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Abstract
Background Dementia is considered to be a signi�cant cause of disability and dependency for older
people worldwide and it raises di�culties in providing adequate formal and informal assistance.
Research on the experience of long-term care (LTC) services for older people with dementia is scarce in
Eastern European countries. This study aimed to understand the system of care for older people with
dementia from the perspective of health and social care workers providing LTC services in Lithuania.
Methods A total of 72 primary health care and social care professionals from public and private
institutions in Kaunas city participated in this study. One-to-one interviews were conducted with family
physicians, community nurses, psychiatrists, psychiatric nurses, and social workers. A vignette situation
of two �ctitious patients with dementia and their informal caregiver was discussed during the interviews.
Data were analyzed using thematic analysis by induction approach. Results Thematic analysis of the
data revealed two main themes: LTC provision trajectory, and three-dimensional relationship perception in
realization of LTC activities. LTC provision trajectory re�ected activities performed as a response to the
described situation embracing formal procedures for the endorsement of LTC needs as well as the range
of LTC services. Three-dimensional relationship perception in realization of LTC activities mirrored the
participants’ relationships with themselves, with each other, and with the informal caregiver. Conclusions
Our study revealed the potential of complex measures that could be instrumental for the re�nement of the
caregiving process. First, a change in the special needs’ endorsement logic is needed, shifting focus from
medical diagnosis to functional abilities assessment. Second, establishing clear procedures for formal
cooperation between the health and social care sectors in the trajectory of LTC service provision. Finally,
�nding an adequate balance between LTC and institutional care by creating a wider range of LTC
services. A more consistent and coordinated delivery of services by both health and social care sectors
seems to be an untapped resource for the improvement of the LTC potential.

Background
Aging population dramatically challenges the socio-economic, health, and social care areas of the
Western societies of middle- and high-income countries [1]. Multiple chronic conditions, including
dementia are present in approximately 80% of older adults creating increasing pressure on care systems
worldwide [2]. Dementia is seen as a signi�cant cause of disability and dependency in older people,
which also has a profound impact on the lives of their families and communities [3, 4]. It is estimated
that the number of people living with dementia worldwide is currently over 50 million and may increase
up to 152 million by 2050 [5]. This creates a signi�cant economic burden of dementia care on patients,
their informal caregivers, and health care systems [6]. However, it is nursing and informal care, and not
the direct medical costs, that contribute the most to the total care costs of patients with dementia (e.g.,
home-based long-term care (LTC), nursing homes) [4, 6]. Furthermore, it negatively affects the work
e�ciency and employability of the informal caregivers in the labor market [4, 6].

Research suggests that patients with complex LTC needs experience multiple parallel care processes,
which may have con�icting or competing goals within their individual patient trajectories [7]. Thus, the
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reorganization of social and health care processes focusing on dementia patients has become one of the
top priorities across countries, and a large array of tools, including attitudinal, organizational, and
regulatory transformation of care delivery, have been applied with the aim to foster integrated service
delivery [3, 7–10]. Studies indicate that a partnership between health care and social services results in
higher user satisfaction with the care received [11, 12], and lower avoidable health care use and spending
[13]. However, different collaborative actions and frameworks of integrated care are being discussed to
meet the needs of country-speci�c health and social care systems, taking into account the cultural and
national aspects of the systems [14–16].

Fragmentation of health and social care in providing LTC remains an alarming issue in Lithuania.
Previous legislative attempts to foster collaboration between these sectors, such as funding of joint
activities, had a low impact on service provision and left organizational frameworks unchanged [17, 18].
Lack of collaboration is especially detrimental in the context of �nancial strain—spending on social
protection per person in Lithuania barely reaches half of the EU average [19]; the health expenditure in the
�nancial year 2017 accounted for 6.5% of the GDP, which was substantially lower than the EU average of
9.8% [20]. Health care spending on LTC is 7.9% below the EU average [20]. The demand for both
institutional and home care provision widely exceeds the supply [21], and as a consequence, the number
of avoidable hospitalizations is high [22]. The �nancial expression of these circumstances was
illustratively re�ected in a previous research comparing the cost of dementia in different regions of the
world: the direct social cost of dementia in Eastern Europe (EE) is relatively low (20.7%) as compared to
the global mean (40.1%); however, health care and informal care are comparatively overloaded (direct
health care costs in EE were 24.1% compared to the global mean of 19.5%; informal care costs in EE were
55.2% compared to the global mean of 40.4%) [23].

Lack of partnership and coordination of care activities between health and social care sectors could
negatively affect the well-being and safety of older patients with dementia and impose an additional
burden on their informal caregivers [24, 25]. Various efforts have been made to address the Lithuanian
situation of care for older patients with complex needs including dementia, mainly focusing on the
experience of informal caregivers [26, 27], piloting the integrated care delivery project [28, 29]. However,
research on long term care for older patients with complex needs is missing not only in Lithuania, but
also in other Eastern European countries [21, 30]. Therefore, this study aimed to bridge this research gap,
assessing the partnership between the formal caregivers from health care and social sectors providing
LTC services for the older patients with dementia in Lithuania.

Methods

This study is a part of a larger project titled “Integrated Health Care for Senior’s Mental Health: Developing

an Intersectoral Cooperative Care Model.” three-year project (2017-2020) is �nanced by the Lithuanian

Research Council (S-MIP-17-121). The aim of the project is to develop a better understanding of the

primary health care and social care collaboration and management of older people with mental disorders
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and their informal caregivers, and to �nd pathways for improvement in care. The views regarding the care

system held by the informal caregivers attending to elderly patients with mental disorders have been

discussed elsewhere [31]. The focus of this study was to understand the system of care for older patients

with dementia in Lithuania from the perspectives of family physicians (FPs), community nurses (CNs),

psychiatrists (PPs), psychiatric nurses (PNs), and social workers (SWs).

The Regional Committee on Biomedical Research Ethics of Kaunas approved this study on 2018-04-23

(No:BE-2-47).

Context of Lithuanian health care and social care systems

Lithuanian primary health care consists of public and private primary health care centers, which work

under agreement with the National Sickness Fund (NSF) and provide free of charge services to the

patients. The main PHC providers are family physicians and community nurses, and the main providers

of primary psychiatric care are psychiatrists, psychiatric nurses, social workers, and psychologists. The

special needs of the older people in Lithuania are of two types: permanent care and permanent nursing.

Both types of special needs provide different levels of �nancial bene�ts, reimbursement of medicines and

technical assistance devices, and the provision of health and social care services including LTC, provided

by community nurses on incentivized basis. Home social care services are provided through social

service centers owned by the municipalities. Health care services are free of charge while social care

services require co-payment.

 

Study design

A vignette study method was chosen to get a deeper understanding of the viewpoint of the different

professionals involved in the care of the older people with dementia. The theoretical framework of the

vignette investigation had two main elements: professional practice experience at the micro level (i.e.,

formal procedures, range of functions, and challenges in formal caregiving) and intersectoral

collaboration trajectory (i.e., pathways of partnership between sectors and challenges of mutual

collaboration). We chose the vignette method as it allows for better insights into the micro level of health
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and social care systems and reveals the personal experiences of professionals engaged in the processes

of care.

A vignette situation involving two �ctitious patients (spouses) with dementia and their daughter was

created by our group of researchers based on a previous research with informal caregivers [26] and the

opinions of experts. The vignette was piloted with a group of experts, which included all the professions

to be included later in the study, that is, family physicians, community nurses, psychiatrists, psychiatric

nurse, and social worker. Revisions were made to the vignette based on their feedback. The �nal version

of the vignette was approved by both the experts and the researchers. Five open-ended questions to be

presented following the situation were prepared for the participants (Table 1). All participants signed

informed consent forms and were informed about the course of the study. Participants were provided

with information on con�dentiality and the opportunity to withdraw from the study at any time.

 

Table 1. Question for the vignette situation

1.       What would you identify as the main problems in this situation?

2.       How do you usually find out about this situation?

3.       How would you deal with this case: what would you do during this visit?

4.       How would you deal with this case: what would be your long-term care plan?

5.       What is your experience with other professionals in dealing with such situations?

 

Data collection

The study was conducted in Kaunas, which is a highly urbanized central city in Lithuania. The data was

collected during the spring and summer of 2019. Primary health care professionals from public and

private clinics of Kaunas city were invited to participate in the study. Snowball sampling was used to

invite professionals from different practices who were willing to participate in the study.
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Four researchers specially trained in qualitative data gathering conducted the interviews. Most of the

interviews were handwritten, as a majority of the participants refused to be audiotaped during the

interview. Therefore, we decided to increase the sample size to ensure the reliability of the data even

though data saturation was achieved relatively earlier in the process of data collection.

Data analysis

Data were analyzed using thematic analysis by induction approach [32]. Two independent researchers

analyzed the data and created codes, which were later combined into categories from which the main

themes were formed. Discrepancies in analysis were discussed and a unanimous decision was reached

between the researchers. Verbatim extracts of the participants’ interview data have been used to illustrate

the categories. The source of each illustration has been labeled at the end of the quote (e.g., "CN2"

denotes the number of an interview with a community nurse), omitted sentences have been marked with

bracketed ellipses […], and researchers’ comments have been given in brackets (e.g., [family physician]).

Results

Participants

A total of 72 participants took part in the study (Table 2), of which 68 were women. Mean age of the

participants was 48 years (SD=11.65). One half of the participants comprised of family physicians and

community nurses (n=19 and n=18, respectively), and the rest were psychiatrists (n=13), psychiatric

nurses (n=10), and social workers (n=12). The participants worked at private (n=24) and public (n=48)

primary health care centers. The sociodemographic data of the participants are presented in Table 2.

 

Table 2. Sociodemographic data of the participants
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Indicator n %

Gender    

Female 68 94.4

Male 4 5.6

Mean age (years) 48 (SD* 11.65)

min 22; max 70

IQR** 18.75

Profession    

Family physician 19 26.4

Community nurse 18 25.0

Psychiatrist 13 18.1

Social worker 12 16.7

Psychiatric nurse 10 13.9

Type of practice    

Public 48 66.7

Private 24 33.3

Total number of participants 72  

100.0

 

*SD – standard deviation **IQR – interquartile range

 

Long-term care provision trajectory

Formal procedures for endorsement of LTC needs. The study participants of all professional pro�les

stressed the necessity to execute the formal application of special needs endorsement to the competent

institution. Formal identi�cation of special needs seems to be a launching mechanism of LTC services

both for nursing and social care services: “We wouldn’t get to these people because they don’t have

special nursing needs [...] we only go when they have special nursing needs [...],” SW3. However, the

participants expressed that the execution of this formal requirement has exceptions in the health care
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sector and depends on the medical criteria. The participants expressed doubts whether the status of both

the patients presented in the vignette could qualify the formal criteria for special needs endorsement.

It is difficult for them to leave the house. Although, it is unlikely that they would be

identified with special nursing needs because they are not bedridden. We have situations in

the visiting care where the [functional] condition of people is very poor and special nursing

needs are not established […], SW3

Range of LTC services. The participants’ experiences indicate that the formal endorsement of special

needs unlocks the LTC possibilities realized by health and social care providers. The spectrum of services

provided at the patient’s home ranges from education of informal caregivers (performed by GPs or CNs),

to assistance in medication management (performed by CNs), bedsore treatment (performed by CNs),

and general household assistance (performed by CNs or SWs) with the involvement of municipal bodies

and non-pro�t organizations. Institutional nursing, in contrast to home care, seems to be accessible to all

patients with and without special needs endorsement. This possibility was repeatedly mentioned by all

the participants as the only tangible long or short-term solution to the situation: “I would recommend

inpatient treatment in a nursing hospital until a further decision is made on how to organize patient care,”

CN16.

 

Three-dimensional relationship perception in realization of LTC activities

Relationships between health and social care providers. The participants’ insights revealed that

cooperation between health and social care providers is weak and abstruse. Both health and social care

providers admitted facing challenges for partnership, ranging from di�culties in information sharing

about the particular needs of the patient to a more general non-cooperative attitude between the sectors

as there is no routine feedback regarding the patient care needs from either side.

Facing organizational aspects – workers do not answer, are on holidays or business trips or

on sick leaves and there is no one to replace them, you leave your contact information, but

no one calls back. I ask for feedback, but it’s not there. I pass on the information and you
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don’t know what’s going on, you don’t get answers. There is no cooperation with the social

services department, no feedback, SW1.

When there is no communication, there are no problems. We don’t have a social worker, so

we don’t even know what they can do. We try to solve the problems together with the

informal caregivers, FP3.

The following circumstances, unfolded by the participants, may underlie this non-cooperative attitude:

Health and social care sectors are two different cultural systems fairly uninformed of

each other. The participants revealed discrepancies in professional goals of health and

social care providers and a lack of experience in arriving at common priorities.

They [physicians] don't have time and you feel underappreciated for the work. You try to be

a professional in your field, but there is an imposition of opinion, they seem to know

everything, overestimated self-esteem. Lack of cooperation, communication, different

priorities, high workloads, SW1.

It appears that health care providers lack the knowledge of the social care sector

structure and are poorly informed about social workers’ roles and functions.

Additionally, the providers from each sector lack contacts in the other sector and do

not know where to look for them.

I tried many times to look for [a social worker] but failed. I also searched the Internet

and called. They don’t have enough staff and the waiting list is long. I called private ones

directly. There is no feedback from public ones, FP7.

Another aspect affecting potential cooperation between the professionals from the two

sectors is attitudinal: unfriendliness and unwillingness to cooperate.

The attitude of the medics is that we are better than you. This status comes across

strongly, not mildly. As if we are the lowest link. I don’t feel that way. Maybe the older

generation feels that way. I really don’t feel inferior and interact with doctors as I do
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with those on my own level, but [...] when I worked in the visiting service, it really felt

bad, SW4.

Doctors look down at our profession. They don’t want to communicate with us; they

don’t come down to our level, SW3.

There are no systematic approaches that would favor a partnership between social and health care

sectors on the providers’ level. Social care providers indicated that individual motivation for partnership

from the medical professionals’ side is low, and representatives of both sectors indicated that there are

no o�cial pathways for intersectoral collaboration.

We come to an agreement with the private ones [social care providers], we cooperate very

well, but it is difficult with the public ones, FP7.

They [social workers] are hard to find because they are working only in the eldership. It is

not clear where exactly to call, under what circumstances it is acceptable to call, FP11.

Relationships with informal caregivers. Informal caregivers were perceived as the central �gure in care

organization and provision by all the participants. Health and social care providers expressed three types

of reactions toward informal caregivers (the patient’s daughter in the vignette situation): pressure,

empathy, and guidance. All the participants underlined that the responsibility for control of the situation

lies with the patient’s daughter. They called it “the constitutional duty” (PPs) of the daughter to care for

her parents, and intended to push her “to seek solutions” (GPs).

I prescribe medication and practically nothing more. Explain to the relatives about nursing

home and special nursing needs identification. I will also explain that it is their

constitutional duty to take care of their parents. I have my own grandmother who is 96

years old; we have hired help. We tried to care for her ourselves, went crazy after a week,

and looked for another way, PP12.

However, some respondents expressed a more empathetic attitude toward the informal caregiver,

questioning her ability to take full responsibility for the care of her parents, stressing the need to share her
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perspective on the situation, and to pay attention to her personal expectations and her own needs for

assistance.

Relatives also need time. All information needs to be gathered and all options considered by

the relatives. Maybe there would be those who want to help. It would be good for them

[patients] to live in their own home, they have their own feelings and their own experiences,

who knows if they would let a stranger into the house [...], PN8.

The participants seldom pointed out the guiding information that could increase the informal caregiver’s

general awareness about care organization (i.e., information on where to seek assistance – CNs), or

shared their competence in speci�c care aspects (i.e., fall prevention – GPs).

 

Self-relationship with LTC provision. The participants perceived the vignette situation of two older people

with dementia as an overwhelming challenge triggering feelings of helplessness and frustration

regarding the lack of professional possibilities for assistance, yet a responsible willingness to help.

I can’t say anything good about this situation. You are powerless, PP12.

Since I’ve already come, I’d probably fix that ulcer. I don’t know what I can do anymore,

CN2.

The situation is clearly impossible to solve, because I could give all my money and that

would not be enough [...], SW10.

Discussion
This study revealed challenges faced by health care and social care representatives providing services for
older people with dementia in Lithuania. The main �ndings of our work suggest that scarcity of funding
is not the sole explanation of inadequately addressed LTC needs of older people with dementia in
Lithuania. Bureaucratic formalities limiting the opportunities for the provision of LTC services until the
special needs are determined, a deep reliance on medical and especially on institutional care, and a lack
of partnership within and between the sectors result in the helplessness of formal providers and increase
the pressure on the informal caregivers.
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These results are consistent with previous �ndings that the provision of LTC in Lithuania is heavily placed
on the medical sector [23]. The participants argued that formal endorsement for LTC needs is based on
medical criteria and that the endorsement procedure could solely be initiated by the health care
professionals. Moreover, medical care, including in-patient care, is the only LTC possibility for patients
without formal endorsement of special needs. This could explain why the health care costs for dementia
in Eastern European countries exceed social care costs, while the global pattern is the complete opposite,
that is, social care costs are at least twice as high as the medical costs [5, 23]. Thus, the concerted push
expressed by health care and social care service providers toward informal caregivers to take the full
responsibility for the management of the situation revealed in our study could serve as a characteristic
illustration of informal care overload in the context of low social spending on LTC.

Complex solutions must be discussed in searching for a way out from this tense situation. Increasing
social spending on LTC needs should perhaps be the top priority of any political manifesto. Further, home
care development to meet both medical and non-medical needs of the older people should be
emphasized. Decreasing bureaucratic requirements, expansion of the spectrum of LTC services, tailoring
the format of the visits to the needs of the patients, and expanding service delivery with a self care
component [33, 34] are a few changes that could be made for a more sensitive response to the LTC needs
and a more balanced distribution of the LTC burden. Well-developed home care is proven to have positive
effect on lowering re-hospitalization rates, thus, diminishing medical care costs [33]. The recent
legislative amendments by the Ministry of Health, considerably enlarging the home care “gates” for all the
people who are in need of LTC services regardless of the presence/absence of a formal endorsement for
LTC needs, could be a step forward in this direction [35]. These developments could have a positive
impact on �nding a balance between home care and institutional care in Lithuania.

A majority of the participants in our study discussed the opportunity of institutional care as the singular
solution for older patients with dementia. The national policy enabling the possibility to receive up to 104
nursing services per year at home only in the case of a formal endorsement for special needs [35], but not
applying this requirement for institutional nursing up to 120 days per year [17], embodies the intrinsic
Lithuanian reliance on institutional care. Research indicates that Eastern and Southern European
countries often follow this pattern, while Nordic and some Continental European countries put much more
emphasis on community and home-based care [21]. However, prioritization of home care over residential
care should go in line with the establishment of su�cient home-based LTC services [21].

Partnership between health care and social service providers is proven to have a positive impact on user
satisfaction as well as leading to a more e�cient use of the resources [13, 36, 37]. Leading health care
positions in LTC provision revealed in our study could also be exploited in a positive way. Research
indicates that greater centrality of health care organizations in collaborative networks of health care and
social care services organizations results in higher performance of these networks, expressed in the form
of lower avoidable health care use and spending on older adults [13].
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However, the need for better coordination between social and health care sectors and the higher
understanding of the social care system revealed in our study are not previously unknown issues [38, 39].
Our data suggest that the attitude of non-cooperation between social and health care providers, and a
lack of systematic approaches for e�cient collaboration (e.g., uncertainties about professional roles and
functions, lack of mutual formal communication pathways) hamper provisions of integrated care for
patients with complex needs. Previous research indicates that a policy shift toward integration is not an
easily achievable task, as individual innovators, and not legal imperatives are often the key drivers of
change [8]. A study assessing the different types of collaborative ties between healthcare and social care
services organizations concluded that co-sponsoring projects could be listed among the most effective
ways of fostering effective partnerships [13]. Finally, the importance of social environment and
community involvement in LTC delivery should be emphasized. Research indicates that partnerships
should overstep the boundaries of formal health care and social service organizations; higher performing
communities also have strong informal support networks, partnerships with faith-based organizations,
grassroots organizations, and advocacy efforts [40].

Limitations
The �ndings of this study are based on the subjective personal insights of health care and social care
professionals as a response to a speci�c vignette situation. Moreover, the study was conducted with
professionals working in a highly urbanized setting; the experiences of professionals from rural areas
may differ. Another limitation of the study could be related to the participants’ subjective representations
where health care sector outweighed the social services. We suggest that further studies on the subject
should utilize triangulation research wherein interview data are complemented by objective observational
data.

Conclusions
The present study revealed the potential factors that could have a positive impact on the caregiving
process and possibly decrease the perceived di�culties of formal caregivers. Comprehensive measures
summarized in following three points should be addressed when developing an LTC improvement
strategy. First, facilitating the endorsement of special needs should be a priority and should not be based
solely on the patient’s medical condition, but rather on their functional abilities. Second, improvements
should focus on the establishment of clear procedures for formal cooperation between the health care
and social care sectors in the trajectory of LTC service provision, with a higher awareness of the functions
and roles of the representatives of both the sectors. Finally, strengthening LTC provision should focus on
a more adequate balance between home care and institutional care by creating a wider range of LTC
services. A more consistent and coordinated delivery of services by both the health care and social care
sectors seems to be an untapped resource for the improvement of the LTC potential.
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FPs – family physicians

IQR- interquartile range

LTC- long-term care

OECD- Organisation for Economic Co-operation and Development

PHC- Primary Health Care

PNs- psychiatric nurses

PPs- psychiatrists

SD- standard deviation

SWs- social workers

WHO – World Health Organization
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