in research people
with lived experience.
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These implications, along with the project of developing and adapting iSupport to
Ticino, led us to investigate how digital interventions for caregivers are currently
structured and developed in practice (study 3, chapter 5). Specifically, we explored
the existing literature and appraised evidence about the adoption and implementation
of participatory methods (PM) in the design and development of interventions,
investigating the specific approaches and techniques applied. We searched, selected,
and appraised existing studies and found a general lack of consistency in the
application and documentation of PM across them. While few studies mentioned the
application of PM with caregivers and different stakeholders, they often failed to
articulate the practical implications of this involvement on the structure of the
interventions. Much remains to be done.

The findings from the previous studies played a crucial role in shaping the
development of iSupport, which was a core activity of this PhD. The intricate process
of linguistic and cultural adaptation for iSupport is comprehensively documented in
study 4 (chapter 6). Findings from this study demonstrated the need of cultural
adapting adaptation an evidence-based intervention to a specific context before
implementing it in real world-conditions. Thanks to the adoption of a community based
participatory approach (CBPR), we applied relevant changes to the original version of
iSupport, specifically on the language, resources, contents, graphics, and interactive
features. These are key prerequisites to shape interventions to the target groups
needs and are features worth considering in the evaluation of the impact of
interventions in research, and after their implementation. Among these insights, the
adoption of a more formal yet less academic language, the emphasis on facilitating
access to support tools and information, and the potential inclusion of features
enabling communication with other caregivers or professionals were notable. Only by
actively listening to caregivers and recognizing them as experts in their own
experiences, rather than mere recipients of an intervention, we could adapt iSupport
into a more familiar and useful solution in their daily lives. This work was instrumental
to enable subsequent testing and evaluation of iSupport. However, it was also crucial
to address an evidence gap in the field of complex interventions for caregivers.
Knowledge about the modulating factors for the uptake, understanding, use, and
fidelity of interventions is indispensable to inform and improve implementation and
scalability after research finishes.

Lessons learnt

While this PhD project mainly focuses on key questions of access to and use of a
complex intervention for caregivers of people with dementia, we devoted a time and
energy to the adaptation of iSupport in Switzerland, and the informative research
conducted for this thesis goes beyond this scope.

This experience provided us with a multifaceted understanding of informal care,
through the adoption of multiple lenses and methods. Our journey started from
obtaining an overview of caregivers’ mental health and wellbeing through a cross-
sectional survey. Subsequently, we explored their lived experiences and attitudes
towards support measures through focus group discussions. Finally, we investigated



into the domain of online interventions though a systematic review to guide the
adaptation and implementation of iSupport in Switzerland.

While each study carries its own implications, that are detailed in the respective
chapters, we identified two overarching and transversal topics that will be addressed
in the following paragraphs: “the paradox of needing and accepting help” and “the
urgency of a participatory implementation research”. These lessons learnt are based
on the experience of these years of research and are supported by the existing
literature on the topic. This PhD has the potential to inform not only the design and
conduction of future studies in caregiving, but also to formulation of hypotheses and
specific research questions. These findings have the potential to contribute to
advance knowledge on effective strategies for supporting caregivers and the
underlying reasons for their efficacy. Moreover, these insights pave the way for policy,
and practice strategies and actions in the context of informal care.

The paradox of needing and accepting help

In study 1, an in line with the existing literature (Schulz & Martire, 2004), we found
severe levels of psychological distress among caregivers. However, during our
research, particularly in study 2, we uncovered a significant gap between the need of
caregivers to be supported and the actual use of support measures. Boots and
colleagues (Boots et al.,, 2015) highlighted a clear paradox between the need of
support and the acceptance of support, especially in caregivers at the early stages of
dementia. While help-seeking is scarce in caregivers at the beginning of their caring
journey, the authors found that caregivers in later stages of dementia retrospectively
regret not having seeking help in the past. This finding aligns with the concept of
caregiving as a process (Gaugler et al., 2004), in which not only lifestyle adjustments
take place but also shifts in the acceptance and perception of the disease evolve.
Similarly to our findings, the authors found that fear of stigma, not acknowledging the
disease and a lack of knowledge about dementia limited the acceptance process
(Boots et al., 2015). Paradoxically, feeling burdened and emotionally overwhelmed
may contribute to a reluctance or hesitance in accepting help. That this finding was
confirmed in our project is a crucial contribution towards the design and
implementation of studies aimed at translating results of research into practice, and
policy that can truly and factually address the very largely unmet needs of caregivers.

In addition to the already mentioned barriers, the social and cultural
representation of dementia also plays an important role. As previously mentioned,
most part of the literature in this domain has mostly focused on the challenges and
negative aspects of the disease, largely overlooking the positive facets, albeit present,
associated with caregiving. This has contributed to the development of a
unidimensional representation of dementia, wherein the disease is believed to
inevitably cause distress upon both the individuals living with dementia and their
families, increasing the fear and apprehension surrounding this condition. This
perspective is not only common in research but also in everyday life and language.
The metaphors used in the media to refer to Alzheimer’s Disease (AD) can be seen
as a mirror of the fear and stigma of dementia (Zimmermann, 2017). Several authors
claim that military metaphors such as “war”; “battle”; “defeat”, widely used in medicine,
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influence the way people conceptualise and experience the diseases, included
dementia (Lane et al., 2013). In line with other international studies (Alzheimer
Europe, 2011), a recent cross-sectional study in Australia showed that dementia was
the second most feared condition among health service consumers after cancer
(Watson et al., 2023). Despite being relatively unexplored in literature, fear of
dementia, also conceptualized as “dementia worry” (Kessler et al., 2012) may act as
an important barrier to delayed diagnosis and support. Therefore, fear may prevent
people from seeking help, consequently limiting the access to and the use of
healthcare and social services and interventions, including iSupport.

A comprehensive understanding of the multitude of factors at play,
encompassing not only psychological aspects but also social and cultural influences,
is of paramount significance in the development of public health interventions for this
specific population. This understanding extends to the initial pursuit of a diagnosis
and the subsequent journey in adhering to support interventions. Without a thorough
comprehension of the determinants guiding individuals' utilization or avoidance of
support measures, even the most efficacious interventions risk yielding limited results.
To attain a deeper understanding, the transition from a top-down intervention
approach to a bottom-up approach is imperative. This transition requires an active
collaboration among not only the end users but also all other stakeholders involved in
the process, to collectively build the support they seek to access. In line with this
perspective, iSupport is an ideal entry point to a combined top-down and bottom-up
approach but requires a local adaptation that must rely on the active and informed
involvement of a large variety of stakeholders, users, and other relevant actors, as
this PhD project clearly demonstrated.

The urgency of a participatory implementation research

Implementation research aims at improving people’s health though well-informed
policies, empowered communities and proficient program implementers and health
care providers (Theobald et al.,, 2018). Among the key goals of implementation
research are to strengthen and improve equity, efficiency, scalability, and
sustainability of complex interventions.

Compared to other research approaches, implementation research holds a
distinct advantage and challenge in engaging a diverse array of stakeholders, often
extending beyond academic field, and encompassing various systems and
organizations (Skivington et al., 2021). In this type of research, academic work
invariably interacts with the complexity of the surrounding context and community.
Furthermore, the iterative process of developing and evaluating complex
interventions, such as iSupport, demands a multifaceted methodological approach
that frequently encompasses both quantitative and qualitative techniques. It also
requires different research objects, ranging from individual caregivers’ experiences to
an in-depth examination of the contextual factors in which the intervention is
introduced. It becomes evident that the efficacy of an intervention, intended as its
ability to achieve intended clinical outcomes, loses significance when we fail to
account for the intervention's adaptability, acceptability, and accessibility in diverse
real-world situations and contexts.



Participatory methods (PM) are a promising approach for research designs,
methods and frameworks that involve a direct collaboration and partnerships between
researchers, and stakeholders, community members or others with knowledge and
expertise on the topic (Vaughn & Jacquez, 2020). In line with our experience in
adapting iSupport, the literature shows that PM represent an opportunity for
implementation science to better understand what factors serve as barriers or
facilitators to implementation within specific contexts (Tabak et al., 2012) Indeed,
through the exchange of knowledge between researchers, communities, and
institutions, research efforts can enhance their capacity to comprehensively evaluate
and effectively respond to contextual influences (Glasgow & Emmons, 2007).
Recently, some authors referred to the term “participatory implementation science” to
indicate the systematic integration of PM in implementation research (Ramanadhan
et al., 2018). While participatory approaches have the potential to close the gap
between research and practice, they have not yet become a standard practice in
public health, as also reported in our study (Ramanadhan et al., 2018). A study carried
out in the United States in 2009, showed that only 0.33% of funded health
interventions adopted PM (Oetzel et al., 2015). Nearly 15 years later, PM are
becoming more common. Standards about PM and its applications in implementation
research are though lacking. Therefore, the application instances of PM provide
tangible demonstrations of both the potential and practical aspects of PM.

And yet, despite the advantages of adopting PM, this approach requires
extensive efforts in information gathering, relationship monitoring, and the
establishment of a common language to translate the research into a clear and
comprehensible message for community members, implementers, researchers, and
policy makers. To our knowledge, there are currently few methodological references
and clear guidelines available to guide researchers in this specific approach,
especially in the context of dementia care. Indeed, during the adaptation of iSupport,
we encountered several challenges, such as determining the relevant stakeholders to
engage in the process, deciding effective strategies for involvement, and defining the
levels of engagement and decision making throughout the process. The scarcity of
established methodological guidelines can pose a significant barrier for researchers
working in implementations research. Therefore, there is a growing need to develop
such resources to guide research efforts and ensure that initiatives are implemented
effectively, scaled, and put in practice. We plan to devote more work into the evolution
and strengthening of PM applications in various areas of public health research.

Limitations

Although each individual study has its own specific limitation, there are some
overarching limitations that should be acknowledged in the present dissertation.

The main limitation is the potential heterogeneity of the studies included in our
research synthesis exercises. This thesis includes four studies that differ all in terms
of research questions, study designs, and methodologies, spanning from quantitative
to qualitative and mixed methods. However, we believe that this variety was
unavoidable and did contribute to navigate the complex landscape of dementia care.
Indeed, each research question was developed upon the findings of the previous
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studies, and in line with the primary need of understanding the context and preventing
potential barriers in the uptake and adoption of iSupport. Moreover, implementation
research is naturally composed of multiple disciplines and approaches to address the
complexity of its mission that include a variety of targets, from individual, to
organizational, community or global levels.

Further, readers may have noticed that we didn’t provide information on the
usability and feasibility of iSupport, but only on its cultural adaptation process. While
we recognize that this may be perceived as an additional limitation, we purposely
decided to emphasize the importance of culturally adapting an intervention before
measuring its effectiveness, which may not be optimally ethical (testing the efficacy
of poorly adapted interventions compromises the roots of the risk-benefits balance of
research). Existing research confirms that, although cultural adaptation is considered
a crucial phase in the implementation of interventions, it is often neglected and
scarcely reported in literature. We know little about whether adaptation was done, and
much less on how adaptation was done for most complex interventions in public
health. We are glad to anticipate that the assessment of the usability and feasibility of
iSupport has been already carried out as an integral part of this PhD project. We are
working now on the dissemination of our findings and the associated manuscripts are
currently in preparation.

Another potential limitation pertains to the specificity of the research context
which might constrain the external validity of our findings. We focused on informal
caregivers of people with dementia. Formal, professional caregivers were not
explicitly targeted. Nor did we contemplate caregivers of people affected not by
dementia. Moreover, most part of the research was conducted in Ticino, a unigue
cultural environment within Switzerland, and the generalizability of our results to other
contexts may take this into account. Nevertheless, the experiences that we collected
from the caregivers were in large part analogous with other contexts and experiences
related to iSupport adaptation in different countries. This implies that, despite
variations, informal caregiving encompasses aspects that are not bound by specific
cultural contexts and can be applied to different cultures and settings.

Finally, we could not include people living with dementia (plwd) from iSupport
adaptation, which is a potential limitation in this research. In recent years, several
international organizations, including the WHO, ADI, and Alzheimer Europe, have
emphasized the importance of incorporating the perspective of plwd in dementia
research. This is crucial for achieving a more comprehensive understanding of the
condition and promoting person-centered care approaches. However, involving
people with dementia in research introduces several considerations. In our case, as
iSupport primarily aims to support caregivers and their well-being, it was essential for
us to gather their authentic experiences to tailor the intervention to their needs.
Therefore, involving care recipients could potentially introduce social desirability bias
among caregivers, limiting or distorting the expression of needs and the authenticity
of their reported experiences. Furthermore, including people with dementia in
research projects usually necessitates an assessment of their cognitive abilities and
impairments, which could lead to the potential exclusion of certain caregiver-care
recipient dyads, thus introducing a selection bias. Additionally, depending on the level
of cognitive and physical impairment, the involvement of plwd requires additional



resources, such as adapted spaces, activities, and tools which must be considered
before starting the project. In our experience, the fact that individuals with dementia
were included from the outset in the development of iSupport ensures that their voices
are, at some extent, reflected in the program's content and theme (Pot et al., 2019).
In conclusion, there is a pressing need for well-defined guidelines to assist
researchers in addressing the multifaceted aspects of involving plwd in dementia
research. Nevertheless, this inclusion is paramount, as it holds the key to a more
profound comprehension of the dyadic and relational elements, as previously
discussed, that influence the well-being of both the caregiver and the care recipient.

Contributions and further directions

The research conducted within this PhD project has facilitated a valuable exchange
and dissemination of findings, which subsequently evolved into international
collaborations and local research projects focused on the topic of informal dementia
care. Below are summarized two of the main outputs that | achieved from this
experience: the international collaboration with the WHO iSupport International
network, and the involvement in a new project, funded by the SNSF and carried out
at the Institute of Public Health, supervised by Dr. Maddalena Fiordelli.

iSupport WHO International network

In 2020, we became members of the iSupport Network, established by the World
Health Organization (WHO). The network is composed by international researchers
and members of the community that are involved in adapting iSupport across different
populations and cultures. The network aims at sharing knowledge and lessons
learned on the adaptation and implementation processes from different cultural
backgrounds and translate them into concrete implications and guidance. The
decision of establishing a network originates from the needs of iSupport
implementers, who sought to share their experiences and challenges encountered
during the implementation process, and to receive support and strategies from fellow
researchers and the WHO representatives. The ultimate goal is to collaboratively
formulate best practices and recommendations to enhance the intervention and its
scalability in different cultural contexts.

Our involvement entails active participation in monthly regular meetings,
collaborative contributions to international grant applications, conferences, and
publications. Aligned with this effort, between 2022 and 2023 we conducted a
gualitative study to collect experiences and synthetize the methodologies used during
the adaptation of iSupport in eleven different countries (Fiordelli et al., 2023). The
study's findings underscored the importance of knowledge exchange and the sharing
of best practices among nations to achieve better harmonization in the cultural
adaptation and implementation process.
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Source : Alzheimer Europe, Dementia in Europe (43), 2023.

Members of the iSupport Network presented ot the 2023 international Psychogeriatric Association International Congress
in Lisbon, Portugal

Free from fear. Reframing Dementia through the eyes of caregivers

In September 2023, the project “Free from fear. Reframing Dementia through the eyes
of caregivers” funded by the Swiss National Science Foundation (SNSF) (Agora
scheme) was officially launched. The project's roots can be traced back to the insights
accumulated from caregivers over the years during the adaptation of iSupport.
Specifically, it emerged as a response to the social and cultural obstacles previously
mentioned, which contribute to a limited and predominantly negative perception of
dementia. This perception results in increased fear and anxiety within the general
population. These barriers not only impede the help-seeking behavior of existing
caregivers but also hinder individuals who are not yet caregivers from accessing
accurate information about dementia, thus increasing the risk of misinformation.
Hence, the project aims to disseminate iSupport contents through co-designed
animated videos (iSupport pillows) and open workshops (Living rooms) (Fig.1). The
aim of the project is “to reframe the social meaning of dementia by promoting a
trialogue on the experiential knowledge of dementia between researchers and
healthcare professionals, caregivers, and citizens in Switzerland, ultimately aiming to
give dignity to the complexity of dementia experience”.




Fig.1 Overview of the iSupport Pillows and Living rooms events in connection with the contents
of iSupport (Fiordelli, 2022)
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Closing remarks

The set of publications included in this PhD thesis reflects the effort to navigate the
complex landscape of informal dementia care. The variety of the studies presents the
attempt to explore this field from different angles, spanning from the exploration of the
wellbeing of informal caregivers, to a comprehensive understanding of their support
needs and preferences. The adaptation and implementation of iSupport not only
served as a thread for this research project, enabling the creation of a concrete and
tailored output designed to support caregivers, but also marked the beginning of a
journey towards the development of additional resources, not only for the current
caregivers, but also for those in the future.

This experience encapsulates, on a smaller scale, the multifaceted nature of
implementation research, showcasing the intricate connection between knowledge
and its practical application in real-world settings. The constant dialogue across
different disciplines, methodologies, and stakeholders, ranging from community
member to policy makers, represents a challenging but essential endeavor. It is
through this collaborative effort that implementation research can truly serve public
health, reinforcing its objectives of equity, efficiency, scalability, and sustainability, all
with the aim of enhancing the well-being of all individuals.
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Chapter 8: Appendix

ISupport Swiss

iSupport Swiss, the adapted version of iSupport in Switzerland, was officially launched
in May 2023, during a press conference which was attended by the State Councilor
and Director of the Department of Health and Social Affairs; the President of the
Canton Commission for the Implementation of the Canton Dementia Strategy, the
Director of Pro Senectute Ticino, and the Director of the Institute of the Public Health
(USI). iSupport Swiss is freely available in three versions: a printed manual (Fig.1), a
website (Fig. 2) and application for smartphones and tablets (Fig.3).

Each version is translated into Italian, French, and German. The online versions
are supported by instructional videos, also accessible on iSupport Swiss Youtube
channel, where are also available two testimonial videos (Fig.4). During the
adaptation of iSupport, we also developed Pro iSupport (Fig.5), an additional guide
dedicated to healthcare providers who wish to offer iSupport to informal caregivers.
This guide includes a program description and addresses the main challenges related
to the use of ISupport in its different formats. All graphics of iSupport Swiss, included
the logo and illustrations have been specifically designed for or adapted to the
program. All outputs and information on iSupport Swiss are freely available on the
website of the Institute of Public Health at the following link: iSupport Swiss.

Fig.1l iSupport Swiss manual cover (Italian version)
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Fig.1.2 iSupport Swiss manual excerpts (Italian version)
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Fig.2 iSupport Swiss website login page (Italian version)
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Fig 2.1 iSupport Swiss website excerpts (Italian version)
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Fig.3: iSupport Swiss mobile application excerpts (Italian version)
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Fig. 4: iSupport Swiss testimonial videos on Youtube
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