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Abstract

Background: In many communities around the world, informal caregivers of older adults with dementia represent
an essential, yet often underappreciated, source of long-term care. The present study aimed to determine the per-
sonal experiences of such caregivers, which could be instrumental for developing means of improving the quality of
care for both care receivers and their informal caregivers.

Methods: Five semi-structured focus-group discussions were held. The participants (n=31) were all informal car-
egivers of older adults with dementia. The focus-group discussions were audio-recorded and transcribed verbatim. An
inductive approach was used, and thematic data analysis was applied.

Results: Four thematic categories were identified: learning caregiving through personal experience; implications of
caregiving on social wellbeing; caregivers’ contradictory emotions regarding care delivery; and addressing challenges
regarding care provision.

Conclusions: This study revealed, among the informal caregivers, a variety of experiences, contradicting feelings, and
problem-solving strategies relating to the care of older adults with mental disorders. Becoming an effective caregiver
involves professional and psychological development. Developing caregiving skills, supportive environment and posi-
tive attitude can help facilitate providing care. Caregiving largely impacts the emotional, physical, and social wellbeing
of the person; thus, comprehensive approaches are needed to prevent burnout and associated social disadvantages.

Keywords: Informal care, Patient care, Mental health services, Primary health care, Social services, Older adults,
Dementia

Background

In low- and middle-income countries, a large amount of
the care provided for individuals with chronic diseases
and/or disabilities is administered by informal caregiv-
ers [1]. This trend is becoming particularly widespread in
welfare states (e.g. the Netherlands), as a result of changes
in citizens’ roles in society and the application of auster-
ity measures [2, 3]. Informal care is indisputably valuable
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to the entire health-care system, as it incurs lower health-
and social-care costs and is associated with lower rates of
institutionalization for care-receivers [4]. Further, soci-
etal ageing increases informal caregivers’ value within the
health system, especially those who are caring for older
adults with dementia and Alzheimer’s disease: the hours
of informal care provided to these patients worldwide is
the equivalent of 40 million full-time jobs [5]. However,
despite this huge contribution to the care of older adults
with dementia, the burden of such informal caregiving
is often under estimated, and means of maintaining this
indispensable care resource remain understudied [6-8].
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A recent study conducted in the Netherlands revealed
that informal caregivers of people with dementia experi-
ence a higher caregiving burden than do regular-care car-
egivers [9]. Other studies have supported this, showing
that informal caregiving for older adults with dementia
has a negative effect on the caregivers themselves, such
as by increasing loneliness, stress, and social isolation
[10, 11]; negatively impacting mental and physical health
outcomes [12-14]; and impeding financial potential [15].
Further, caregivers have been found to self-report lower
levels of quality of life and health in general when com-
pared to non-caregivers [1, 9] and to have chronic physi-
cal conditions [16].

In Lithuania, as in many Central and Eastern European
countries, informal caregiving based on the Semashko
model (which was originally developed during the Soviet
Union years and distributed across constituent states)
has traditionally played a significant role in long-term
care provision [17]. The Semashko model represents a
centralized health-care model in which patient care is
mainly provided by district physicians and specialists
[17]. However, Lithuania’s social-care services remain in
the development stage and, at present, institutional care
is the only form of social- and nursing-care service avail-
able for older adults [18, 19]. Lithuania, similar to several
other countries in Eastern Europe, also has underdevel-
oped support schemes for caregivers, and only provides
benefits for dependent persons; this situation has previ-
ously been described as inadequate [20]. Furthermore,
studies of other countries have shown that the fragmen-
tation of health and social care can cause inconsisten-
cies in care provision and to negatively impact the use of
existing related resources [6, 18, 20].

Research on health- and social-care environments in
Lithuania commenced following the initiation of health-
care reforming the 1990s, after the collapse of the Soviet
Union. However, these early studies were mostly con-
fined to assessment of the basic needs of people with
disabilities, with the role of informal caregivers being
underappreciated or disregarded entirely. The experience
of informal caregivers in Lithuania has been academically
examined as recently as approximately 2006; however,
informal caregivers of patients with dementia have only
been considered in a very small number of studies, which
were also small in scale [21, 22]. Nevertheless, these stud-
ies revealed that informal caregivers in Lithuania have a
lack of clear information regarding their role and respon-
sibilities, difficulties adapting to the home environment, a
need to combine their work and caregiving, and a lack of
support from other family members and institutions [21,
22].

Informal caregiving for older adults with dementia can
be considered a sensitive and complex phenomenon that
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requires in-depth, large-scale analysis that encompasses
a range of cultures and contexts. Further, development of
national policies for long-term care for older adults with
dementia requires an assessment of informal caregiving,
as this service represents an essential aspect of the care
system. The present study aimed to further clarify such
caregivers’ experiences caregiving for older adults with
dementia, which could be instrumental for identifying
means of improving the quality of care provided for such
adults and for highlighting the need for protective poli-
cies for their informal caregivers.

Methods

Study design

This study forms part of an ongoing large-scale, multi-
directional, 3-year (2017-2020) project titled “Integrated
Health Care for Senior Mental Health: Developing an
Intersectoral Cooperative Care Model, “which is financed
by the Lithuanian Research Council (S-MIP-17-121).
Our research team aims to comprehensively identify the
health-care- and social-care-related needs of Lithuania-
based older adults with dementia and their family car-
egivers. Furthermore, we also seek to identify means of
optimizing the use of available health- and social-care
resources in a manner that improves such patients” well-
being. The underlying aim of the project is to improve
health- and social-care provision for older adults with
dementia and their informal caregivers by establishing
horizontal cooperation links among professionals from
different sectors. In particular, by focusing on both care
receivers and informal caregivers, the issues identified
in this area can be considered to be comprehensively
representative.

The scope of the present paper concerns comprehen-
sive in-depth research into the personal experiences of
informal caregivers for older adults with dementia, as
well as the impact their caregiving role has on certain
aspects of their own lives. A previous study has analysed
informal caregivers’ experiences regarding the Lithu-
anian system of care for older adults with dementia [23].

Our team of researchers chose a qualitative research
approach in which informal caregivers’ experiences were
investigated as a phenomenon, and sought to gather data
by holding focus-group discussions, which would help
us to obtain a more in-depth understanding of the expe-
riences and personal insights of the participants. The
study was performed in Kaunas, the second largest city
in Lithuania; Kaunas is located in the center of the coun-
try and has socioeconomic indicators that are similar to
the national averages. The Kaunas Regional Biomedical
Research Ethics Committee approved this study on 2018-
04-23 (No. BE-2-47).
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Participants

The participants were informal caregivers who were
the sole individuals providing special care or nursing
to cohabiting relatives with dementia who were aged
65 years or over. Inclusion criteria for the focus group
participants were: the care receiving patient was 65 years
of age or older; the patient was diagnosed with Alzhei-
mer’s disease or dementia; the patient was nursed at
home; caregiver was a family member (a child of the
patient, spouse or other relative) or a close friend; care
receiver and caregiver were living together. Exclusion
criteria for the focus group participants were: the care
receiving patient was undergoing an active treatment,
such as chemotherapy, surgical interventions or other;
the patient was nursed at the institutional caring home;
the patient was receiving palliative care.

To recruit such individuals, we focused on two large
public clinics in Kaunas City (which cumulatively repre-
sented the local clinics for approximately two thirds of
the population of Kaunas; one of the clinics was the big-
gest clinic in Kaunas and has five separate large depart-
ments located throughout the city), identifying suitable
patients who were served by these clinics and, by exten-
sion, their informal caregivers.

As the first step of our research, we contacted family
physicians and psychiatrists affiliated with the two large
primary healthcare centers and informed them of our
study. We then asked them to identify eligible patients
who were nursed by informal caregivers, and to request
the caregivers’ consent to be contacted for participation
in the study. Consequently, a list of all informal caregivers
(n=98) who agreed to participate in the study was cre-
ated. Our researchers then contacted the informal car-
egivers via telephone and invited them to participate in
the study. A total of 94 informal caregivers were invited
to participate (four were not invited as a result of tech-
nical difficulties, such as an incorrect telephone number
listed);of these, 31 agreed. Among the most frequent rea-
sons for refusing to participate were difficulties regard-
ing leaving care receivers alone and an inability to find a
replacement carer; other reasons included unwillingness
to discuss the care receiver in a group discussion with
other participants, and poor health on the part of the car-
egiver. Participation was on a voluntary basis; no reward
for participation was offered or provided.

The participants were informed of the objectives and
the course of the study, as well as their rights and enti-
tlement to terminate their participation at any time.
Participants then signed an informed consent form and
completed an anonymous questionnaire that obtained
details such as their age, gender, relationship with the
care receiver, and the length of time they had been pro-
viding care. For confidentiality reasons, participants were
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asked not to mention any given or family names during
the discussions.

Data collection

Five semi-structured focus-group discussions were
held in January—April 2018. Each focus group com-
prised 5-9 participants and two researchers. Five par-
ticipants took part in the first focus group, six in the
second, nine in the third, five in the fourth and five in
the fifth. Groups were homogenous whereas all partici-
pants provided daily caregiving for a dependent person
with dementia and all of them were family members of
younger generation (e.g. daughters, sons). Each discus-
sion was audio-recorded. The structure of the discus-
sion was monitored by the researchers, who asked four
pre-prepared open questions, but the participants could
also discuss other aspects and were encouraged to share
any experiences they thought were relevant. The four
prepared questions were: (1) “What type of specialists/
individuals do you think are directly involved in the care/
supervision or coordination of the person you care for?”
(2) “How would you evaluate the present care of the per-
son you nurse—can you name any positive and negative
aspects?” (3) “In your opinion, what are the basic needs
of your care receiver that, if met, would ensure proper,
more effective, and better care, overall?” (4) “What is
your personal experience as a caregiver? “At the end of
each discussion, we asked an additional question: “Are
there any other aspects of your experiences that have not
been discussed that you think are important to mention?”
The focus-group discussions lasted 45—70 min, depend-
ing on the size of the group and the depth of discussion
that occurred in response to the additional information
provided by participants. Saturation of the theme was
reached after the fourth focus-group discussion, as the
fifth focus-group discussion provided no new content;
consequently, the data collection was stopped after the
latter discussion.

Data analysis

After the five focus-group discussions had been com-
pleted, the audio recordings were transcribed verbatim.
Two independent researchers systematically reviewed
the entire dataset and coded the data by selecting the
closest coding terms for the words used by the partici-
pants. Later, each researcher’s coded transcripts were
compared with the others, and this showed that the
majority of the codes were similar. Any coding differ-
ences that were found were resolved through securing
common consent among the researchers. Thematic cat-
egories were composed by grouping similar codes, and
these were then formulated into main themes. The data
analysis was based on the inductive approach and the
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thematic analysis strategy [24] with the aim of effectively
identifying and summarizing the problems experienced
by the participants.

In the quotations presented in "Results” section we
have used several symbols: bracketed ellipses ([...]) indi-
cate parts of a sentence that have been omitted; for ordi-
nary or significant pauses we have inserted ellipses (...);
and for the investigators’ explanations we have used
square brackets (e.g., “[address]”). Additionally, labels
have been inserted to indicate the source of the citations
in relation to the original datasets (e.g.,"G3” indicates the
third focus group).

Results

There were 31 participants in this study (Table 1). The
majority were female (n=28),with most being daughters
of the care receivers (n=20). The youngest caregiver was
34 years old, and the oldest was 74 years old (interquar-
tile range: 48-58 years). The longest time spent caring
was 26 years, and the shortest time was one year (inter-
quartile range: 2.5-8 years).

Through the data analysis, the researchers identified
four thematic categories relating to the personal experi-
ences of the participants: (1) learning caregiving through
personal experience; (2) implications of caregiving on
social wellbeing; (3) caregivers’ contradictory emotions

Table 1 Demographic data of the study participants

Gender (n)
Women 28
Men 3

Min 34; max 74
|IQR*: 48-58

Age (years)

Relation to the care receiver (n)
Daughter 20
Niece
Granddaughter
Son
Daughter-in-law
Son-in-law

[ N NN N

Not a relative

Years of caregiving Min 1; max 26
IQR*: 2.5-8
Min 67; max 98
Average: 85.6

Age of the care receiver (years)

Gender of the care receiver (n)

Females 31

Males 4
Primary mental disorder (n)

Dementia 31

Alzheimer's disease 4

*IQR: interquartile range
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regarding care delivery; and (4) addressing challenges
regarding care provision.

Learning caregiving through personal experience

The informal caregivers developed a set of specific care
competencies over the course of their caring practice,
ranging from logic-based organization of care (e.g., seg-
mentation of hygienic procedures—“She gets tired dur-
ing the day. First, I wash her head; I wash the rest of her
body the following day” G5) to nursing-care provision
(e.g., experience in the management of leg ulcers) and
dietary supplements (“I give her a variety of vitamins”;
G2). Some focus-group participants indicated their active
involvement in the adjustment of treatment (certain self-
medication behaviour towards medication administra-
tion), which may change the initial treatment prescribed
by the physician:

She [the care receiver] was prescribed sticking
patches [for pain management]. These had some
effect, but she developed spasms |[...], so I decided
to discontinue the treatment and removed the
patch. Maybe there was an overlap of medicines?
[...] later, they prescribed morphine. Once her pain
had subsided, she no longer needed the morphine,
so I stopped giving it to her. [...] for Parkinson’s [...]
she takes two kinds of medicine—two tablets in the
morning and two in the evening. On days when I
notice that she is not trembling, I reduce her intake
by one tablet. Then, I give her pills for dementia, for
her confusion, which I cut in half [regulates the dose]
(G4).

The focus-group participants reported experiencing
anxiety, as a result of their relative inexperience, when
interacting with existing care resources, which led to
inadequate usage of these resources—“one does not know
to what one is entitled—what we can get” (G1).

We [...] learned too late that there are such things as
[day] centers. That a bus comes and takes them [the
care receivers]. They can draw and write there; they
need communication (G2).

The caregivers also expressed worries regarding defi-
ciencies in their caregiving skills and felt that there is a
need for formalized educational activities to help them
address various issues that arise during caregiving.

Well, I am doing something here [providing care].
However, you do something and sometimes won-
der whether you are doing it well [...]. But you can-
not know everything. If, somehow, you could be
instructed, could get basic training [...], have some-
one explain it plainly to you. Maybe |[...] there is
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some kind of methodology [for providing certain
types of care] [...]. They [formal caregivers] could
give demonstrations and say ‘do this” or ‘do that”

[..1(G2).

Caregiving competencies were obtained through many
means. The focus-group participants indicated that expe-
rience, even if fragmented, was the most widespread
means of gaining a better understanding of the care
process.

You do not even know what you need, in the sense
that there are many types of tools [for caregiving].

I cannot even imagine what else is needed.

Unless you have already [cared for] a person, you
really do not know [what to do when providing care].
It [the caregiving] seems to be ok as it is (G4).

The discussion revealed that the participants attached
a high level of significance to medical professionals’
roles in terms of providing information, advice, or tuto-
rials concerning the pathogenetic disease process, care
strategies, and the administering of specific procedures:
“they showed us exercises and told us what to do” (G4).
Social communication with peers also seemed to be an
important source of information that increased the par-
ticipants’ knowledge regarding care resources: “I only
learned of it from other people” (G1).

Informal caregivers’ educational backgrounds and pro-
fessional experience in the medical field seemed to have a
strong effect on their care approach, which indicated that
these factors could represent important considerations
in regard to enhancing the organization of informal care
and improving the results of nursing care.

My mother... she had a stroke three years ago. She is
82 now. So, she could not speak or walk and could
not communicate. I am a speech therapist, so I
began teaching her [to speak] step-by-step, one sylla-
ble after another. And now |[...] I can at least under-
stand what she wants to say (G3).

You know, I am a nurse anaesthetist. So, I can do
infusions, if I think one is needed, or give some medi-
cation [...]; maybe it is easier for me. I consult with
the doctor, he gives me prescriptions, and I adminis-
ter them (GS5).

Implications of caregiving on social wellbeing

Providing care for older adults with dementia is often a
permanent, 24-h job that substantially affects the daily
life of the caregiver: “I have practically no personal
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life” (G4). The participants emphasized that caregiving
involves being on virtually permanent standby, including
during the night.

You have to listen all the time. Always be on standby
(G4).

The nights were probably the hardest (G3).

Participation in the job market while performing car-
egiving is virtually impossible as a result of the absence of
a supporting network for caregivers in Lithuania. Exclu-
sion from the labour market has a negative effect on
caregivers’ income and also shortens their work record,
which will eventually have an impact on their income in
the future, as the pension provided by the state depends
on the years spent in the labour market.

I am delighted that I can be with my mom all the
time, but I am also very sad that it is a job. It is my
job. And, you know, it is hard work, exhausting. But
1 do not receive a salary and cannot include it on my
work record (G3).

Sad, very sad [...], because my years of work experi-
ence were all for nothing and... What will I get as a
pension? It is ok, for now, there is my mother’s pen-
sion [...] but later? What will I do? (G1).

Caregivers’ contradictory emotions regarding care delivery
During discussions, the focus-group participants
expressed a broad spectrum of emotions, often ambiva-
lent, ranging from indifference—"just living, and that is
it” (G5)—to highly positive or negative emotions.

I really find it hard. And I love my aunt, she is fam-
ily. But, sometimes coming home... it seems... you do
not want to do it [provide care] anymore. It is like
that; that is my experience (G5).

The study participants frequently mentioned their love
for their parents and grandparents, and that their car-
egiving gave them a chance to return the care they had
received during their lifetimes and to strengthen exist-
ing relationships: “[...] we are pushed into some kind of
circle. [...]...the love for our parents does not end” (G2).
Informal caregivers sometimes perceived, based on the
changing dynamics of their relationship, caring for their
loved ones as evidence of their maturity.

When a person you are close to, your mother, who
was an example to you during your lifetime—she
lived an active life, did such miraculous things ... I
thought, “God,, I could never do the things she did”
... And then she became disabled. Then, I felt pity
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for myself; that it was over; I was no longer a child.
Sometimes I would ask her, “Do you know who I
am?” She would say—“Yes, I know ... you are my
daughter” Am I your daughter or am I your mommy
now? (G2).

The study participants had a common perception that
they were of absolute importance in the lives of the care
receivers—“I am her only contact with the outside world
in every regard” (G3). Sometimes, sense of complete
competence or even omnipotence in relation to care was
expressed: “I cannot trust the care of my mom to anyone,
because I know that nobody will look after her better
than I do” (G5). On the other hand, the focus-group par-
ticipants also highlighted negative feelings, such as isola-
tion, loneliness, and anger.

My emotions ... they change suddenly ... I become
angry. Sometimes, I feel unwillingness and apathy
for no reason at all (G2).

The participants often expressed a sense of suffering as
a result of being completely restricted, or even trapped,
by their situation: “Like a prisoner; actually, my mother’s
hostage” (G4). Some focus-group participants reflected
on their own lives, which were dominated by, or even
neglected to maintain, their caregiving role.

For example, I cannot work normally. I cannot go to
work, I have lost my income because I cannot leave
her. [...] it is not normal. From a moral point of view,
yes, it [providing care] is a child’s obligation...but she
is 65 and I am 42 [...]. But that is life; you have to
mabke sacrifices (G5).

Such emotional tensions relating to caregiving could
also lead to a deterioration of mental and physical health.
Holding responsibility for the care often means that car-
egivers’ individual needs are neglected, and this can also
be accompanied by feelings of anxiety and blame that not
everything possible regarding caregiving is being done.

You become furious for a moment, but then you
yell and yell [...]. I unload my emotions because
they [doctors] told me to. You should not keep them
inside, because your blood pressure will go up to
200. My cardiologist said so—“you can yell” (G2).

When she had to go to a nursing hospital, she [the
care receiver| said that we [the caregivers] wanted to
get rid of her (G2).

Caregiving is highly demanding and causes one to
reallocate priorities relating to personal and family life,
which can lead to conflicts and a deterioration of family
relationships.
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My husband feels very angry and annoyed about the
situation, but [...], who else should provide care, if
not the relatives [...] (GS).

Addressing challenges regarding care provision

The focus-group participants shared their experiences
regarding coping with the challenges of caregiving.
Adopting a positive attitude towards the situation, secur-
ing temporary respite, finding time for communica-
tion with other people, and ensuring one’s privacy were
reported to be essential measures for the prevention of
burnout.

It is a must, a must, that someone substitutes for you
for some time on at least one day a week, Saturday
or Sunday, or else you will become sick (G5).

On the other hand, study participants also emphasized
the importance of support from family members, and
from health- and social-care professionals.

My husband and I provide care together, so it does
not become too difficult. We let each other take time
off when needed. But, if you are alone, then it is very
hard (G5).

The nurse really helped by giving advice [...]. When
you get such support, how can I put it? You feel bet-
ter (G2).

When discussing means of enduring the complex situa-
tions associated with caregiving, the participants empha-
sized the need for professional help from psychologists.
Furthermore, it also seemed that support groups could
exert a positive influence.

My opinion now is that if you see a person who is
providing care for a person with disabilities [...] who
needs special needs or nursing, you must also ask
about the condition of the relatives. The people who
are living in the same home, and who are also car-
egivers. “How are you?” [...] “Do you need any help?”
[...] yes, we do find other caregivers [to substitute for
a time], we struggle through [...]. But our psychologi-
cal life [...]; we should visit a psychologist or some-
body (G2).

I think everyone needs a psychologist. And I prob-
ably do, too (GS).

After sitting here [in the focus-group discussion] and
listening... Jesus, thank God that I am not the only
one living like this (G1).

We talked, we complained [during the focus-group
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discussion]. No one else would have understood
(G5).

Caregivers emphasized the difficulties they experi-
enced when communicating with professionals from the
health-care system. Informal caregiving has not been
integrated into the Lithuanian healthcare system and is
somewhat disregarded—the focus-group participants did
not feel like members of the health- and social-care net-
work, but rather as isolated individuals fighting against
the network. They mentioned several hurtful interactions
with the health-care system.

If such a situation occurs [the need for hospital
treatment], we go to the emergency department. And
there ... it is scary. You are left alone; you are com-
pletely alone and the situation there is terrible for
you [...] because the attitude is outrageous. [...] And
if you show a little bit of knowledge and stand up
for the person [the care receiver], you immediately
receive negative comments and questions: “maybe
you are a doctor, since you are asking all these ques-
tions?” Specifically, in my case... I usually say, ‘I am
not a medic; however, I nurse my two parents, so I
need to be somewhat interested in medicine” [...] If
you find a humane doctor, only then will you find
some compromise (G2).

I am feeling tired because I have not had a vacation
[...] for nine years; not a single day off. Really. ... She
[the care receiver] was admitted to the hospital and
the doctor [said]: “you just want to have a vacation”
No support, just negative comments... (G5).

Discussion
The present study, examining informal caregivers of older
adults with dementia, revealed a variety of experiences,
contradicting emotions, and problem-solving strategies
relating to caring for such individuals. Four main themes
of informal caregivers’ experiences were identified: (1)
learning caregiving through personal experience; (2)
implications of caregiving on social wellbeing; (3) car-
egivers’ contradictory emotions regarding care delivery;
and (4) addressing challenges regarding care provision.
Our findings show that informal caregivers obtain
their caregiving knowledge through personal experi-
ence and social networks. They seldom receive instruc-
tion from health-care providers, and are highly involved
in care management, including the correction of medi-
cation regimes. However, cases when they must exceed
the limits of their competence may result in negative
implications regarding the quality and outcomes of
care. Moreover, fear of incompetence and ignorance
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regarding care resources can also evoke psychological
distress among caregivers. The focus-group participants
expressed a need for formalized training relating to car-
egiving; several previous studies have reported similar
findings: a study performed in the United States revealed
that a caregiver-support program provided caregivers
with valuable clinical knowledge and essential skills [25];
while other studies have emphasized the benefits of train-
ing formal caregivers by teaching them basic care skills,
introducing potential care-related resources, and provid-
ing information regarding support services [26].

Our results showed that the caregivers’ social wellbe-
ing was negatively impacted by their difficult work situ-
ations. The development of caregiver-training programs
should also facilitate caregivers’ inclusion as members of
the health- and social-care team, as their input in such
care is essential. Further, specific policies that acknowl-
edge caregivers’ work, facilitate their work-life balance,
and prevent further social inequality are needed [20,
27]. Our study participants expressed anxiety regarding
their future; in Lithuania, the time one spends excluded
from the labour market performing informal caregiving
is not included in his/her work record (in contrast to the
time spent on maternity leave),which might affect future
retirement plans (as less time in the work force means
lower state-provided pension payments). Previous stud-
ies have indicated that workplace and social policies,
such as access to paid family leave, can buffer the nega-
tive financial impacts of caregiving [15].

The present results suggest that becoming a caregiver
can cause a significant transformation in one’s personal
life, including a change in work-life balance and family
relationships and a deterioration of emotional and physi-
cal health. These findings are consistent with the results
of previous studies [28]. Although the focus-group par-
ticipants reported contradictory and ambiguous feelings
regarding their situations, many positive aspects related
to care were revealed: love, possibility of returning the
care one had received over his/her lifetime, perception
of the importance of one’s own role as a caregiver, per-
sonal growth and maturity, and a sense of competence.
Such positive reflections have a beneficial effect on the
well-being of informal caregivers, and interventions that
enable caregivers to gain further positive experiences in
their roles should be encouraged [9, 29]. Moreover, tak-
ing into account that informal caregiving is an essential
component of any welfare ecosystem in the world, it
would be the time to consistently involve these aspects
into an actual discourse that could contribute to a more
positive social positioning of informal caregiving. The
focus-group discussions served as a means for reflec-
tion, expressing emotion, and information-sharing. It is
highly probable that peer-support self-help groups can
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provide similar opportunities for caregivers. Engagement
in social activities and self-help groups have previously
been found to buffer the negative impact of caregiv-
ing [30, 31]. Possible approaches for reducing high lev-
els of psychological distress and caregiver burden could
include providing peer and professional psychological
support [32], enabling caregivers to gain more positive
experiences while caregiving and enhancing their sense
of coherence [11, 29], and helping caregivers to stay
engaged in the workforce [15]. In particular, improving
caregivers’ access to peer support, in conjunction with
providing internet-based intervention programs, could
form an essential part of a comprehensive approach tar-
geting informal care resources [32]. Participants of the
aforementioned United-States-based caregiver-support
program described the caregiver support groups as a life-
line and a source of much-needed psychological support
[25]. Additionally, it should be emphasized that studies
have suggested that non-financial measures, such as lei-
sure time, psychological assistance, and training in nurs-
ing, might have a greater preventive effect on caregivers’
health than material support [6, 33].

The growing concern regarding the informal approach
towards delivering long-term care means that a reshaping
of existing care systems is necessary. First, the need for
formalization of informal caregivers’ status has become
evident [20]. Several studies conducted by the European
Commission have examined various legislative aspects of
issues relating to informal caregivers, such as work-life
balance and the quality of care provided [4, 20]. Second,
there is a need for more consistent involvement of infor-
mal caregivers in continuous care; their need for training
through structured programs has been widely discussed
in existing research [3, 18, 33, 34]. Lastly, potential con-
sequences, such as social and gender inequalities, of the
expansion of informal caregiving should be adequately
addressed, and protective policies for minimizing the risk
of caregiver overburden should be implemented [15, 27].

The present research revealed personal and sensitive
details regarding the experiences of informal caregivers
of older adults with dementia. A more in-depth analysis
of this area would be useful for fostering the improve-
ment, development, and organization of care for older
adults, which should accommodate the needs of both the
care receivers and the informal caregivers.

Research on long term care for older patients with
dementia is still missing not only in Lithuania but in
other Eastern European countries as well [35]. Reflec-
tion on cultural and historical backgrounds would
also be indisputably valuable as differing courses of
development regarding health- and social-care-ser-
vice structures can shape different expectations and
needs concerning the care of older adults, as well as
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regarding the interventions required. Research shows
that dementia prevalence rate in Eastern and Western
Europe are similar [36], and our study suggests that the
caregiving experiences are similar as well [37, 38]. This
might open the door to higher applicability of efficient
tools for improving dementia care from Western socie-
ties to the Eastern European context.

Limitations

This study has several limitations. Our participants were
approached through family physicians and psychia-
trists; therefore, it is possible that informal caregivers of
patients who are on the records of the social welfare sec-
tor would have reported different experiences.

Data suggests, that typical care providers for patients
with dementia are their spouses or children [39]. How-
ever, almost all of our study participants were from
younger generation of care receivers. This random but
specific sample might be due to the care receivers older
age (the mean age of the care receivers in our study
was 85.6 years of age, meanwhile life expectancy of the
Lithuanian population is 74.6 years [40]). Spouses of
such patients are usually in need of the care themselves
because of their own state of health (i.e. two focus group
participants cared for both parents with dementia).
Spouses providing caregiving for patients with dementia
might have had a different experience, therefore our data
might not reflect the full range experiences of a typical
dementia caregiving.

Further, we may also have missed some of the more
negative experiences of target informal caregivers, as
some of the caregivers we approached were unable to
participate in the study as a result of an inability to find a
replacement caregiver for their care receiver.

Conclusions

Becoming a caregiver involves professional and psycho-
logical development, but also requires a relevant educa-
tional background, a positive attitude, and a supportive
environment. Furthermore, this role can foster contra-
dictory feelings and differing problem-solving strategies
regarding the care of older adults with dementia. Infor-
mal caregiving largely impacts caregivers’ emotional,
physical, and social wellbeing. Therefore, in order to ease
the burden of caregiving and prevent burnout and social
disadvantages, a comprehensive approach to supporting
such individuals is needed.

Abbreviations
G1: First focus group; G2: Second focus group; G3: Third focus group; G4:
Fourth focus group; G5: Fifth focus group.



Kontrimiene et al. Int J Ment Health Syst (2021) 15:12

Acknowledgements

We would like to express our gratitude to all of the informal caregivers
who participated in the study and shared their sensitive and significant
information.

Authors’ contributions

All authors participated in conceiving the project and in developing the main
conceptual ideas. AK and JS conducted the focus group discussions, LJ and AK
analyzed the data. LJ, AK, and JS drafted the manuscript. AB and RG critically
revised the manuscript and made important suggestions regarding intellec-
tual content. All authors discussed the results and agreed on the final version
of the manuscript. All authors read and approved the final manuscript.

Funding

This document was produced based on the project “Integrated Health Care for
Senior's Mental Health: Developing an Intersectoral Cooperative Care Model”
(S-MIP-17-121), which is funded by the Research Council of Lithuania.

Availability of data and materials
The datasets generated and/or analyzed during this study are available from
the corresponding author on reasonable request.

Ethics approval and consent to participate

The Regional Committee on Biomedical Research Ethics of Kaunas approved
this study on 2018-04-23 (No. BE-2-47). All of the participants provided written
informed consent to participate in the study, and their confidentiality was
guaranteed. All participants agreed to the audio-recording and subsequent
analysis of the interviews. No names are provided in the article.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Author details

! Department of Family Medicine, Lithuanian University of Health Sciences
(LUHS), Mickeviciaus 9, 44307 Kaunas, Lithuania. 2 Department of Nursing
and Care, Lithuanian University of Health Sciences (LUHS), Eiveniy str. 4,
50161 Kaunas, Lithuania.

Received: 10 April 2020 Accepted: 14 December 2020
Published online: 20 January 2021

References

1 Lambert SD, Bowe SJ, Livingston PM, Heckel L, Cook S, Kowal P, et al.
Impact of informal caregiving on older adults’ physical and mental health
in low-income and middle-income countries: a cross-sectional, second-
ary analysis based on the WHO's study on global ageing and adult health
(SAGE). BMJ Open. 2017;7(11):e017236. https://doi.org/10.1136/bmjop
en-2017-017236.

2 Meijer E, Schout G, AbmaT. Am | my brother’s keeper? Moral dimen-
sions of informal caregiving in a neoliberal society. Health Care Anal.
2017,25(4):323-37. https://doi.org/10.1007/510728-016-0313-7.

3 Stavrianou A, Kafkia T, Mantoudi A, Minasidou E, Konstantinidou A,
Sapountzi-Krepia D, et al. Informal caregivers in Greek hospitals: a unique
phenomenon of a health system in financial crisis. Mater Socio Medica.
2018;30(2):147-52. https://doi.org/10.5455/msm.2018.30.147-152.

4. Bouget D, Spasova S, Vanhercke B. Work-life balance measures for persons
of working age with dependent relatives in Europe. A study of national
policies. European Social Policy Network (ESPN). Brussels: European Com-
mission. https://publications.europa.eu/en/publication-detail/-/publi
cation/ef6ed9fd-9a96-11e6-9bca-01aa75ed71al/language-en. Accessed
13 Nov 2019.

5. Alzheimer’s Disease International. The World Alzheimer Report. 2018: the
state of the art of dementia research: new frontiers. London: Alzheimer’s
Disease International (ADI). 2018. https://www.alz.co.uk/research/World
AlzheimerReport2018.pdf?2. Accessed 13 Nov 2019.

20.

21

22

23.

Page 9 of 10

Calvé-Perxas L, Vilalta-Franch J, Litwin H, Turré-Garriga O, Mira P, Garre-
Olmo J. What seems to matter in public policy and the health of informal
caregivers? A cross-sectional study in 12 European countries. PLoS ONE.
2018;13(3):e0194232. https://doi.org/10.1371/journal.pone.0194232.
Organisation for Economic Co-operation and Development (OECD).
Renewing priority for dementia: where do we stand? Policy brief. OECD.
2018. http//www.oecd.org/health/health-systems/Renewing-priority-
for-dementia-Where-do-we-stand-2018.pdf. Accessed 13 Nov 2019.
World Health Organization. Mental health atlas 2017. Licence: CC BY-NC-
SA 3.0 IGO. Geneva: World Health Organization. 2018. http://www.who.
int/mental_health/en/. Accessed 13 Nov 2019.

Boogaard JA, van der Steen JT, de Boer AH, van Groenou MIB. How is
end-of-life care with and without dementia associated with informal
caregivers outcomes? Am J Hosp Palliat Care. 2019;36(11):1008-15. https
///doi.org/10.1177/1049909119836932.

Bremer P, Cabrera E, Leino-Kilpi H, Lethin C, Saks K, Sutcliffe C, et al. Infor-
mal dementia care: consequences for caregivers'health and health care
use in 8 European countries. Health Policy. 2015;119(11):1459-71. https://
doi.org/10.1016/j.healthpol.2015.09.014.

del Pino-Casado R, Espinosa-Medina A, Lopez-Martinez C, Orgeta V. Sense
of coherence, burden and mental health in caregiving: a systematic
review and meta-analysis. J Affect Disord. 2019;242:14-21. https://doi.
0rg/10.1016/jjad.2018.08.002.

Cooper C, Balamurali TBS, Livingston G. A systematic review of the preva-
lence and covariates of anxiety in caregivers of people with dementia. Int
Psychogeriatr. 2007;19(2):175-95. https://doi.org/10.1017/5104161020
6004297.

Morlett Paredes A, Perrin PB, Peralta SV, Stolfi ME, Morelli E, Arango-
Lasprilla JC. Structural equation model linking dementia cognitive func-
tioning, caregiver mental health, burden, and quality of informal care in
Argentina. Dementia. 2017;16(6):766-79. https://doi.org/10.1177/14713
01215617080.

Zwar L, Kénig H-H, Hajek A. Consequences of different types of informal
caregiving for mental, self-rated, and physical health: longitudinal find-
ings from the German Ageing Survey. Qual Life Res. 2018;27(10):2667-79.
https://doi.org/10.1007/511136-018-1926-0.

Greenfield JC, Hasche L, Bell LM, Johnson H. Exploring how workplace
and social policies relate to caregivers'financial strain. J Gerontol Soc
Work. 2018;61(8):849-66. https://doi.org/10.1080/01634372.2018.14878
95.

Sambasivam R, Liu J, Vaingankar JA, Ong HL, Tan M-E, Fauziana R,

et al. The hidden patient: chronic physical morbidity, psychological
distress, and quality of life in caregivers of older adults. Psychogeriatrics.
2019;19(1):65-72. https://doi.org/10.1111/psyqg.12365.

Groenewegen PP, Dourgnon P, Gref3 S, Jurgutis A, Willems S. Strengthen-
ing weak primary care systems: steps towards stronger primary care

in selected Western and Eastern European countries. Health Policy.
2013;113(1-2):170-9. https://doi.org/10.1016/j.healthpol.2013.05.024.
Kiizova E, Janeckova H, Bélacek J. Family carers’ perspectives on inte-
grated community care in the Czech Republic. Cent Eur J Public Health.
2016;24(4):289-96. https://doi.org/10.21101/cejph.a4463.

Sheiman |, Shishkin S, Shevsky V. The evolving Semashko model of pri-
mary health care: the case of the Russian Federation. Risk Manag Healthc
Policy. 2018;11:209-20. https://doi.org/10.2147/RMHPS168399.

Zigante V. Informal care in Europe-exploring formalisation, availability and
quality. Brussels: European Commission B-1049; 2018. https://ec.europ
a.eu/social/main jsp?catld=738&langld=en&publd=8106&type=2&furth
erPubs=no. Accessed 13 Nov 2019.

Gevorgianiene V, Pilkyte D. Seimos nariy patirtis globojant Alzheimerio
liga sergancius artimuosius (Experiences of family members taking care
of family members suffering from alzheimer’s disease). Socialinéteorija
empirija politikairpraktika. 2016;12:21-38. https://doi.org/10.15388/STEPP
.2016.12.9815 (In Lithuanian).

Uzaite V, Naujaniene R. Artimujy, globojanciysenoamziauszmogysei
moje, patirti [The experience of caregiver: older age person in family].
Socialinéteorija empirija politikairpraktika. 2006;3:118-30. https://doi.
0rg/10.15388/STEPP2006.3.8580 (In Lithuanian).

Kontrimiene A, Sauseriene J, Liseckiene |, Valius L, Jaruseviciene L. Insights
into the system of care of the elderly with mental disorders from the
perspective of informal caregivers in Lithuania. Int J Ment Health Syst.
2019;13:55. https://doi.org/10.1186/513033-019-0311-x.


https://doi.org/10.1136/bmjopen-2017-017236
https://doi.org/10.1136/bmjopen-2017-017236
https://doi.org/10.1007/s10728-016-0313-7
https://doi.org/10.5455/msm.2018.30.147-152
https://publications.europa.eu/en/publication-detail/-/publication/ef6ed9fd-9a96-11e6-9bca-01aa75ed71a1/language-en
https://publications.europa.eu/en/publication-detail/-/publication/ef6ed9fd-9a96-11e6-9bca-01aa75ed71a1/language-en
https://www.alz.co.uk/research/WorldAlzheimerReport2018.pdf?2
https://www.alz.co.uk/research/WorldAlzheimerReport2018.pdf?2
https://doi.org/10.1371/journal.pone.0194232
http://www.oecd.org/health/health-systems/Renewing-priority-for-dementia-Where-do-we-stand-2018.pdf
http://www.oecd.org/health/health-systems/Renewing-priority-for-dementia-Where-do-we-stand-2018.pdf
http://www.who.int/mental_health/en/
http://www.who.int/mental_health/en/
https://doi.org/10.1177/1049909119836932
https://doi.org/10.1177/1049909119836932
https://doi.org/10.1016/j.healthpol.2015.09.014
https://doi.org/10.1016/j.healthpol.2015.09.014
https://doi.org/10.1016/j.jad.2018.08.002
https://doi.org/10.1016/j.jad.2018.08.002
https://doi.org/10.1017/S1041610206004297
https://doi.org/10.1017/S1041610206004297
https://doi.org/10.1177/1471301215617080
https://doi.org/10.1177/1471301215617080
https://doi.org/10.1007/s11136-018-1926-0
https://doi.org/10.1080/01634372.2018.1487895
https://doi.org/10.1080/01634372.2018.1487895
https://doi.org/10.1111/psyg.12365
https://doi.org/10.1016/j.healthpol.2013.05.024
https://doi.org/10.21101/cejph.a4463
https://doi.org/10.2147/RMHP.S168399
https://ec.europa.eu/social/main.jsp?catId=738&langId=en&pubId=8106&type=2&furtherPubs=no
https://ec.europa.eu/social/main.jsp?catId=738&langId=en&pubId=8106&type=2&furtherPubs=no
https://ec.europa.eu/social/main.jsp?catId=738&langId=en&pubId=8106&type=2&furtherPubs=no
https://doi.org/10.15388/STEPP.2016.12.9815
https://doi.org/10.15388/STEPP.2016.12.9815
https://doi.org/10.15388/STEPP.2006.3.8580
https://doi.org/10.15388/STEPP.2006.3.8580
https://doi.org/10.1186/s13033-019-0311-x

Kontrimiene et al. Int J Ment Health Syst

24.

25.

26

27.

28.

29

30

31

32

33

(2021) 15:12

BraunV, Clarke V. Using thematic analysis in psychology. Qual Res Psychol.

2006;3(2):77-101. https://doi.org/10.1191/14780887060p0630a.
Bruening R, Sperber N, Miller K, Andrews S, Steinhauser K, Wieland

GD, et al. Connecting caregivers to support: lessons learned from the

VA caregiver support program. J Appl Gerontol. 2019. https://doi.
org/10.1177/0733464818825050.

Peterson K, Hahn H, Lee AJ, Madison CA, Atri A. In the information age,
do dementia caregivers get the information they need? Semi-structured
interviews to determine informal caregivers'education needs, barriers,
and preferences. BMC Geriatr. 2016;16(1):164. https://doi.org/10.1186/
$12877-016-0338-7.

Broese van Groenou M, de Boer A, Putters K, Henkens K, Nies H, Dykstra
PA, et al. Symposium De toekomst van de informelezorg (Symposium the
future of informal care). Tijdschr Gerontol Geriatr. 2017;48(2):77-88. https
://doi.org/10.1007/512439-017-0208-6.

Moral-Ferndndez L, Frias-Osuna A, Moreno-Camara S, Palomino-Moral PA,
Del-Pino-Casado R.The start of caring for an elderly dependent family
member: a qualitative metasynthesis. BMC Geriatr. 2018;25(1):228. https
://doi.org/10.1186/512877-018-0922-0.18) .

Quinn C, Toms G. Influence of positive aspects of dementia caregiving on
caregivers well-being: a systematic review. Gerontologist. 2018. https://
doi.org/10.1093/geront/gny168.

Schiiz B, Czerniawski A, Davie N, Miller L, Quinn MG, King C, et al. Leisure
time activities and mental health in informal dementia caregivers. Appl
Psychol Health Well-Being. 2015;7(2):230-48. https://doi.org/10.1111/
aphw.12046.

Akgun-Citak E, Attepe-Ozden S, Vaskelyte A, van Bruchem-Visser RL,
Pompili S, Kav S, et al. Challenges and needs of informal caregivers in
elderly care: qualitative research in four European countries, the TRACE
project. Arch Gerontol Geriatr. 2020;87:103971. https://doi.org/10.1016/].
archger2019.103971.

Sherifali D, Ali MU, Ploeg J, Markle-Reid M, Valaitis R, Bartholomew A, et al.
Impact of internet-based interventions on caregiver mental health: sys-
tematic review and meta-analysis. J Med Internet Res. 2018;20(7):e10668.
https://doi.org/10.2196/10668.

Aksoydan E, Aytar A, Blazeviciene A, van Bruchem-Visser RL, Vaskelyte A,
Mattace-Raso F, et al. Is training for informal caregivers and their older

34

35

36

37

38

39.

40.

Page 10 of 10

persons helpful? A systematic review. Arch Gerontol Geriatr. 2019;83:66—
74. https://doi.org/10.1016/j.archger.2019.02.006.

Horne F, Burns P, Traynor V, Gillespie R, Mullan J, Baker A, et al. Managing
medications for individuals living with a dementia: evaluating a web-
based information resource for informal carers. Int J Older People Nurs.
2018;13(3):212198. https://doi.org/10.1111/0pn.12198.

Genet N, Boerma WG, Kringos DS, et al. Home care in Europe: a system-
atic literature review. BMC Health Serv Res. 2011;11:207. https://doi.
org/10.1186/1472-6963-11-207.

Kiejna A, Frydecka D, Adamowski T, Bickel H, Reynish E, Prince M, Carac-
ciolo B, Fratiglioni L, Georges J. Epidemiological studies of cognitive
impairment and dementia across Eastern and Middle European countries
(epidemiology of dementia in Eastern and Middle European Countries).
Int J Geriatr Psychiatry. 2011;26:111-7. https://doi.org/10.1002/gps.2511.
Daley S, Murray J, Farina N, et al. Understanding the quality of life of
family carers of people with dementia: development of a new concep-
tual framework. Int J Geriatr Psychiatry. 2019;34(1):79-86. https://doi.
0rg/10.1002/gps.4990.

Sutcliffe CL, Roe B, Jasper R, Jolley D, Challis DJ. People with dementia and
carers' experiences of dementia care and services: outcomes of a focus
group study. Dementia. 2015;14(6):769-87. https://doi.org/10.1177/14713
01213511957.

Nichols LO, Martindale-Adams J, Burns R, Graney MJ, Zuber J. Typical and
atypical dementia family caregivers: systematic and objective compari-
sons. Int J Aging Hum Dev. 2011;72(1):27-43. https://doi.org/10.2190/
AG.72.1b.

OECD/European Observatory on Health Systems and Policies. Lithuania:
Country Health Profile 2017, State of Health in the EU, OECD Publishing,
Paris/European Observatory on Health Systems and Policies, Brussels.
2017. https://doi.org/10.1787/9789264283473-en.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

Ready to submit your research? Choose BMC and benefit from:

fast, convenient online submission

thorough peer review by experienced researchers in your field

rapid publication on acceptance

support for research data, including large and complex data types

gold Open Access which fosters wider collaboration and increased citations

maximum visibility for your research: over 100M website views per year

K BMC

At BMC, research is always in progress.

Learn more biomedcentral.com/submissions



https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1177/0733464818825050
https://doi.org/10.1177/0733464818825050
https://doi.org/10.1186/s12877-016-0338-7
https://doi.org/10.1186/s12877-016-0338-7
https://doi.org/10.1007/s12439-017-0208-6
https://doi.org/10.1007/s12439-017-0208-6
https://doi.org/10.1186/s12877-018-0922-0
https://doi.org/10.1186/s12877-018-0922-0
https://doi.org/10.1093/geront/gny168
https://doi.org/10.1093/geront/gny168
https://doi.org/10.1111/aphw.12046
https://doi.org/10.1111/aphw.12046
https://doi.org/10.1016/j.archger.2019.103971
https://doi.org/10.1016/j.archger.2019.103971
https://doi.org/10.2196/10668
https://doi.org/10.1016/j.archger.2019.02.006
https://doi.org/10.1111/opn.12198
https://doi.org/10.1186/1472-6963-11-207
https://doi.org/10.1186/1472-6963-11-207
https://doi.org/10.1002/gps.2511
https://doi.org/10.1002/gps.4990
https://doi.org/10.1002/gps.4990
https://doi.org/10.1177/1471301213511957
https://doi.org/10.1177/1471301213511957
https://doi.org/10.2190/AG.72.1.b
https://doi.org/10.2190/AG.72.1.b
https://doi.org/10.1787/9789264283473-en

	Qualitative research of informal caregivers’ personal experiences caring for older adults with dementia in Lithuania
	Abstract 
	Background: 
	Methods: 
	Results: 
	Conclusions: 

	Background
	Methods
	Study design
	Participants
	Data collection
	Data analysis

	Results
	Learning caregiving through personal experience
	Implications of caregiving on social wellbeing
	Caregivers’ contradictory emotions regarding care delivery
	Addressing challenges regarding care provision

	Discussion
	Limitations

	Conclusions
	Acknowledgements
	References




