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ABSTRACT

Introduction Caregivers play a major role

in providing all the support and care in daily
activities for their relatives with dementia. To fully
describe the influence of dementia caregiving on
family caregivers’ life, we conducted a systematic
review including caregivers’ perceptions about
the positive and negative aspects of caring and
the expressed factors.

Materials and methods We conducted a
systematic review including articles from January
1998 to July 2020. Qualitative studies reporting
family caregivers’ perceptions about their
experiences and the effects/impact of dementia
caregiving were eligible. Two authors extracted
the data independently, and the analysis focused
on the positive and negative aspects of dementia
caregiving in caregivers' life.

Results Eighty-one studies with 3347
participants were included in this review. The
positive aspects of caregiving in caregivers'’

life encompass personal accomplishment

and strengthening relationships, which were
enhanced by good medical counselling/formal
care support and family/friends support. The
negative aspects included emotional and social
aspects experienced by caregivers. Other factors
such as inappropriate medical/formal care
support, illness progression and the costs of
dementia contributed to negative appraisal.
Discussion and implications The findings
provide insights into the holistic experience of
caring for a person with dementia revelling the
major positive and negative aspects underlying
the caregiver role. The evidence emphasises

the need “to focus on positive aspects’ and
targeted interventions aimed at reducing the
negative impact of caregiving, which has serious
consequences on caregivers’ quality of life. A
multicomplex intervention for dementia informal
caregiving should be developed, committing the
society to promote mental health, address these
community needs and improve the quality of life
of the person with dementia and their family
caregivers.

INTRODUCTION
Dementia is a clinical syndrome character-
ised by a cluster of symptoms manifested
by difficulties in memory, disturbances in
language and cognitive functions, changes
in behaviours, and impairments in activ-
ities of daily living, and includes a range
of neurological disorders characterised by
memory loss and cognitive impairment."
With the growth in ageing populations,
the number of persons with dementia is
increasing, with no sign of a cure for the
disease. It is probably underdiagnosed,
with an estimated half of primary care
patients aged over 65 years not diag-
nosed by their primary care physicians.’ *
The most common form of dementia is
Alzheimer’s disease (AD), accounting
for 50%-70% of dementia cases. Prev-
alence has undergone a huge increase in
recent years, and it has become one of
the greatest healthcare challenges of the
21st century due to the high demand for
medical, social and institutional care.’ ®
Before institutional care, family care-
givers play an important role for people
with dementia, helping them in their daily
activities, whose dependence increases
with severity of the disease.” ” * Taking
care of a person with dementia demands
several logistic tasks, including personal
care, housekeeping, administration of
medication, processing financial transac-
tions and other activities and with disease
progression caregiving for the patient’s
well-being becomes more important.'’
The task of caregiving is complex and
can lead to physical, mental and financial
stress for caregivers. Emotions such as
guilt, resentment, sadness and the effort
expended, as well as the anticipated
loss of the relative, emerge.” As a result,
informal caregivers suffer significantly
higher levels of psychological morbidity,
depression, stress and burden.'®'? The
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uncertainty about the future may create an ambiguous
situation for family members and increase the burden
on the caregiver.”” Despite these, some caregivers see
their role as an opportunity to strengthen the relation-
ship with their relatives.

Healthcare professionals have an important role
in providing support to caregivers. They may refer
caregivers for counselling, which has been shown
to reduce caregiver distress, assist patients to stay at
home longer, and inform caregivers about support
organisations.’ There is evidence suggesting that care-
giver needs are not being met by healthcare profes-
sionals, which leads to the decline in their physical and
mental health."*'° Caregivers’ perspectives are of high
importance as these help to better describe caregivers’
role and identify potential ways to improve daily tasks,
resulting in a more positive experience.

A large proportion of studies discuss the positive and
negative influences of caregiving on particular aspects
such as gender, nature of the relationship or care-
givers’ age.” '®'” To describe the task of caregiving, it
is important to approach this as a global phenomenon,
that is, understanding the caregiver’s needs and percep-
tions that positively or negatively contribute to their
quality of life and their provision of daily support as
caregivers. We conducted a systematic review of qual-
itative studies to understand the holistic experience of
caring for a person with dementia, including not only
the positive and negative aspects of caregiving through
caregivers’ perspectives, but also the expressed factors
that affect those experiences.

MATERIALS AND METHODS

This study followed the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses guidelines'®
and was performed to identify and summarise the
impact of caring for persons with AD/dementia on
family caregivers’ life through their own perceptions.

Search strategy and inclusion criteria
Two authors (PL, MR) performed electronic searches
for relevant sources in OVID Medline, EMBASE, Web
of Science, Scopus and PsycINFO. These databases
were selected due to the high relevance of their indexed
articles to this study’s topic. The results of this search
were supplemented by hand-searching of the reference
lists of the retrieved articles. Languages included were
English, French and Spanish, with publication dates
restricted to January 1998-July 2020. The start date
of the review was the time when symptomatic treat-
ment for AD was marketed, and the inclusion criteria
for pivotal efficacy trials better discriminated AD from
other dementias, namely vascular dementia.'” The
studies published after 1998 were more consistent
with our disease criteria and were therefore selected
for this review.

The full search strategy and the inclusion/exclusion
criteria are available in Box 1 (see additional file 1 of

Box 1 Systematic review of literature: search

terms, inclusion/exclusion criteria and information
extraction

Search terms.

1. Alzheimer disease OR mild cognitive impairment OR
cognitive dysfunction OR dement*.

2. Interviews OR interview™ OR surveys and questionnaires
OR survey* OR questionnair* OR focus groups OR
geriatric assessment OR health impact assessment.

3. Caregivers OR caregiv* OR carer OR family OR famil* OR
patient care.

4. lliness behaviour OR cost of illness OR activities of
daily living OR quality of life OR self concept OR stress,
psychological OR sick role OR outcome assessment
health care OR health expenditures OR health care costs
OR self-perception.

5. Cohort studies OR longitudinal studies OR follow-
up studies OR prospective studies OR retrospective
studies OR cohort OR longitudinal OR prospective OR
retrospective.

6. 1 AND 2 AND 3 AND 4 AND 5.

7. Limit 6 to year of publication: January 1998-July 2020.

Inclusion criteria.

1. Original qualitative empirical data.

2. Paper in English, French or Spanish.

3. Including family or informal caregivers of people with
dementia and/or Alzheimer's disease and/or mild
cognitive impairment.

4. Methods including focus groups and/or survey/
questionnaire and/or interviews.

Exclusion criteria.

1. Quantitative studies, reviews of literature, opinion-based
studies and protocol studies.

2. Studies before 1998.

Not addressing caregivers’ perceptions.

4. Studies where caregivers' perceptions were related to the
results of intervention programmes.

5. Addressing other conditions than dementia and/or
Alzheimer's disease and/or mild cognitive impairment.

6. Addressing outcomes other than caregivers’ perceptions
about caregiving daily life.

Information extracted from included papers.

1. Study description, setting and population.

2. Sampling criteria, number of participants and response
scores (when presented).

3. Study methodologies and limitations, and methods of
data analysis.

4. Outcome measures.

Key findings/themes/results and main conclusions.

6. Implications for policy and practice and suggested future
research.

7. Bibliographic details.

i

&

the online supplemental material for more details).
Studies including a mix of participants (caregivers,
care recipients and/or healthcare professionals) were
included in the content analysis, but the perspectives
of healthcare professionals and care recipients were
excluded.
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We downloaded all articles into Mendeley and
deleted the duplicates. The abstracts and full-text
copies were scrutinised by two independent reviewers
(PL, MR), who applied the predefined inclusion/exclu-
sion criteria (see box 1), with disagreements resolved
through discussion or via a third reviewer (MMR),
with a presumption of inclusion in cases of doubt.

Data extraction

Two authors (PL, MR) extracted the data inde-
pendently from each study: information related to
authors, publication year, study aims, theoretical/
conceptual frameworks, sampling/sample character-
istics, analytical approach, summary and outcomes.
The selected studies were analysed in order to explore
the positive and negative aspects experienced by care-
givers while caring for their relative and the expressed
factors that contributed to these positive and negative
appraisals. With regard to data extraction, divergences
were solved between authors, and 100% consensus
regarding data extraction was reached.

Quality appraisal

Two authors (PL, MR) independently assessed the
quality of each study using the Critical Appraisal Skills
Programme (CASP).”" We assigned yes/no to eight
questions related to the study methodology, as listed in
CASP: clear statement of the study aims, appropriate-
ness of the qualitative methodology, research design,
recruitment strategy, data collection, considerations of
the relationship between the researcher and the partic-
ipants, ethical issues and rigour of data analysis (see
box 1 in the online supplemental material). We did not
exclude any study during the quality appraisal as they
might generate new insights.

Data analysis

Narrative review was selected as the method for data
synthesis since the included papers were qualitative
studies.”' Selected papers were carefully read by the
authors (PL, MR). Data findings from the primary
studies were independently coded and organised
(keywords, short sentences and so on) into positive
or negative aspects of caregiving or the expressed
factors contributing to positive or negative appraisal.
Two authors independently performed the data anal-
ysis and consulted a third researcher (MMR) when
required. Finally, the two authors worked together to
re-examine significant statements and identify excerpts
and/or original quotations from the studies that could
best illustrate the themes selected for this study.

RESULTS

Type and quality of the results

The search strategy yielded 2376 publications, of which
118 were selected for full-text review, with 81 studies
finally included in this systematic review (figure 1).
The studies were analysed to identify informal
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caregivers’ perceptions about the positive and negative
aspects of caregiving and the factors that contribute
to those experiences (table 1). The characteristics of
the included studies are presented in the online supple-
mental material, table 2. With regard to methods, 52
studies used focus groups; other methods included
interviews, questionnaires and mixed methods (see
the online supplemental material, table 3). A total of
3347 participants were included; 82.1% were family
caregivers. Qualitative methods to identify the expe-
riences/perceptions of family caregivers were found in
all studies; a few studies also presented the views of
patients with mild cognitive impairment, patients with
dementia and former caregivers (these perceptions
were not included in this review).

Study quality

The quality of the included studies was assessed using
CASP* (see online supplemental material, table 1).
Most studies used convenience samples, while some
evaluated the representativeness of participants;
however, all studies clearly reported the aims, design
and sampling. Data analysis was fully described in 35
studies and partly described in 46 studies, while data
collection was fully described only in 9 studies. All
studies either fully or partly explicitly stated the ethical
issues, but only one described the relationship between
the interviewer and the participants.

Caregivers’ perceptions of the effects of caring for a person
with dementia

Caregiving was described as a big life change: “It effec-
tively changes your life. Your priorities change. Your
lifestyle changes. Your attitude to the person you are
giving care to changes. Your role changes.””* Anal-
ysis of the included studies revealed positive remarks
about the caregiving role, which were present in a
small number of studies (18 studies), while negative
aspects were present in 76 studies, including studies
that combined both aspects. Examples of each and
combined aspects are presented in table 1 (for all
studies that encompass positive and negative aspects of
caregiving, see online supplemental material, table 2).

The positive aspects found were presented as
personal aspects experienced by caregivers that can be
enhanced by good medical counselling and formal care
support and family/friends support. Negative aspects
were particularly related to emotional and social
aspects of caregiving, and factors such as inappropriate
medical and care support, illness progression and costs
related to dementia (eg, formal care costs, medica-
tions costs and so on) enhanced negative appraisal (see
table 2).

Positive aspects and the expressed related factors of caregiving according
to caregivers' perceptions

Providing support for the relative and having “made
a difference” to their family’s life were considered
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Records identified through database
searching (EMBASE/Medline, Scopus,
Web of Science, PsycINFO)
(n=2685)

Identification

EMBASE/Medline (n=2130)
Scopus (n=450)
Web of Science (n=79)
PsycINFO (n= 26)

!

Records after duplicates
removed
(n=2376)

\4

Records screened
(n=2376)

Screening

Y

Full-text articles assessed
for eligibility

Records excluded for not meeting inclusion
criteria, with reasons below
(n=2258)

Wrong outcomes (n= 1142)
Not original articles (n= 396)
Not qualitative (n= 365)
Not dementia/AD/MCI (n= 254)
Other than caregiver perceptions (n= 89)
Before 1998 (n= 12)

Full-text articles excluded, with reasons below
(n=37)

\ 4

(n=118)

Eligibility

A4

Studies included in
synthesis
(n=81)

Included

Not qualitative (n= 24)

Not English, French or Spanish (n= 3)
Other outcomes (n= 2)
Intervention (n=4)

Before 1998 (n=1)

Not dementia/AD/MCI (n= 1)
Other than caregiver perceptions (n= 2)

Study flow chart. AD, Alzheimer’s disease; MCI, mild cognitive impairment.

to have positive effects on caregivers’ life and were a
relief for caregivers, as they were able to fulfil their
obligations as son/wife/daughter or others:

(...) What I am looking to do is just staying home
and watch my husband. That’s what I have to do.
And if that’s what I have to do, I don’t mind doing
that.

It gives me great joy to give back to my mom and...I
tease her...uh...on a good day, and I say “Aren’t you
glad you took good care of me, because you set that
example?” And she’ll laugh and Tll laugh and...
and it gives me great joy, because she...uh...was/is a
great mother. And uh...and...and now, it’s my turn
to be a great daughter.”™¢

For some family caregivers, the chance of doing mean-
ingful activities together and be able to return the
favour to their parents/family members was indicated
as being grateful: “I enjoy the time with my moth-
er...I love to hear her laugh...We talk all the time
in the car; we pray together, watch TV.”2 %’ Respect

for the individuality of the person with dementia was
reported as crucial to caregivers, who were grateful to
know that the individuality of their family members
was being respected in the nursing home:

I think their individuality and their dignity is vital.
They have all got their own (personal) things (in the
nursing home).?®

By having their own things, patient well-being and
dignity appears to guarantee to turn initialization into
a more personal experience.

The main expressed factors that contributed to the
positive aspects of caregiving were related to good
medical counselling and formal care support, as well
as family and friends support (table 2). Access to useful
information about the disease and its evolution was
considered essential to caregivers. Acquiring knowl-
edge helps caregivers to better assume caregiving role
and prepare them to prevent and deal with specific

Examples of studies that included positive, negative or combined aspects of caregiving role (N=81)

Positive aspects (only) 5
Negative aspects (only) 63
Positive and negative aspects (combined) 3

Habermann et a/:* Van Gennip et al:>® Innes et al;*> Harmer and Orrel**
Forbes et al;"® Hemingway et al:>° Glass;* Givens et a/'
Joosten-Weyn Banningh et al; Jennings et al;> Ven et al;* Boots LM et a/*®
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Table 2 Main positive and negative aspects and related factors

influencing caregivers' role (N=81)

Studies Example of
(n) studies
Positive appraisal about caregiving 18
Personal aspects experienced by caregivers
Personal accomplishmentand 10 Harris**
gratification/strengthening of the
relationship
Be able to support family and 9 van Wezel**
return the favour
Be able to do meaningful 8 Harmer and Orrel,

activities together
Ensure the dignity of the relative 7
Factors that contribute to positive appraisal

2008%

Poole et a’’

Good medical counselling and formal care support

Useful instructions or information 8
about dementia

Good home care/day care services 5
and homelike facilities

Access to good medical support 5
for caregiver and the person with

dementia
Early diagnosis/relief after the 3
diagnosis

Family/friends support
Can count on old friends 5
Support groups 5
Having family support 3

Having free time for themselves 3
Negative appraisal about caregiving 76

Boots et a/®®

Popham and Orrel|?®

Karlin et a*®

Connell et al®

Harris®*
lvey et a

Lampley-Dallas et
a/99

lvey et a

/98

/98

Emotional and social aspects experienced by caregivers

Stress, loss, grieving, guilt and sad 48

feelings

Feeling alone and desperate for 23
help

Exaggerated precautions with 12
vigilance and safety issues

Problems with acceptance and 9

dealing with the diagnosis
Problems related to food issues
Obligation to be a caregiver for
lack of alternatives
Uncertainty/fear about the future 8
and loss of hope

O o

Social isolation 5
Not being recognised by the 5
relative

Loss of old friendships 2

Factors that contribute to negative appraisal
Inappropriate medical and formal care support
Constant changes in formal care 9
teams and prolonged process of
diagnosis
Decision-making process without 7
medical counselling

Peel and Harding

Karlin et af*®

Phillipson and
Jones'®

Aminzadeh et a/"®’

Tasc et af*®
Forbes et a

/40

Ivey et af*®
Lampley-Dallas et
a/99

Wezel et al**

Lethin et af*?

Bunn et a/®

Jennings et al*®

Table 2 Continued

Studies Example of
(n) studies
Bad home care service/long 7 Morgan et al*®
waiting list in formal care
Weak support groups Morgan et al*®
Weak explanation of disease at 3 Connell et af?
the time of diagnosis
lliness progression
Daily progression 33 Lian et a/"®
Behaviour problems 17 Lian et a/'®?
Sleeping problems and night 11 Jamieson et a’’
agitation
Patient comorbidities 6 Oliveira et a°
Bedridden relative 4 Elliott et a/'®
Patient dependence on activities 50 Tasc et af*®
of daily living
Cost of illness
High costs of formal care/ 28 Zabalegui et a/*®

medication and assistance

Have to quit job or reduce hours 9 Lampley-Dallas et

a /99

Continued

situations: “I would like to know. I mean I am worried
about the future...Because I don’t know anything!”*’

Appropriate medical counselling, formal support
and healthcare professionals support for patients were
found to be good resources to overcome caregiving
challenges and decision-making processes that rely on
caregivers: “Well, for me, what would improve my
quality of life mostly is to have better support from
healthcare professionals, (...) just keeping him clean
is extremely challenging (...).”*° Caregivers consid-
ered good aspects of formal care when the staff “have
the knowledge and techniques on how to handle the
residents and their behaviours” and “That it was good
to see their relatives in a safe, secure and loving envi-
ronment.”' Caregivers also benefit from medical
and psychological support where the disease can be
acknowledged and where they can be understood:
“The regular visits to the psychologist were very
helpful. It is really important you have someone to
talk to during the dementia process who understands
you.”*?

The need for an early diagnosis of dementia was
quite evident, mainly due to the bad experiences and
endless diagnostic procedures previously experienced,
but also due to the relief felt after the diagnosis: “I
felt very relieved when we finally got the diagnosis...I
just felt validated that finally someone knew what we
knew.”** Through caregivers’ perception, early diag-
nosis has the positive effects of relief and care improve-
ment, thus allowing for a more effective caring process
for their families afterwards:

Well, if T had known that the man was sick, first of
all, he wouldn’t have been left alone as long as he
was. Second of all, I wouldn’t have blamed him for
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his actions. I would have known it was the disease.
We did a lot of damage emotionally to him as well as
to ourselves, and there’s a lot of guilt associated with
what we had done, so I think diagnosis as early on as
possible is the best possible thing that can happen.®

Family and friend support was another factor that
positively enhanced the experience of caring. The
value of old friendships that remains after diagnosis
helped reduce caregivers’ feeling of loneliness: “(...)
Many of our friends, if anything, they’ve stepped up
and they helped us.”**** Family support is particularly
important when it provides free time for the prin-
cipal caregiver to do his own activities: “She would
stay with my sister for approximately three months.”*®
This aspect was regarded by caregivers as very positive
to their quality of life. Unfortunately, most admitted
to be single caregivers for their relative and have no
spare time for themselves or other activities besides
caring.’* ¥

Negative aspects and expressed related factors of caregiving according to
caregivers' perceptions

Caregivers’ perceptions about the negative aspects of
caregiving comprise emotional and social aspects, such
as fear, worry, stress, sadness, social isolation and prob-
lems accepting their relatives’ diagnosis. Additionally,
caregivers experienced concerns about the future since
they do not know what to expect and for how long
they can ensure the emotional and economic support
for themselves and their relatives’ well-being.

Mental, emotional and physical efforts are seen as
requirements to deal with patient sleep disorders—*I
can’t handle this anymore; I’'m absolutely buggered
from no sleep at all night”*’—and behavioural changes
(which in some cases lead to physical/verbal aggres-
sions), with some caregivers declaring their own need
for therapy:

In fact, I do need therapy, too. I mean if there are not
two or three people to care for the patients, you are
psychologically affected. I am a prisoner at home.
For a couple of times I cried. They say boys do not
cry, but I did....

I sometimes have nervousness, anger and crying
attacks. (...) I used to be full of life; I used to like
visiting and having holidays. I can say that I cannot
bear this situation anymore.*®

The caregiver role demands too many hours for care,
with no time for personal life, which is reflected in
caregivers’ difficulties in maintaining their professional
and social life, and their responsibilities as parents:

I can’t leave him. For 24/7 'm with John.*

I would say if you’re going to be a caregiver it’s a
full-time job. You don’t have time to do anything
else if you’re going to do it right.*

(...) T think that there’s such isolation for the
caregiver because you often don’t have someone to
talk to unless you have a large family. I tend to not

have friends that, they don’t want to hear anything
that you are doing this.*!

I live a little way away and I’ve got four children;
and that’s hard in itself. I have to look after her as
well. Some days, I might be having a crisis before I
have even seen her.*

For caregivers, there was a permanent concern about
their relatives” well-being and the capacity to provide
safe and effective care which could prevent the possi-
bility of serious injuries to occur, particularly frac-
tures due to falls. The comorbidities that persons with
dementia usually have, also increase the need for adap-
tation of care required, including special food intake.:

(...) He cannot swallow and coughs each time he
swallows and it blocks his throat.

My mom was a diabetic for 40 years. If she didn’t
eat in the morning, hypoglycemia was inevitable.
Whenever my mother would refuse eating breakfast,
I would become angry and mom would also fight
and insist on not eating.*® **

Food was an important aspect for some caregivers,
since the high level of calories needed to support their
relatives has consequences on their own weight and
health. Also, for many of the male caregivers, the
concern with the process of feeding their relatives was
new, leaving the need to learn new things, besides their
relatives’ condition.**

For some caregivers, the time of diagnosis brought
great frustration due to inexistent communication
with health services, constant change in formal care
providers and lack of information: “I don’t think that
any of the doctors that we were involved with ever
offered any help as far as what to do next.”* * *® The
process of dealing with health and social care services
for the person with dementia was described as a “battle”
or “fight”.*” After the diagnosis, the uncertainty about
the future and the inability to accept their relatives’
condition led to stress, frustration and sadness.*® *® *°
For caregivers, it was difficult to deal with the fact
that they were not recognised by their relative with
dementia: “And T think that the dementia would then
progress rapidly to a stage where she no longer recog-
nises anybody.”** Some caregivers admitted to start
grieving the loss during the course of the disease:

I have been grieving losses over the whole period
of illness; there was a loss of person before a loss
of body.>’

I started grieving years ago when mother didn’t
recognize us...That’s when I lost my mother...When
she physically died I felt like I lost my baby.*!

It may be a bad thing to say but I’'m hoping before
she starts really seriously deteriorating she’ll pass
on, 3550

The social isolation due to the loss of old friendships
and the lack of family support seem to have a huge
negative impact on caregivers’ personal and social
life.’> Over time, caregivers tried to adapt to the
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circumstances and sought professional help, aiming to
deal with their exhaustion and emotional problems:

I am having emotional problems from the stress and
sadness of seeing such a low quality of life in my
mother.

Dementia is an emotional process which you enter
together. Eventually you reach your limit (...).*?

I did not get enough emotional support.

I needed more emotional support from friends and
community.*®

For some participants, caregiving was considered an
obligation that results in a higher emotional impact: “I
hardly cry, I have almost never cried. I got distressed
and feltill. I tried to manage it by myself. I was obliged
to accept it when nobody gave me a hand.”*®

The inappropriate medical and formal care support,
the daily perception of disease progression, and the
high costs of illness were the main expressed factors
that contributed to the negative aspects of caregiving
(table 2).

Formal care services were largely associated with
patient isolation and superficial or poor care:

In an ideal world one would not allow the patients
to sleep all day.*®

We had home care [for mother] until they [home
care staff] got accused of stealing, got fired, got
thrown out....*?

The lack of formal support made caregivers feel they
are left alone: “Tjust don’t understand why they [home
care staff] are so unhelpful...I think something needs to
be done, because we don’t seem to get any help really
from anywhere. You’re just a bit left on your own.”*
Inappropriate medical care was also reported by care-
givers: “I was kind of astonished that the doctors were
unsupportive, not only unsupportive, really very nega-
tive...this is a doctor and he’s telling me not to treat
my father....”>’ Diagnosis commonly triggered search
for better medical counselling:

I didn’t get any help at all. He just said that my
husband had depression. In the finish and because
I kept going back...and anyway it wasn’t...and |
ended up having to pay for a specialist to get him
referred to try and get him a diagnosis...We didn’t
get any help at all. T didn’t get sent anywhere....*°

The decision-making process is typically the respon-
sibility of caregivers, leading to an impact on their
own feelings and well-being. For example, placing the
feeding tube, resuscitating and even choosing perma-
nent formal care, such as a residence or nursing home,
are very difficult decisions to make and bring feelings
of sadness and guilt:

I promised faithfully that he would never go to a
residence, and I still feel guilty.””

[ mean it’s totally on my shoulders too. And
sometimes the amount of guilt is there, I mean it just
weighs me down so much. But then I have to split

Review

myself, I still have kids at home, and I have to split
myself there too.*

Resuscitation was the biggest decision...I consulted
with my children and my wife’s sisters and they were
all in agreement...she has gone through enough.*®

Another negative factor that contributes to increased
burden in the caregiver is the constant loss of patient
competences, losing their ability to do daily activities
such as walking, dressing, going to the bathroom,
bathing, driving or cooking in an independent way,
overloading the caregiver:

I’ve had to do it all.

I bathe him because he is afraid. He does not finish

it and leaves. He does not completely shave. For

example: he cuts the right side of the moustache

and leaves the other side. He eats but does it in a

mess.B 26 38 44 59 60
Witnessing the daily progressive health decline of their
relatives, especially in the later stages of the disease,
is a process that has significant impact on caregivers:
“In the later stages it’s so difficult for them to indi-
cate what their needs are.”**** ! ¢! With the patient’s
loss of abilities, caregivers try to adapt to the circum-
stances and might consider getting professional help
at this point.** °*°? > Another negative aspect that has
a major impact is behavioural change, which in some
cases leads to physical or verbal aggressions:

He’s very much reliant on me (...) He’s suddenly
becoming aggressive, and gets angry really with no
reason at all....*>

She also gets quite aggressive when it comes to her
kind of personal care really. You know she doesn’t
like having a shower, having her hair washed....®*

It is very hard for me to handle her behaviour (...)
I know that you shouldn’t mention it and/or joke
about it. But I’ve noticed that I still do it. I’'m still
having a hard time accepting how much my mother
has changed (...).°

On top of the above-mentioned negative aspects, the
cost of the illness had a huge negative impact on care-
givers’ daily living and well-being. Without a job in
some cases, keeping up finances with the high cost of
bills and home care is also a constant worry and is seen
as a barrier to accessing formal care:

I can’t afford a decent one (home care service).
Cost is a barrier for lots of people. You know, there’s
a limit to how much home care they use because of
the cost.* ¢

Another concern of caregivers is the duration of the
disease:

I knew we had money if mom lived for one to
twoyears, but if she lived for 20...it was a big worry
and a burden.

I don’t have an unlimited amount of money for my
mom. I am trying to sell her properties and get her
settled. I am continually worried about resources.’” >
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Thus, financial guidance/support for this community
is of great relevance not only to guarantee daily basic
support of food, bills and medications, but also the
need for institutionalisation and all other support that
patients may require during their lives.

DISCUSSION AND IMPLICATIONS

The current review focused on the perceptions of
informal caregivers with regard to the holistic expe-
rience of caring for a person with dementia, including
the positive and negative aspects. The included studies
reviewed the diverse feelings and emotions that caring
brings to caregivers. The diagnosis of dementia seems
to generate positive consequences in the relationship
between the caregiver and their relatives, contrib-
uting to a stronger relationship than before.'” This
strengthening of family ties has also been reported
in other diseases such as cancer.®” This fact may be
related to the family companionship that is needed
to face the disease and is probably related to the type
of disease. Chronic diseases and/or a poor prognosis
are seen to cause a very high burden to the patient,
but can be reduced with the family being closer
together. As described by Gitlin et al,°® most of the
caregivers found in caregiving a chance to “return the
favour” to their relatives and the opportunity to do
activities together, reducing both caregiver burden
and behavioural symptoms of dementia, which is in
agreement with our findings. Findings from Elnasseh
et al®® are consistent with past literature showing that
the quality of previous familiar relationship is relevant
when a family member becomes a caregiver. In fami-
lies with healthier dynamics, caregivers are more likely
to have greater personal strengths, while families with
poor affinity are more likely to experience increased
caregiver burden.*

Finding good medical counselling and formal care
support, as well as the the opportunity to enhance
family cohesion, and the presence of friendships, espe-
cially old friends who remain after the diagnosis, were
factors that contributed to positive appraisal. As previ-
ously demonstrated by Vellone et al,” all kinds of help
and support are welcomed by caregivers, as these give
them free time for themselves. Sharing caregiving tasks
is a concrete way to reduce caregiver stress, with the
free time being used by caregivers for activities such
as going to the gym, taking a walk, going out with
friends or just taking a nap. After relaxation, the care-
giver would be much more ready to better take care of
their relatives. The availability of formal care support,
in addition to positive experiences with formal care,
and good home care/day care services are important
to caregivers, once they have perceived the knowl-
edge, security and dignity needed to care for a person
with dementia. Furthermore, good formal care can
support caregivers in their role, reducing the burden
and the negative impact of their daily routine. A recent
review by Yu et al describes the positive influences of

caregiving related to caregivers’ personal issues, high-
lighting feelings such as gratification and meaning in
life, which is in accordance with our findings.”" Addi-
tionally, we identified other factors that contributed to
positive and negative experiences in caregivers’ daily
life. This knowledge is crucial to the development of
measures/programmes targeted at caregivers, which
should consider caregiver concerns, but also empower
them by highlighting the positive aspects and providing
support (good formal care services, family support and
so on). The result will broaden the spectrum of action
of these types of programmes and improve the care-
giving experience on several levels.

The imbalance of the negative over the positive
aspects of caregiving has been shown in previous
studies, with implications for both mental and phys-
ical health effects in caring."* ° A study of Pinquart
and Sérensen’” suggests that caregiving of individuals
with dementia is more stressful than caring for individ-
uals with other diseases. This phenomenon is probably
related to the increased amount of time that caregiving
for a person with dementia may involve, resulting in
loss of spare time and consequent social isolation.”
Most of the caregivers sacrifice their activities and
hobbies, restrict their time with friends and family, and
give up employment or reduce time at work. There-
fore, caregivers tend to lose their meaning in life, or
set it aside, leaving an opportunity for mental health
problems to emerge, which can worsen in the future
as a result of the emotional burden they are exposed
to.”> 7* Anticipated loss is common in caregivers, and
as previously described in the literature grieving over
the whole period of illness increases the possibility of
having a postdeath complicated grief.”’

The health of the caregiver has been studied by
Widera et al,”® who suggested that caregivers are less
likely to engage in preventive health measures, leading
to increased risk of mortality. One factor that may be
contributing to this situation is the financial burden
associated with caring for a person with dementia.
Moreover, the daily overload, the patient’s depen-
dence and the decision to stop working in order to care
for their loved ones lead to postponement of medical
examinations among caregivers, negatively impacting
their health status.”®”” Usually, caring for their relatives
becomes a priority; however, this process is often done
alone, resulting in the tendency of caregivers to forget
to take care of themselves. Healthcare professionals
have a central role in improving access and quality of
health services to caregivers (which have been shown
to reduce caregiver distress and assist patients to stay
at home longer). However, little has been done with
regard to the promotion of a healthier life for care-
givers, who are known to be in need of good health
support and monitoring.” " Little is known about
caregivers’ health and quality of life, and this is an
important issue that requires more studies that better
describe the general health status of caregivers and
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provide directions to improve their health condition.
The general health of caregivers deserves a great deal
of attention as negative health outcomes contribute to
the risk of future serious health problems, compro-
mising not only the caregiver’s health but also the care
that is being provided to the patient.”®

Previous studies have reported that the patient’s
dependence on activities of daily living is described by
caregivers as one of the hardest things to deal with,
which is due to the amount of care that needs to be
provided. This is in accordance with the findings found
in the studies included in this review.”” ** Throughout
the progression of the disease, the patient’s behavioural
symptoms (agitation, sleep disturbance, wandering and
apathy) and psychological symptoms (anxiety, depres-
sion, delusions and hallucinations) have a significant
impact on caregivers, proving the negative experiences
of caregivers.

Moreover, the effects of night agitation and sleep
disturbances experienced during caregiving lead
to poorer subjective sleep quality and higher rates
of daytime sleepiness among caregivers of persons
with dementia compared with non-caregivers. These
factors, combined with daily routine, disease progres-
sion and the patient’s dependence, can lead to care-
giver exhaustion,®!

The cost of the illness had a huge impact on care-
givers’ routine, with the increased cost of formal care
and medication becoming a concern. Cost is probably
the reason caregivers resort to formal care as the disease
becomes more severe, resulting in behaviour problems
and more disabilities.*> ** Supporting a person with
dementia in their own home costs less than bringing
them to a care home. As previous literature suggests,
the transition from informal to formal care occurs
mainly in the later stages of dementia and is consid-
ered as supplement to care since the caregiver remains
present in all processes.”* Additionally, caregivers
attribute the change from informal to formal care as a
failure of their responsibilities or make them feel they
are bad family members.® ¢ The long waiting lists
and the costs were further barriers that delay access to
these services.

The economic environment of caregivers is never
too comfortable since they are caring for their relatives
and not being paid for this full-time job. As informal
care is unpaid, it is viewed as a costless substitute
to formal care. However, informal caregiving is not
free of costs, which makes it relevant to estimate the
value of the hours that caregivers spend on caring for
their relatives in order to better know the monetary
costs of informal caregiving and develop better finan-
cial support to these specific cases. Timely access to
dementia care services and fairer costs are crucial to
reducing informal caregiver burden and to increasing
the quality of life of patients and caregivers.®’

Although it may be thought that the caregiver’s role
is less important with the patient’s admission to a care

Review

facility, the caregiver remains involved in terms of
important legal, financial and healthcare decisions.*® *’
The decision-making process becomes tougher with
the associated ethical and emotional responsibilities.
Family, friends and medical support is critical as this
allows caregivers to better decide and deal with the
feelings associated with the decision.”

Due to the increasing complexity of caregivers’
responsibilities, training programmes are important
to help caregivers understand and manage care recip-
ients’ behaviour problems and thus reduce negative
experiences.”’ However, despite the several inter-
ventions developed with the goal of alleviating care-
giver burden, the experience continues to be very
negative for caregivers. Why are these programmes/
interventions not having the expected results of
decreasing burden among informal caregivers? Care-
givers are mostly women and elderly. Are these inter-
ventions well set to the target population? Do these
programmes really fulfil the needs of families on an
individual basis? It is suggested that personalised and
multicomponent interventions, including a diversity of
services (directed at the patient and the caregiver), will
decrease burden, improve quality of life and enable
home care for longer periods prior to institutionalisa-
tion.”” The transition to formal services is postponed
by family caregivers who, despite all the negative
aspects of caregiving, chose to care for their relatives
and provide them the best care they can. Interven-
tions should demystify institutionalisation as a failure
of the caregiver and should focus on facilitating a
healthier transition to warrant patients and caregivers
a sustained well-being for as long as possible. Also, it
is important to provide interventions not only to care-
givers, but also to former caregivers (who are usually
neglected). There is evidence that the grieving process
can be very stressful and can lead to depression.

The number of people suffering from dementia is
expected to increase in the coming decades, and there
is a need to strengthen informal caregiving to meet not
only the care recipient’s needs, but also the caregiv-
er’s needs. Adequate knowledge on the aspects that
caregivers describe as positive and negative in care-
giving experience and providing tools to level these
aspects are urgently needed. Overall, a multicomplex
intervention for dementia caregiving should be devel-
oped, with the entire society being invited to promote
mental health, address caregivers’ needs and improve
the quality of life for the person with dementia and
their family caregivers.

Strengths and limitations

The strength of this systematic review is its descrip-
tion of the phenomenon of caregiving for a person
with dementia, through the views of informal care-
givers, encompassing both positive and negative expe-
riences. The use of CASP for quality appraisal by two
independent researchers strengthened the results.
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However, some studies presented methodological
limitations that may impact the level of evidence, as
some of the studies did not use appropriate theoret-
ical frameworks, which is a limitation of qualitative
research. The comprehensiveness of caregiver experi-
ences might be limited because most studies did not
primarily examine caregivers’ positive and negative
experiences. The focus of the individuals included was
on specific issues such as caregivers’ perceptions in
formal care, family support, time of diagnosis and so
on, and consequently reported limited aspects about
the entire experience of caregiving.

Only qualitative studies have been included, and
the results of quantitative studies were excluded. In
addition, including only informal caregivers’ percep-
tions resulted in the exclusion of views of persons with
dementia and formal caregivers. It is also important to
consider other aspects of caregiving. Additionally, care
recipient and caregiver characteristics such as demo-
graphics, relationship, gender and so on, which might
influence caregiver experience, were not considered.

The study findings have important implications for
the development of interventions that comprehen-
sively address caregivers’ individual needs based on
their experiences, and demonstrate there is a need
for more rigorous qualitative studies that explore the
perceived positive and negative aspects of caregiving.
Altogether, these studies may generate new insights
into the planning and design of more robust and flex-
ible intervention programmes.
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Table 1. Quality Assessment of 81 Studies Included in this Systematic Review
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(Aminzadeh et
al., 2007)

Berry et al.,
2015)

(Boots LM et
al., 2015)

(Boughtwood
etal, 2011)

(Bunn et al.,
2017)

(Butcher et al.,
2001)

(Byszewski et
al., 2007)

(Chang et al.,
2010)
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statement
of study
aims
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Qualitative
methodology
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Study design
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address the study
aim
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why selecting the
Grounded Theory
Approach Modified

No discussion about the
study design

No discussion about the
study design
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why selecting the
Phenomenology
Approach (described by
Colaizzi)

Recruitment
appropriate

Data
collection

1. No discussion about saturation
data

1. No discussion about saturation
data

1. No discussion on why selecting
the interview approach

1. No discussion on why selecting
the focus group approach

1. No in-depht information on
interview schedule 2. No discussion
about saturation data 3. No details
about family caregivers relation to
the patient

1. No in-depht information on
interview schedule 2. No discussion
about saturation data

1. No discussion about saturation
data 2. No details about family
caregivers gender, relation to the
patient or age

1. No in-depht information on
interview schedule 2. No discussion
about saturation data

Relationship
between
research and
participants
No details

No details

No details

No details

No details

No details

No details

No details

Ethical issues
considered

No information on
ethical issues

Yes, but no details about
how researchers
explained issues to
participants

Yes

Yes, but no details about
how researchers
explained issues to
participants

Yes

Data analysis

1.No discussion on
contraditory data 2.No
discussion on researcher
bias

1.No discussion on
contraditory data 2.No in-
depth description of the
data analysis process

Yes

1.No discussion on
contraditory data 2.No in-
depth description about
how themes were
identified

1.No discussion on
contraditory data 2.No in-
depth description about
how themes were
identified

1.No discussion on
contraditory data 2.No
discussion on researcher
bias

Yes

1.No in-depth description
about how themes were
identified
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study design
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study design

No discussion about the
study design
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study design
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appropriate

Data
collection
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data 2. No details about care
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caregivers and care recipients age

1. No discussion about saturation
data

1. No discussion about saturation
data

Relationship
between
research and
participants
No details

No details

No details

No details

No details
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No details
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Ethical issues
considered

Yes, but no details about
how researchers
explained issues to
participants

Yes

Information on how
researchers explained
issues to participants No
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signature of the informed
consent

Yes

Data analysis

1. No discussion on
contraditory data 2.No
discussion on researcher
bias 3. No in-depth
description about how
themes were identified

Yes

1.No discussion on
contraditory data 2. No
in-depth description about
how themes were
identified

1.No discussion on
contraditory data 2. No
in-depth description about
how themes were
identified

Yes

1.No discussion on
contraditory data 2. No
in-depth description about
how themes were
identified

1.No discussion on
contraditory data 2. No
in-depth description about
how themes were
identified
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2012), Canada

(Gennip et al.,
2014)

(Gessert et al.,
2001)

(Gessert et al.,
2006)

(Givens et al.,
2012)

(Glass, 2016)

(Habermann, et
al., 2013)

(Harmer and
Orrel, 2008)

Clear
statement
of study
aims

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Qualitative
methodology
appropriate

Yes

Study design
appropriate to
address the study

aim

No discussion about the
study design

No discussion about the
study design

No discussion about the
study design

No discussion about the
study design

Recruitment
appropriate

1. No discussion on
what participant
selection criteria were
used

Yes

1. No discussion on
why these participants
were the most
appropriate 2. No
discussion on what
participant selection
criteria were used

Yes

Data
collection

1. No details about family caregivers
relation to the care recipient 2. No
details about family caregivers age

1. No discussion about saturation
data 2. No details about family
caregivers relation to the care
recipient 3. No details about family
caregivers age

1. No discussion about saturation
data 2. No details about family
caregivers relation to the care
recipient 3. No details about family
caregivers and care recipient age

1. No discussion about saturation
data

1. No discussion about saturation
data 2. No details about family
caregivers relation to the care
recipient 3. No details about care
recipient age

Yes

1. No in-depht information on
interview schedule 2. No discussion
about saturation data

1. No discussion about saturation
data

Relationship
between
research and
participants
No details

No details

No details

No details

No details

No details

No details

No details

Ethical issues
considered

Yes

No information on
ethical issues

No information on
ethical issues

Yes, but no details about
how researchers
explained issues to
participants

Yes, but no details about
how researchers
explained issues to
participants

Yes, but no details about
how researchers
explained issues to
participants

Yes

Data analysis

1. No discussion on the
use of quotations to
support the findings

1. No in-depth description
about how themes were
identified

1. No in-depth description
about how themes were
identified

1. No in-depth description
about how themes were
identified

Yes

Yes

1. No in-depth description
about how themes were
identified 2.No discussion
on contraditory data 3.No
discussion on researcher
bias

1. No in-depth description
about how themes were
identified 2.No discussion
on contraditory data 3.No
discussion on researcher
bias
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Studies

(Harris, 2013)

(Hemingway et
al., 2016)

(Huis in het
Veld et al.,
2016)
(Innes et al.,
2005)

(Innes et al.,
2011)

(Ivey et al.,
2012)

(Jamieson et
al., 2016)

(Jennings et al.,
2017)

(Juozapavicius
and Weber,
2001)

Clear
statement
of study
aims

Yes

Yes

Qualitative
methodology
appropriate

Yes

Study design
appropriate to
address the study
aim

Yes

No discussion about the
study design

No discussion about the
study design

No discussion about the
study design

No discussion about the
study design

No discussion about the
study design

No discussion about the
study design
No discussion about the
study design

Recruitment
appropriate

1. No discussion on
why these participants
were the most
appropriate

Yes

Yes

1. No discussion on
why these participants
were the most
appropriate

Yes

Data
collection

1. No discussion about saturation
data

1. No discussion about saturation
data

1. No details about care recipient age

Yes

1. No discussion about saturation
data 2. No details about family
caregivers relation to the care
recipient 3. No details about care
recipient age

1. No discussion about saturation
data No details about care recipient
age

1. No discussion about saturation
data 2. No details about family
caregivers and care recipient age

1. No discussion about saturation
data

1. No discussion about saturation
data

Relationship
between
research and
participants
No details

No details

No details

No details

No details

No details

No details

No details

No details

Ethical issues
considered

Yes

Yes, but no details about
how researchers
explained issues to
participants

Yes

Yes

No information on
ethical issues

Data analysis

1. No in-depth description
about how themes were
identified 2.No discussion
on contraditory data 3.No
discussion on researcher
bias

1. No in-depth description
about how themes were
identified 2.No discussion
on contraditory data

1.No discussion on
contraditory data

1. No in-depth description
about how themes were
identified 2.No discussion
on contraditory data 3.No
discussion on researcher
bias

Yes

Yes

1. No in-depth description
about how themes were
identified 2.No discussion
on contraditory data 3.No
discussion on researcher
bias

Yes

1. No in-depth description
about how themes were
identified 2.No discussion
on contraditory data 3.No
discussion on researcher
bias
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(Karlin et al.,
2001)

(Karlsson et
al.,, 2014)

(Kunneman et
al., 2017)

(Lach and
Chang, 2007)

(Lamahewa et
al., 2017)

(Lamech et al.,
2017)

(Lamech et al.,
2017)

(Lampley-
Dallas et al.,
2001)

(Lethin et al.,
2016)

(Levkoff and
Hinton, 1999)

Clear
statement
of study
aims

Yes

Yes

Yes

Qualitative
methodology
appropriate

Yes

Study design
appropriate to
address the study

aim

No discussion about the
study design

No discussion about the
study design

No discussion about the
study design

Recruitment
appropriate

Yes

Yes

1. No discussion on
what participant
selection criteria were
used

Data
collection

1. No discussion about saturation
data 2. No details about care
recipient age

1. No discussion about saturation
data

1. No details about family caregivers
relation to the care recipient

1. No details about family caregivers
age

1. No discussion about saturation
data 2. No details about family
caregivers relation to the care
recipient 3. No details about family
caregivers and care recipient age

1. No details about family caregivers
relation to the care recipient 2. No
details about care recipient age

1. No details about family caregivers
relation to the care recipient 2. No

details about care recipient age

1. No details about care recipient age

1. No discussion about saturation
data

1. No discussion about saturation
data

Relationship
between
research and
participants
No details

No details

No details

No details

No details

No details

No details

No details

No details

No details

Ethical issues
considered

No information on
ethical issues

Yes, but no details about
how researchers
explained issues to
participants

Yes

Yes, but no details about
how researchers
explained issues to
participants

Yes, but no details about
how researchers
explained issues to
participants

No information on
ethical issues

Data analysis

1. No in-depth description
about how themes were
identified 2.No discussion
on contraditory data 3.No
discussion on researcher
bias

Yes

1. No in-depth description
about how themes were
identified 2.No discussion
on contraditory data

Yes

1. No in-depth description
about how themes were
identified 2.No discussion
on contraditory data

Yes

1. No in-depth description
about how themes were
identified

Yes

1. No in-depth description
about how themes were
identified
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(Lian et al.,
2017)

(Livingston et
al., 2010)

(Madsen and
Birkelund,
2013)

(Manthorpe et
al., 2013)

(McCabe et al.,
2017)

(Meyer, 2015)

(Milte et al.,
2016)

(Moreno-
Cémara et al.,
2016)
(Morgan et al.,
2002)

(Moyle et al.,
2002)

Clear
statement
of study
aims

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Qualitative
methodology
appropriate

Yes

Yes

Study design
appropriate to
address the study
aim

Yes

Yes

No discussion about the
study design

Yes

Recruitment
appropriate

Yes

Yes

1. No discussion on
why these participants
were the most
appropriate 2. No
discussion on what
participant selection
criteria were used
Yes

Yes

Data
collection

1. No discussion about saturation
data

Yes

1. No in-depht information on
interview schedule

1. No discussion about saturation
data

1. No discussion about saturation
data 2. No details about family
caregivers relation to the care
recipient 3. No details about family
caregivers and care recipient age

1. No discussion about saturation
data 3. No in-depht information on
interview schedule

1. No discussion about saturation
data

1. No details about care recipient age

1. No discussion about saturation
data 2. No in-depht information on
interview schedule 3. No details
about family caregivers and care
recipient age

1. No discussion about saturation
data 2. No details about family
caregivers and care recipient age or
relation

Relationship
between
research and
participants
No details

No details

No details

No details

No details

No details

No details

No details

No details

No details

Ethical issues
considered

Yes

Data analysis

Yes

1. No in-depth description
about how themes were
identified

Yes

1. No in-depth description
about how themes were
identified

1. No in-depth description
about how themes were
identified

Yes

1. No in-depth description
about how themes were
identified

1.No discussion on
contraditory data 2.No
discussion on researcher
bias
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(Oliveira et al.,
2017)

(Paton et al.,
2004)

(Peel and
Harding, 2013)

(Phillipson and
Jones, 2011)

(Polenick et al.,
2018)

(Polenick et al.,
2018)

(Poole et al.,
2018)

(Polenick et al.,
2018)

(Polenick et al.,
2018)

Clear
statement
of study
aims

Yes

Yes

Yes

Yes

Qualitative
methodology
appropriate

Yes

Study design
appropriate to
address the study
aim

Yes

No discussion about the
study design

No discussion about the
study design

No discussion about the
study design

No discussion about the
study design

No discussion about the
study design

No discussion about the
study design

Recruitment
appropriate

1. No discussion on
why these participants
were the most
appropriate 2. No
discussion on what
participant selection
criteria were used

1. No discussion on
why these participants
were the most
appropriate

1. No discussion on
why these participants
were the most
appropriate

1. No discussion on
why these participants
were the most
appropriate

1. No discussion on
why these participants
were the most
appropriate

1. No discussion on
why these participants
were the most
appropriate

Data
collection

1. No discussion about saturation
data 2. No details about care
recipient age

1. No discussion about saturation
data 2. No details about care
recipient age

1. No discussion about saturation
data

1. No discussion about saturation
data

1. No discussion about saturation
data

1. No discussion about saturation
data

1. No discussion about saturation
data 2. No details about familiar
caregivers and care recipient age

1. No discussion about saturation
data

1. No discussion about saturation
data

Relationship
between
research and
participants
No details

None were
family
caregivers
(all female)

No details

No details

No details

No details

No details

No details

No details

Ethical issues
considered

Yes

Data analysis

1.No discussion on
contraditory data 2.No
discussion on researcher

bias

1. No in-depth description

about how themes were

identified

1. No in-depth description

about how themes were

identified 2.No discussion
on contraditory data 3.No

discussion on researcher

bias

Yes
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(Poole et al.,
2018)

(Popham and
Orrell, 2012)

(Prorok et al.,
2016)

(Qazi et al.,
2010)

(Quinn et al.,
2014)

(Robinson et
al., 2008)

(Sarabia-Cobo
et al., 2016)

(Scott et al.,
2016)

(Skaalvik et al.,
2016)

Clear
statement
of study
aims

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Qualitative
methodology
appropriate

Yes

Study design
appropriate to
address the study

aim

No discussion about the
study design

Recruitment
appropriate

1. No discussion on
why these participants
were the most
appropriate

1. No discussion on
why these participants
were the most
appropriate

Yes

1. No discussion on
what participant
selection criteria were
used

1. No discussion on
why these participants
were the most
appropriate 2. No
discussion on what
participant selection
criteria were used

1. No discussion on
why these participants
were the most
appropriate 2. No
discussion on what
participant selection
criteria were used

Yes

Data
collection

1. No discussion about saturation
data 2. No details about familiar
caregivers and care recipient age

1. No discussion about saturation
data 2. No details about familiar
caregivers age

Yes

1. No discussion about saturation
data

1. No discussion about saturation
data

1. No discussion about saturation
data 2. No details about familiar
caregivers age or relation to the
patient

1. No discussion about saturation
data

1. No discussion about saturation
data

1. No discussion about saturation
data 2. No details about familiar
caregivers age or relation to the
patient

Relationship
between
research and
participants
No details

No details

No details

No details

No details

No details

No details

No details

No details

Ethical issues
considered

Yes

Yes, but no details about
how researchers
explained issues to
participants

Yes

Data analysis

Yes

1.No discussion on
researcher bias

1. No discussion on the
use of quotations to
support the findings
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Studies Clear Qualitative Study design Recruitment Data Relationship = Ethical issues Data analysis
statement methodology = appropriate to appropriate collection between considered
of study appropriate = address the study research and
aims aim participants
(Skaalvik et al., = Yes Yes Yes Yes 1. No discussion about saturation No details Yes Yes
2016) data 2. No details about familiar
caregivers age or relation to the
patient
(Song et al., Yes Yes Yes Yes 1. No discussion about saturation No details Yes Yes
2018) data
(Sutcliffe et Yes Yes No discussion about the | Yes 1. No details about familiar No details Yes 1. No in-depth description
al.2015) study design caregivers relation to the patient about how themes were
identified
(Tasc et Yes Yes No discussion about the | Yes 1. No in-depht information on No details Yes 1. No in-depth description
al.,2012) study design interview schedule 2. No discussion about how themes were
about saturation data 3. No details identified 2. No
about care recipient age discussion on contraditory
data 3.No discussion on
researcher bias
(Toot et al., Yes Yes No discussion about the | Yes Yes No details Yes Yes
2013) study design
(Ven LG et Yes Yes No discussion about the | Yes 1. No details about family caregivers = No details Yes Yes
al.2017) study design age
(Wang et al., Yes Yes Yes Yes Yes No details Yes 1. No in-depth description
2018) about how themes were
identified
(Wezel, et al., Yes Yes Yes Yes 1. No details about care recipient age = No details Yes 1. No in-depth description

2016)

about how themes were
identified
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Table 2. Characteristics and key findings of the included studies in this systematic review (n=81)

Authors, publication years
& countries

Study aims

Data collection
& analysis

Aspects focused

(Aminzadeh et al., 2007), Canada

To examine the emotional impact of disclosure of a dementia diagnosis on people with dementia both
from their perspectives and those of their caregivers

Interviews following focus
groups Thematic analysis

Quality of life
Negative aspects

(Berry et al., 2015), United States

To fill an important gap in research about how family members manage the risks of functional decline at
home

Interviews
Grounded theory analysis

Quality of life

Illness progression
Activities of daily living
Negative aspects

(Boots LM et al., 2015), Netherlands

To gain insight into the problems, needs and wishes that caregivers of persons with dementia during the
early stages of the disease; To explore if an early stage intervention for dementia caregivers would be
helpful and to explore which factors influence caregivers’ perspectives

Focus Group
Thematic analysis

Quality of life
Positive and negative aspects

(Boughtwood et al., 2011), Australia

To explore Arabic-speaking, Chinese-speaking, Italian-speaking and, Spanish-speaking communities
caregivers’ experiences and perceptions regarding caregiving and being a carer for a person with
dementia

Focus Group
Thematic analysis

Quality of life

Illness progression
Activities of daily living
Costs

Negative aspects

(Bunn et al., 2017), United Kingdom

To explore the impact of dementia on access to non-dementia services and identify ways of improving

Interviews and focus groups

Illness progression

service delivery for these persons with dementia Thematic analysis Costs
Negative aspects
(Butcher et al., 2001), United States ~ To describe the essential structure of the lived experience of caring for a family member with AD and Interviews Quality of life

related dementia among a large and diverse sample of informal family caregivers

Phenomenological analysis

IlIness progression
Activities of daily living
Negative aspects

(Byszewski et al., 2007), Canada

To report the findings of a descriptive, exploratory, qualitative study of patient and caregiver
perspectives of the disclosure of a dementia diagnosis

Interviews following focus
groups  Thematic analysis

Quality of life
Activities of daily living
Negative aspects

(Chang et al., 2010), United To report the lived experience and perceived service needs of caregivers of persons with dementia in Focus Group Quality of life
Kingdom Hong Kong Thematic analysis Negative aspects
(Connell et al., 2004), United States To examine the attitudes of caregivers and physicians toward assessing and diagnosing dementia with Interviews following focus Quality of life

an emphasis on how a diagnosis is disclosed

groups Thematic analysis

Negative aspects

(Duxury et al., 2013), United
Kingdom

To explore the views of nursing staff and relatives and identify the reasons for and ways of responding
to aggressive behaviour

Focus groups
Thematic analysis

Quality of life

Illness progression
Activities of daily living
Positive and negative aspects

(Elliott el at., 2009), United States

To describe and understand the ethical thinking used in end-of-life decision-making by family
surrogates on behalf of their cognitively impaired elders

Focus group
Thematic analysis

Quality of life
Negative aspects

(Fjellstrom et al., 2010), Sweden

To examine how people living with persons with Alzheimer’s disease perceived everyday life aspects of
food choices, cooking and food-related work

Focus Group
Thematic analysis

Quality of life
Activities of daily living
Negative aspects

(Fleming et al., 2015), Australia

To identify the environmental features that are desirable in buildings used and identify ways to improve
provided care for people with dementia nearing the end of their lives

Focus Group
Thematic analysis

Quality of life
IlIness progression
Negative aspects
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Authors, publication years Study aims Data collection Aspects focused
& countries & analysis
(Forbes et al., 2000), United States To describe families” decision-making processes, both cognitive and affective, regarding end-of-life Focus group Quality of life

treatments for nursing home residents with severe dementia

Thematic analysis

Illness progression
Negative aspects

(Forbes et al., 2008), Canada To describe experiences of family caregivers who received Canadian home and community-based Focus Group and interview Quality of life
services that aim to assist them in caring for their family member with dementia Thematic analysis Costs
Negative aspects
(Frank et al., 2006), United To identify key aspects of the impact of cognitive impairment on patients with MCI and mild probable Focus group Quality of life

Kingdom and United States

AD and their informants, and identify overlap and differences between the groups

Thematic analysis

Illness progression
Activities of daily living
Negative aspects

(Garcia et al., 2012), Canada

To explore the perceptions of family and staff members on the potential contribution of environmental
factors that influence disruptive behaviours and quality of life of residents with dementia living in long-
term care homes

Focus Group
Thematic analysis

Quality of life
Negative aspects

(Gennip et al., 2014), Netherlands

To examine how dementia affects personal dignity in individuals with mild to moderate dementia from
their perspective

Interview
Thematic analysis

Quality of life
Activities of daily living
Positive aspects

(Gessert et al., 2001), United States

To identify areas where better communication between health professionals and patients/families might
be expected to be most beneficial to families facing end-of-life decisions

Focus group
Phenomenological analysis

Quality of life
Illness progression
Negative aspects

(Gessert et al., 2006), United States To describe and understand rural and urban differences in attitudes toward death and in end-of-life Focus group Quality of life
decision making Thematic analysis Negative aspects
(Givens et al., 2012), United States To describe the sources of stress for families of nursing home residents with advanced dementia Interview Quality of life

Thematic analysis

Illness progression
Negative aspects

(Glass, 2016), United States

To document and examine the context of the environment and the role of hospice in the experience of
caring for persons with dementia

Interview
Phenomenological analysis

Quality of life
Negative aspects

(Habermann, et al., 2013), United
States

To explore the positive aspects experienced by adult children in providing care to their parent who
either has Parkinson’s or Alzheimer’s disease

Interview
Content analysis

Quality of life
Activities of daily living
Positive and negative aspects

(Harmer and Orrel, 2008), United
Kingdom

To explore the concept of meaningful activity for older people with dementia in care homes, from the
perspectives of the care staff, family caregivers and residents themselves

Focus Group
Thematic analysis

Activities of daily living
Positive aspects

(Harris, 2013), United States

To examine the quality of the friendships that remain and continue, despite a diagnosis of some type of
dementia

Interviews and focus groups
Thematic analysis

Quality of life
Positive and negative aspects

(Hemingway et al., 2016), Canada To better understand the lived experience of spousal caregivers providing care to partners with AD and Interview and Focus Group Quality of life
related dementias resident in a care facility Thematic analysis Illness progression
Costs
Negative aspects
(Huis in het Veld et al., 2016), To give insight into why changes in behaviour and mood are stressful for family caregivers and what Focus Group Quality of life

Netherlands

self-management strategies family caregivers use when managing these changes and the stress they
experience

Thematic analysis

Negative aspects
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Authors, publication years Study aims Data collection Aspects focused
& countries & analysis
(Innes et al., 2005), United Kingdom  To develop a qualitative understanding of service use from the point of view of people with dementia Interview and Focus Group Quality of life
and their caregivers in rural Scotland Thematic analysis Costs
Negative aspects
(Innes et al., 2011), United Kingdom  To report on the views of people with dementia who live in care homes and their family caregivers on Focus Group Quality of life

aspects of design that are important to them, discussing the relation to developing physical care
environments as a respond to the wishes of people with dementia and their family

Thematic analysis

Positive aspects

(Ivey et al., 2012), United States

To examine participants’ daily life experiences as informal caregivers to individuals with dementia and
explore how experiences and concerns may differ by ethnicity

Focus Group
Thematic analysis

Quality of life

Illness progression
Activities of daily living
Costs

Negative aspects

(Jamieson et al., 2016), Australia

To investigate the experiences of people with dementia and their caregivers when transitioning home
from hospital

Interview and Focus Group
Thematic analysis

Quality of life
Negative aspects

(Jennings et al., 2017), United States

To explore the goals of people with dementia, both from the perspective of people living with early-
stage disease and from the perspective of caregivers of people with all stages of dementia

Focus group
Thematic analysis

Quality of life

Illness progression
Activities of daily living
Costs

Positive and negative aspects

(Juozapavicius and Weber, 2001),
United States

To explore the issues faced by former Alzheimer’s caregivers identifying the factors which precipitated
the beginning of the caregiver role and use the reflective information to identify the stages which
comprise the transition out of the caregiver role

Interview
Thematic analysis

Quality of life
Costs
Negative aspects

(Karlin et al., 2001), United States

To investigate the experience of caregiving for family members with Alzheimer’s disease

Interview
Thematic analysis

Quality of life
Positive aspects

(Karlsson et al., 2014), England,
Estonia, Finland, France, Germany,
Netherlands, Spain and Sweden

To investigate persons with dementia and their informal caregivers’ views of inter-sectoral information,
communication and collaboration throughout the trajectory of dementia care in eight European countries

Focus Group
Thematic analysis

Illness progression
Negative aspects

(Kunneman et al., 2017), To assess patients’ and caregivers’ views on and experiences with decisions about diagnostic testing for ~ Focus group Quality of life
Netherlands Alzheimer’s disease and receiving test results Content analysis Costs

Negative aspects
(Lach and Chang, 2007), United To explore caregivers’ perceptions of safety problems and identify how they manage safety concerns Focus group Quality of life

States

and explore the application of health behaviour change models to the caregiver situation

Thematic analysis

Activities of daily living
Negative aspects

(Lamahewa et al., 2017), United
Kingdom

To explore difficulties in decision making for practitioners and family caregivers at the end of life for
people with dementia

Focus Group and interview
Thematic analysis

Quality of life
Negative aspects

(Lamech et al., 2017), India

To explore the needs of family caregivers of persons with dementia in India

Focus Group and interview
Thematic analysis

Quality of life
Activities of daily living
Costs

Negative aspects

(Lampley-Dallas et al., 2001),
United States

To assess the perceived needs of African-American caregivers and their expectations of the health care
system, perceived level of success and satisfaction in meeting their needs and their level of distress

Focus group
Thematic analysis

Quality of life
Costs
Positive and negative aspects
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Authors, publication years
& countries

Study aims

Data collection
& analysis

Aspects focused

(Lethin et al., 2016), Sweden

To investigate caregivers’ experiences of formal care when caring for a person with dementia through
the process of the disease

Focus Group
Content analysis

Quality of life

Illness progression
Activities of daily living
Negative aspects

(Levkoff and Hinton, 1999), United
States

To show how family caregivers draw on their cultural/personal resources to create stories about the
nature and meaning of illness and to ask how ethnic identity may influence the kinds of stories family
caregivers tell

Interview
Thematic analysis

Quality of life
Illness progression
Negative aspects

(Lian et al., 2017), China

To understand the experiences of people with dementia and their caregivers in engaging in dementia
diagnosis

Focus Group and interview
Thematic analysis

Quality of life
Activities of daily living
Costs

Negative aspects

(Livingston et al., 2010), United
Kingdom

To identify common difficult decisions made by family caregivers on behalf of people with dementia
and facilitators of and barriers to such decisions in order to produce information about overcoming
barriers

Focus Group and interview
Thematic analysis

Quality of life

Illness progression
Activities of daily living
Negative aspects

(Madsen and Birkelund, 2013),
Denmark

To examine the experiences family caregivers of persons with dementia highlighting these similarities
or differences

Focus group
Phenomenological analysis

Quality of life
Negative aspects

(Manthorpe et al., 2013), United
Kingdom

To increase understanding of the experiences of people developing dementia and of their caregivers and
to inform practice and decision making

Interview
Thematic analysis

Quality of life
Negative aspects

(McCabe et al., 2017), United
Kingdom

To understand the strategies for everyday life with dementia by scaffolding and working together in
community and formal support

Focus group and interviews
Thematic analysis

Quality of life

Illness progression
Activities of daily living
Costs

Negative aspects

(Meyer, 2015), United States

To describe the beliefs and experiences of Vietnamese caregivers caring for a family member with
dementia and to elicit their ideas about promising interventions

Interview Thematic analysis

Quality of life
Negative aspects

(Middlemass et al. 2018), United
Kingdom

To explore the experiences/perceptions of informal caregivers of people with dementia when interacting
with the health care system and to investigate healthcare professionals’ views and current practice
regarding people with dementia and their interactions with informal caregivers

Focus Group and interview
Thematic analysis

Quality of life
Illness progression
Costs

Negative aspects

(Milte et al., 2016), Australia

To describe the meaning of quality residential care from the perspective of people with cognitive
impairment and their family members

Focus Group and interview
Thematic analysis

Costs
Positive and negative aspects

(Moreno-Camara et al., 2016), Spain

Identify and analyse the problems that arise in the adaptation process of the caregiver to changes during
family care to a person affected by dementia

Focus group
Grounded Theory

Quality of life
Illness progression
Costs

Negative aspects

(Morgan et al., 2002), Canada

To obtain input from decision-makers and others to develop the objectives and design for a study of
rural dementia care to fight the low use of formal supportive services such as home care and support
groups by family caregivers

Focus Group
Thematic analysis

Quality of life
Costs
Negative aspects

(Moyle et al., 2002), Australia

To investigate family caregivers’ perceptions of having a relative in a dementia care unit

Focus group
Content analysis

Quality of life
Illness progression
Positive and negative aspects
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(Oliveira et al., 2017), United To explore how persons with dementia make sense of their own quality of life and to identify the factors ~ Focus group Quality of life

Kingdom

that enhance or compromise their quality of life

Phenomenological analysis

Activities of daily living
Costs
Positive and negative aspects

(Paton et al., 2004), United
Kingdom

To gain insight into caregivers’ understanding of the causes of behaviours they find problematic in
people with Alzheimer’s disease in order to inform the development of educational strategies

Interview Thematic analysis

Illness progression
Negative aspects

(Peel and Harding, 2013), United
Kingdom

To explore the issue of accessing health and social care support services from caregivers’ own
perspectives

Focus group, interview and
questionnaires (online and
paper) Thematic analysis

Quality of life
Costs
Negative aspects

(Phillipson and Jones, 2011),
Australia

To explore the utility of behavioural theories to identify the beliefs that contribute to service non-use
and to determine whether the beliefs of service users and non-users differ

Focus Group and interview
Content analysis

Quality of life
Negative aspects

(Polenick et al., 2018), United States

To examine causal attributions about BPSD among individuals caring for a family member with
dementia

Focus Group
Thematic analysis

Quality of life
Activities of daily living
Costs

Negative aspects

(Polenick et al., 2018), United States

To examine family caregivers’ strategies for managing behaviour and psychological symptoms of
dementia

Focus Group
Thematic analysis

Quality of life
Positive and negative aspects

(Poole et al., 2018), United
Kingdom

To investigate the views of people with dementia and the views of their family caregivers on important
factors regarding care at end of life

Focus Group and interview
Thematic analysis

Quality of life
Illness progression
Positive aspects

(Popham and Orrell, 2012), United
Kingdom

To determine to what extent the care home environment met the requirements of residents with
dementia in the context of the views of managers, family caregivers and staff

Focus Group and interview
Thematic analysis

Quality of life
Illness progression
Positive and negative aspects

(Prorok et al., 2016), Canada To examine the perceived primary care health care experiences of both persons with dementia and their Focus Group Quality of life
caregivers Thematic analysis Costs
Negative aspects
(Qazi et al., 2010), United Kingdom  To identify symptoms, risk factors and intervention strategies for anxiety of people with dementia, Focus Group Quality of life

family caregivers and care staff

Mind-map technique

Illness progression
Activities of daily living
Negative aspects

(Quinn et al., 2014), United
Kingdom

To explore how family members and care staff understand awareness in people with severe dementia
and what this awareness means to them

Focus Group
Thematic analysis

Quality of life
Negative aspects

(Robinson et al., 2008), Australia

To reveal views about dementia diagnosis derived from a larger study of information needs of
caregivers of people with dementia in Australia

Focus Group
Thematic analysis

Quality of life
Negative aspects

(Sarabia-Cobo et al., 2016), Spain

To describe the processes of decision-making used by families regarding treatments at the end of life of
institutionalized patients with advanced stages of dementia

Focus Group
Thematic analysis

Quality of life
Negative aspects

(Scott et al., 2016), United Kingdom

To develop an understanding of challenging behaviour and how it impacted on the lives of family
caregivers

Focus group
Content analysis

Quality of life
Negative aspects
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(Skaalvik et al., 2016), Norway To describe how people with AD express their sense of self in accordance with the theory of selfhood Interview Quality of life

described by Harré (1998)

Phenomenological and thematic

analysis

Activities of daily living
Negative aspects

(Song et al., 2018), Korea

To identify family caregivers’ experiences in managing the BPSD with particular focus on their
interpersonal interactions with patient with dementia

Focus group
Content analysis

Quality of life
Activities of daily living
Negative aspects

(Sutcliffe et al.2015), United To present the views of people with dementia and caregivers on a range of topics including their Focus Group Quality of life
Kingdom positive and negative experiences of dementia care; access to information and its communication; and Thematic analysis Illness progression
suggestions to improve dementia care Costs
Negative aspects
(Tasc et al.,2012), Turkey To examine the physical and psychological demands experienced by caregivers of patients with AD in Focus Group Quality of life

light of the lack of home care support in Turkey

Thematic analysis

Activities of daily living
Negative aspects

(Toot et al., 2013), United Kingdom

To identify which factors may lead to crisis for people with dementia and their caregivers and identify
interventions these individuals believe could help in crisis

Focus Group
Thematic analysis

Quality of life
Negative aspects

(Ven LG et al.2017), Netherlands

To explore how people with dementia, their informal caregivers and their professionals participate in
decision making about day-care and to develop a typology of participation trajectories

Interview
Content analysis

Quality of life

Illness progression
Activities of daily living
Positive and negative aspects

(Wang et al., 2018), China

To develop a theoretical model explaining the longitudinal changes in the caregiving process for family
caregivers of persons with mild cognitive impairment in Taiwan

Interview
Content analysis

Quality of life

Illness progression
Activities of daily living
Costs

Negative aspects

(Wezel, et al., 2016), Netherlands

To describe the perspectives of female Turkish, Moroccan and Surinamese Creole family caregivers in
the Netherlands about providing family care to a close relative with dementia

Focus Group and interview
Content analysis

Quality of life
Illness progression
Positive and negative aspects

(Wijngaarden et al., 2018),
Netherlands

To develop an in-depth understanding of what it means to live with dementia and to gain insight into
what constitutes the art of living with dementia, both from the perspective of family caregivers

Focus Group and interview
Thematic analysis

Quality of life

Illness progression
Activities of daily living
Negative aspects

(Wolfs et al., 2012), Netherlands

To gain caregivers’ insights into the decision-making process in dementia patients with regard to
treatment and care

Focus groups and Interviews
Grounded Theory Analysis

Quality of life
Illness progression
Negative aspects

(Xiao et al., 2013), Australia

To explore the experiences of family caregivers from Chinese, Greek, Italian and Vietnamese groups in
utilising dementia service

Interview and focus groups
Thematic analysis

Quality of life

Illness progression
Activities of daily living
Negative aspects

(Xiao et al., 2014), Australia and

China

To compare socially and culturally constructed enablers and barriers pertinent to dementia caregivers in
one capital city in Australia and one capital city in China through critical reflection on the caregivers’
subjective and objective experiences for the improvement of dementia care services in both countries

Focus Group and interview
Giddens’ Structuration Theory

Quality of life
Activities of daily living
Negative aspects

LindezaP, et al. BMJ Support Palliat Care 2020;0:1-13. doi: 10.1136/bmjspcare-2020-002242



BMJ Publlshlr] Grou |m|ted FBME.']?t

isclaims all li |H‘%gﬂ onsblL%ﬁ\g%%fr m any reliance

Supplemental material |s supplem matenal whic pplled or(s) BMJ Support Palliat Care
Authors, publication years Study aims Data collection Aspects focused
& countries & analysis
(Xiao et al., 2015), Australia To explore the perceived challenges of dementia care from Vietnamese family caregivers and Focus Group and interview Quality of life

Vietnamese care workers in South Australia

Thematic analysis

Illness progression
Activities of daily living
Costs

Negative aspects

(Zabalegui et al., 2008), Spain

To better understand informal caregivers’ views about the resources that are available to them or should ~ Focus group

be available to them

Content analysis

Quality of life
Costs
Negative aspects

MCI: Mild Cognitive Impairment; AD: Alzheimer’s Disease; BPSD: Behaviour and psychological symptoms of dementia
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Table 3. Summary of methods and participants of 81 studies included in this systematic review

People with Family Former Number

AD/Dementia Caregivers Caregivers Dyads of studies

Focus group 10 41 1 0 52
Qualitative interview 4 15 1 0 20
Questionnaire 1 0 0 1
Mixed methods 24 2 2 37
Number of studies 23 81 4 2 108
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Additional file 1 | Search strategy

Proposed Medline Search Terms*

Controlled vocabulary and text/key words

“Alzheimer Disease” [MeSH Major Topic] OR “Mild cognitive impairment” OR “Cognitive
Dysfunction” [MeSH Major Topic]Dementia [Title/Abstract]

Method

"Interviews as Topic" [MeSH] OR Interview* [Title/Abstract]

"Surveys and Questionnaires” [MeSH] OR Survey* OR Questionnair* [Title/Abstract]
"Focus Groups" [MeSH]

"Geriatric Assessment" [MeSH] OR "Health Impact Assessment" [MeSH]

Population Terms

"Caregivers" [MeSH]

Caregiv* OR Carer [Title/Abstract]
“Family" [MeSH]

Famil* [Title/Abstract]

“Patient Care" [MeSH]

Outcome

"Illness Behavior" [MeSH]

"Cost of Illness" [MeSH]

"Activities of Daily Living" [MeSH]
"Quality of Life" [MeSH]

“Self Concept" [MeSH]

"Stress, Psychological" [MeSH]
"Sick Role" [MeSH]

"Outcome Assessment Health Care" [MeSH]
"Health Expenditures" [MeSH]
"Health Care Costs" [MeSH]
Self-Perception [Title/Abstract]

Studies Terms

“cohort studies” [MeSH]

“longitudinal studies” [MeSH]

“follow-up studies” [MeSH]

“prospective studies” [MeSH]

“retrospective studies” [MeSH]

Cohort OR Longitudinal OR Prospective OR Retrospective [all fields]

Filters activated

Publication date from 01.01.1998 to 15.07.20 (present)
*Search terms and strategy will be adapted to database: Embase, PsycInfo, Web of Science and Scopus
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Additional file 2 | PRISMA Checklist

. . . L. Reported
Section/topic # Checklist item on page #
TITLE
Title 1 | Identify the report as a systematic review, meta-analysis, or both. 1
ABSTRACT
Structured summary 2 | Provide a structured summary including, as applicable: background; objectives; data sources; study eligibility criteria, | 2

participants, and interventions; study appraisal and synthesis methods; results; limitations; conclusions and
implications of key findings; systematic review registration number.
INTRODUCTION
Rationale Describe the rationale for the review in the context of what is already known. 3
Objectives Provide an explicit statement of questions being addressed with reference to participants, interventions, 4-6
comparisons, outcomes, and study design (PICOS).
METHODS
Protocol and registration 5 | Indicate if a review protocol exists, if and where it can be accessed (e.g., Web address), and, if available, provide Available
registration information including registration number. from
author
Eligibility criteria 6 | Specify study characteristics (e.g., PICOS, length of follow-up) and report characteristics (e.g., years considered, 4-6
language, publication status) used as criteria for eligibility, giving rationale.
Information sources 7 | Describe all information sources (e.g., databases with dates of coverage, contact with study authors to identify 4-6
additional studies) in the search and date last searched.
Search 8 | Present full electronic search strategy for at least one database, including any limits used, such that it could be Figure 1
repeated. Additional
file |
Study selection 9 | State the process for selecting studies (i.e., screening, eligibility, included in systematic review, and, if applicable, Figure 1
included in the meta-analysis). Additional
file |
Data collection process 10 | Describe method of data extraction from reports (e.g., piloted forms, independently, in duplicate) and any processes 4-6
for obtaining and confirming data from investigators.
Data items 11 | List and define all variables for which data were sought (e.g., PICOS, funding sources) and any assumptions and 4-6
simplifications made.
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Risk of bias in individual
studies

12

Describe methods used for assessing risk of bias of individual studies (including specification of whether this was 4-6
done at the study or outcome level), and how this information is to be used in any data synthesis.

Summary measures

13

State the principal summary measures (e.g., risk ratio, difference in means). NA

Synthesis of results

14

Describe the methods of handling data and combining results of studies, if done, including measures of consistency 6
(e.g., 1> for each meta-analysis.
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