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ABSTRACT

This paper presents findings from a study which investigated
the information needs of caregivers (CGs) of persons with
Alzheimer’s Disease (AD) in Croatia, a country where the
health and social care systems for AD patients and their
CGs are not fully established nor efficient. The study was
conducted with the help of qualitative content analysis on
the total population of initial posts (N = 83) on the Croatian
Internet Forum (Forum.hr) from May 2005 through January
2019. The analysis revealed that CGs’ information needs fall
into the following categories: information about the disease,
medication/treatment, coping with the disease, physicians,
available services, general care for the AD patient, legal and
financial issues, and faith. The analysis further revealed that
CGs post on this online discussion list not only when they
require specific information or advice, but also to describe
their situation and experiences and to share practical informa-
tion that they think will help others, and also to seek emo-
tional support.
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INTRODUCTION

Based on the comprehensive collection of data about the size
and complexity of the challenges of dementia and practical case
studies fromaround theworld, in 2012, theWorldHealthOrga-
nization (WHO) and Alzheimer’s Disease International (ADI)
called upon governments, policymakers and other stakeholders
to recognize dementia as a global public health priority, imple-
ment sustained action and coordination across multiple levels
and with all stakeholders, and develop national dementia plans
and strategies (Dementia, 2012). The prevalence of dementia is
expected to explode in the coming years with an increasingly

aging population. For this reason, an urgent and serious focus
on Alzheimer’s Disease (AD) is required in order to make
health and social care systems informed and responsive to this
impending threat. It is estimated by the WHO that in 2017
worldwide around 50 million people have dementia, with
nearly 10 million new cases every year (World Health Organi-
zation, 2017). Also, the percentage of people with Alzheimer’s
dementia increases with age: 3 percent of people ages 65–74,
17 percent of people ages 75–84, and 32 percent of people ages
85 and older have Alzheimer’s dementia (Alzheimer Associa-
tion, 2019). Alzheimer’s Disease, an incurable neurological
disease with an unknown cause, is the most common cause of
dementia. This disease is not related to a particular ethnic
group, social class, gender, geographic location or any other
known socio-demographic characteristic. Although it is more
common among elderly persons, recent data shows that youn-
ger persons can also be affected (Alzheimer’s Disease Interna-
tional, 2016).

Alzheimer’s Disease usually starts gradually with characteris-
tic memory loss. During the course of their disease, AD
patients experience severe impairment of cognitive (e.g.,
speaking and decision-making) and physical abilities. Eventu-
ally their daily functioning and participation in social activities
becomes difficult and then impossible, requiring around-the-
clock supervision and care (Alzheimer’s Disease International,
2016). In countries such as Croatia where health and social
care systems for AD patients and their caregivers (CGs) are
not sufficiently developed (Rušac, 2016), this in most cases
leads to complete dependency of AD patients on their informal
CGs, unpaid non-professionals. These CGs are in most cases
family members such as spouses of AD patients, partners, sib-
lings, children, grandchildren, other relatives, and friends, who
provide supervision, support and assistance with daily living
activities (e.g., feeding, hygiene, therapy administration, etc.)
during all stages of disease to maintain them at home
(Brodaty & Donkin, 2009). In case of Croatia, Mimica et al.
(2015) estimate that a total of 202,164 family members care
for 80,864 AD patients. Similarly, Haley (1997) acknowl-
edged that (unpaid) family CGs are a critically important part
of long-term care of AD patients in the United States.

The need for CG supervision and presence increases over the
course of the disease, and CGs often care for family members
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diagnosed with AD for years before they die or are institu-
tionalized. Caring for elderly member of one’s family with
AD is an arduous task, with cognitive impairment, progres-
sive loss of autonomy and behavioral disorders associated
with AD often leading to growing CG burden (Dauphinot
et al., 2015, 2016), which may have physical, psychological,
emotional, social and financial impact on the CGs (Novais
et al., 2017). This is particularly true in cases when CGs do
not know much about the illness, which is often stigmatized
in their community, so they are ashamed to speak about it
and ask for help. As care needs change over the years as
patients move from initial to final stages of the disease, CGs
do not know how to cope with this illness. They do not
receive the required formal assistance and support, and they
have poor knowledge of available services, even when they
exist (Mimica et al., 2015; Rušac, 2016; Uzun et al., 2019).
Interestingly though, Van der Roest et al. (2007, 2009) point
out that even in Western European countries where various
professional support services are available, CG needs often
remain unmet because they have difficulties in finding the
appropriate services, and professional care seems to be insuf-
ficiently attuned to their needs.

This study was motivated by the need to explore the informa-
tion needs of AD patients’CGs in Croatia (particularly unmet
needs) and their use of an online Internet forum for meeting
these needs. As the literature review will show, there is to
our knowledge no research about the information needs of
Croatian CGs of AD patients. Notably, in a country where
support for AD patients and their CGs is inadequate there is
a need to investigate this phenomena in order to gain insights
which may promote a global discussion of this phenomenon
by all relevant bodies at a national level, and eventually facil-
itate the provision of appropriate services to AD patients and
their CGs.

CONTEXT OF THE STUDY

Based on statistics from Alzheimer’s Disease International
(ADI) and Alzheimer Europe, Dološi�c (2016) confirms that
the size of population with dementia in Croatia is similar to
that in other countries. In 2012 in Croatia there were 80,864
patients with dementia (1.89% of Croatia’s population) and
at the same time 202,164 individuals, mainly family mem-
bers, were taking care of them (Mimica et al., 2015).

Although Croatia is a relatively developed European country,
its health, social, financial, and legal systems do not support
AD patients and their CGs adequately. For instance, the
abovementioned number of AD patients in Croatia is only an
estimate because a national registry of AD patients has not
yet been established. Furthermore, AD patients in Croatia
are not treated adequately, i.e., with antidementia drugs.
Mimica and Prese�cki (2010) explain that a majority of
Croatia’s AD patients are in reality treated with supportive
(alternative) medication like gingko biloba, nootropics (pirac-
etam), anti-inflammatories, statins, estrogens, omega-3 fatty

acid, vitamin E, vitamin C, etc., and only a minority of them
are receiving standard treatment (cholinesterase inhibitors
[ChEI] and/or memantine) because antidementia drugs are
not on the reimbursement list of the Croatian Health Insurance
Fund and AD patients cannot afford to buy them, although
antidementia drugs are prescribed to them (Bencari�c, 2010).

Professionals such as healthcare and social workers in Croa-
tia lack adequate education and training to work with AD
patients and their CGs (Samardžija, 2013). Furthermore, pal-
liative care for AD patients in Croatia, the goal of which is to
improve the quality of life both for patients and their CGs at
any stage of the illness, is underdeveloped and almost non-
existent (Dološi�c, 2016; S. Dološi�c, AD strategy, personal
communication, 2019). The recent statistical data shows that
there are only 62 beds reserved for patients receiving pallia-
tive care in psychiatric hospitals in the whole country. This,
together with the issues related to the legal status of patients
and their CGs when making decisions about the rights and
interests of AD patients with the help of legal instruments
(such as advance decision-making, advance directives,
informed consent for medical treatment, etc.) raises both eth-
ical and legal questions about the possible infringement of
constitutional rights of AD patients in Croatia (Dološi�c,
2016; Dološi�c, Mili�c Babi�c, & Rušac, in print).

Although in 2014 the Croatian Society for Alzheimer’s Dis-
ease and Old Age Psychiatry of the Croatian Medical Associ-
ation and Alzheimer Croatia initiated drafting of a national
strategy to address AD (2015-2020), this document was
never officially adopted (S. Dološi�c, AD strategy, personal
communication, 2019). In line with similar international pol-
icy documents, this strategy identified the following priori-
ties: early diagnosis of the disease, access to treatment with
antidementive drugs, and the development of comprehensive
and coordinated support for AD patients and their CGs. This
support included the development of a national AD registry,
access to social services and financial support, the balanced
regional development of centers for AD diagnosis and treat-
ment, as well as home-care centers with specialized units
for AD patients, development of palliative care for AD
patients, and reducing stigmatization in the community. This
document promises to establish a positive legal framework
for the enforcement of the rights of AD patients and their
caregivers, and thus contribute toward the development of
comprehensive and responsive healthcare and social systems
for mental health patients in general. There are some indica-
tions that it might finally reach the agenda of Croatian
national government in 2019 (Mimica et al., 2015).

In order to contribute to a better understanding of this phe-
nomena a 2018 research project titled Information needs of
AD patients and their caregivers received an 18-month grant
from the University of Osijek, Croatia. In this project, an
interdisciplinary team of scholars from different fields (med-
icine, law, and information science) set out to identify infor-
mation and service needs of AD patients and their CGs in
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Croatia with special emphasis on understanding the barriers
and challenges they face in obtaining the required informa-
tion or services. The study is designed as a three-phase inves-
tigation. First, a critical description and overview of the local
context with special emphasis on legislative framework,
available support services, and human rights issues will be
given (Dološi�c, 2019; in print). Second, the authors will
explore the information and service needs of AD patients
and their CGs expressed online (Erdelez et al., 2019, in print).
Third, in-person interviews with CGs of AD patients will be
conducted.

This paper builds upon preliminary results presented in Erde-
lez et al. (2019, in print) in which the patterns of online forum
posting activity related to AD were explored. The analysis of
the dataset, which included initial statements posted over a
period of 13 years on the Croatian Internet forum Forum.hr,
revealed that the frequency of postings varied during the
studied period, but no conclusion could be made about over-
all trends in posting frequency. Overall, there were an aver-
age of 20.2 initial posts per year, with the largest number of
posts identified in 2016 (N = 12), and the smallest number
of posts in 2006, 2011 and 2017 (N = 2). Although (as in
any other forum) it is believed that a certain level of passive
participation at Forum.hr is present with people reading
rather than contributing messages, these numbers are gener-
ally below what was expected. Interestingly, while some ini-
tial posts remained unanswered (37.3% out of 83 posts),
some (18.7%) prompted multiple answers and apparently
related to highly important topics. Also, this study revealed
that posters were predominantly women – daughters, wives,
and granddaughters of patients with AD.

In order to contribute to the emerging information science
interest inAD (Erdelez, Howarth,&Gibson, 2015;Harland&
Bath, 2008) and to learn how AD patients and their CGs
could be better served, this quantitative study of initial posts
under the topical thread Alzheimer’s Disease at Forum.hr
was followed by a qualitative content analysis to address
the following research questions:

RQ1: What motivates the CGs of AD patients to use the
online forum Forum.hr?
RQ2: What information needs do the CGs of AD patients
in Croatia express online on Forum.hr?
RQ3: Which topics are covered by the posts?

LITERATURE REVIEW

The examination of relevant literature in English and Croa-
tian reveals general agreement that AD, in the words of Marc
Wortmann, is as much an economic and fiscal disaster as it is
a social and health challenge, and that its impact on societies
with an increasingly aging population is growing dramati-
cally (Alzheimer’s Disease International, 2012). This pre-
sumption has led scholars from around the world to address

the diverse needs of AD patients and their informal CGs
(Edelman et al., 2006), and also to explore unmet needs
(e.g., Lai & Chung, 2007; Tatangelo et al., 2018), support
and service utilization (Lethin et al., 2016), and challenges
and barriers CGs experience when caring for their family
members diagnosed with AD (e.g., Arévalo-Flechas et al.,
2014; Brodaty & Donkin, 2009; Kucmanski et al., 2016;
Rosa et al., 2009; Uzun et al., 2019; Vaingankar et al.,
2013) in order to maximize service utilization by CGs and
minimize their burden.

In their recent systematic review of quantitative, qualitative,
and mixed-method studies into CG needs, existing need
assessment instruments and the main topics of needs
explored among CGs of patients with AD and related dis-
eases, Novais et al. (2017) identified a total of 70 studies
(in English and French) published between January 1980
and January 2017. Although their objective was to analyze
methodologies used in these studies, based on their findings,
authors point out that the main objectives of analyzed studies
were to explore the experiences of CGs with caring and com-
munity services; their information, training and support
needs; their satisfaction with services; and the gap between
their perceived need and the proposed services. Novais
et al.’s study identified the following five main areas of CG
needs: information, psychological, social, psychoeducational
and other needs.

CAN-D (Carer’s Needs Assessment for Dementia), one of
the rare validated instruments for the needs assessment of
dementia CGs, was developed by a research team led by
Wancata et al. (2005) who found out that a high proportion
of dementia patients’ CG needs in Austria were unmet or
only partially met. CGs identified major problem areas such
as lack of information about dementia and its treatment,
lack of information about services, financial burden and
legal issues. CGs also pointed out disappointment caused
by illness, concerns about the patient’s future and commu-
nication problems and conflicts with the patient. Special
problem areas arose around issues such as not having
enough time for one’s self and being burned out, social iso-
lation and conflicts within family, fear of stigmatization and
discrimination, and feelings of guilt and being blamed. For
every problem area stated above, a number of interventions
were identified and their appropriateness and importance
was rated by CGs. These interventions can range from
printed information material and financial compensation
for counseling and emotional support to temporary supervi-
sion of the patient at home, care for the patient in a day
center, respite care, assistance with household chores and
meals-on-wheels. For example, one of the most frequently
found problems of CGs of dementia patients in their study
was “disappointment caused by illness, concerns about
patient’s future” and “burnout or being overstrained by
care.” The intervention most frequently needed for these
problem areas/needs according to the CGs was “counseling
and emotional support.”
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Several other studies investigated the interventions available
to support CGs and assessed the effectiveness of a variety of
interventions on CG burden and psychological disorders. For
example, Farran et al. (2004) point out that clinical trials with
CGs suggest that CG skill-building interventions may be
more effective than information/support interventions. In
their studies, they tried to identify specific skills needed by
CGs in addressing their concerns in the following areas: deal-
ing with change, managing competing responsibilities and
stressors, providing a broad spectrum of care, finding and
using resources, and experiencing emotional and physical
responses to care.

Whitlatch and Orsulic-Jeras (2018) describe a variety of
resources, services and program models targeted to the edu-
cation, information, and support needs of AD patients and
their families (both individual- and family-centered), from
the time of first symptoms through end-of-life care. They also
highlight a variety of unmet needs and a lack of program-
ming, in particular as related to specific groups who have
fewer information and support options available to them
because of geography (e.g., those living in rural areas) or
minority status (e.g., marginalized groups such as LGBTQIA
people).

Although scholars in information science (IS) appear to be
natural partners to medicine, healthcare, economics, legal
and other scholars in exploring the information needs of
AD patients and their CGs, in the IS literature there is a pau-
city of publications and research on this topic. For example,
Erdelez et al. (2015) discussed the potential for IS scholars
to engage in AD research and Harland and Bath (2008)
described how existing models of information behavior
may improve provision of information to CGs of people with
dementia.

To conclude, an overview of recent literature shows that only
the focused attention of healthcare professionals, policy-
makers and scholars from various disciplines can facilitate
AD patient home care and reduce CG burden and thus con-
tribute to the quality of their life. Therefore, additional studies
by interdisciplinary teams addressing the unique and chang-
ing information, education, coping skills, and support and
service needs of AD patients and their CGs, taking into
account individual characteristics and local environments,
are required (Novais et al., 2017).

METHODOLOGY

In this qualitative study, authors analyzed a set of 83 primary
or initial posts, i.e., statements that initiated a discussion by
posting a question or a comment in an Alzheimer’s Disease
thread at the Croatian Internet forum Forum.hr (https://
www.forum.hr/showthread.php?s=44194313219b1aee44fcb
19d8b93503c&t=143099&page=15). The dataset (N = 83) is
comprised of all initial posts fromMay 3, 2006 (when the dis-
cussion on AD began on this online forum) through January
31, 2019. In other words, these 83 posts are not a sample

but a whole population of initial posts that were posted over
a period of 13 years. Since authors were interested in learning
about CG information needs, only initial posts were analyzed
for this study because it was concluded that in responses post-
ers would provide feedback and comment on questions that
were posted in initial posts. The analysis of responses will
be studied in the second phase of the study.

Forum.hr is available 24 hours a day and is anonymous and
asynchronous. This means that users as a rule do not use their
real names (which guarantees them certain level of anonym-
ity) and they do not need to be online at the same time in order
to exchange information and communicate.

Also, this study, although qualitative in nature, uses numbers
and percentages, which bear no statistical importance, but are
used to illustrate the obtained results.

Analysis

A multi-stage content analysis was conducted. In the first
stage of the analysis, a set of initial codes was derived from
the existing literature, in particular based on the coding
schemes developed in Edelman et al. (2006), Kucmanski
et al. (2016), Novais et al. (2017), Wackerbarth and Johnson
(2001), Wancata et al. (2005), Whitlatch and Orsulic-Jeras
(2018), and Zwaanswijk et al. (2013) whose coding models
focused on information, service, and support needs of AD
patient CGs. In our study, all initial posts (83 total) were
coded using this initial coding scheme both to evaluate their
value and to identify missing codes. In order to code the
posts, study authors determined under which topic(s) the post
belonged. Many posts were long and discussed multiple
topics, and one individual post could be classified under more
than one coded category. Sometimes it was easy to determine
the topic(s) and sometimes it was quite a challenge. There-
fore, coding was conducted independently by two coders
(the authors) in order to test and ensure intercoder reliability.
In conflicting cases, coders discussed each individual post
against the existing code scheme until they reached agree-
ment. In the second stage of the analysis, authors examined
all posts in detail and developed a revised coding scheme
closely reflecting the nature of the studied posts. In this pro-
cess, some topics/codes were identified as irrelevant and
therefore abandoned, and some new ones were added. Also
at this stage a set of subcodes was developed in order to
reflect the thematic nature of the posts more precisely. Once
the coding scheme was established in this way, all posts were
coded again by the same two coders, and conflicting posts
were settled in a manner identical to that described earlier
(i.e., coders discussed the posts until agreement was reached).

The intercoder reliability score in our study was κ = 0.73
(measured by Cohen’s kappa), which gives evidence for
moderate agreement. Moderate agreement means that 35–
65% of the sample data can be considered reliable
(McHugh, 2012).
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Eventually the whole dataset was coded against two distinc-
tive sets of codes: one referred to the loose formal category
of the type of the posts and the second to the topic/theme of
the post. Under the post type, the following codes were distin-
guished (Table 1):

• seeking factual information (poster seeks distinct piece of
information; e.g., “How can one differentiate first symp-
toms of AD from common forgetfulness?”)

• seeking general facts or advice (poster seeks general infor-
mation or advice about what to do in their situation;
e.g., “I read a lot of posts here… When you are in a situa-
tion that you have to put your parents into home for people
with AD because they cannot take care of themselves… It’s
not the question of money. But whenever I mention this
option they do not want to listen. I am alone, I have no
one… What should I do?”)

• sharing one’s experience (poster describes one’s situation
without stating an explicit question (e.g., “I just got a
call from home for people with AD where my aunt is
placed. They said she got completely lost last night and
they had major problems with her. The problem lies in
the fact that she is 83, and although AD appeared 2-3
years ago doctors did not want to do anything because
she is too old.”)

• expressing emotions and seeking emotional support
(poster shares his emotions and feelings without stating
an explicit question; e.g., (“My heart is broken. She is my
heart, my dear mom. Damn Alzheimer’s!”)

• sharing information (poster shares his personal advice
and/or refers readers to external information sources which
he thinks is useful; e. g. “I found this great article on
AD. Maybe it can help someone.”).

Under the post topic, the following codes were distinguished:
emotions and general health of the CG, about the disease, /
treatment, coping with the disease, physicians, available ser-
vices, general care for the AD patient, legal and financial
issues, and faith (Table 2).

FINDINGS AND DISCUSSION

ADPatient CGMotivation to Use the Online Forum Forum.
hr and Their Information Needs Expressed Online

Distribution of posts (as shown in Table 1) indicate that
all analyzed posts fall into either of five post types
described in detail in the above section. Posters most com-
monly seek factual information (48.2%) and emotional
support (32.5%). To a lesser degree, they share informa-
tion (15.7%) and their own experience (13.3%) and seek
advice (12%). Only three posts were grouped in the
“Other” category because they could not be related to
any other code. In this category, for example, one can find
a post in which a CG shares his opinion about AD as a
widespread disease awaiting all of us.

Detailed analysis of the posts suggests that not all posters at
Forum.hr had a clear question or a need for distinct informa-
tion when they submitted their initial post: only about half
(48.2%) required specific, factual information (e.g., “Is there
a cure to AD?”), and 12% sought general information or
advice about what to do in their situation (e.g., “I am inter-
ested in the experience of people whose parents suffer from
AD. How can we help them? And us?”).

Over a third (39.8%) of those posters who required some
kind of information and expressed a need for either dis-
tinct, factual information or general advice posted long
posts (the average length of an initial post was 187.7
words, with the shortest initial post of only 4 words, and
the longest being 1088 words) in which detailed descrip-
tions of their own situation and experience preceded the
question.

Interestingly, ten (12%) posters did not express any infor-
mation need at all in their initial post. Their posts were
solely descriptions of their situation and personal accounts
of their first-hand experience of living with and caring for
an AD patient. In such submissions, posters seem to be
thinking aloud about their problem/situation and probably
looking for feedback from others in the same position
about whether what they are going through is normal.
They might also be sharing their experience to show
other CGs that whatever they are going through is also
“normal.”

“It’s getting worse every day. Mom is moving things from
one place to another and forgets where she put them. Dad
is sitting in from of the TV, sleeps and eats… I just wanted
to share my situation.”

All such posts were extremely supportive and in several
posts, after sharing their experience and situation, posters
gave open support to the readers, i.e., to other CGs.

Post type N % 

Seeking factual information 40 48.2

Seeking emotional support 27 32.5

Sharing information (without explicit 

question) 
13 15.7

Sharing one's experience and 

describing one's situation (without 

explicit questions) 

11 13.3

0.2101 ecivda gnikeeS

6.33 rehtO

Table 1. Initial posts by type. 
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“It is not enough that AD takes memories of our dearest, it
also wants the caregiver… I was crushed physically… It
took me a year to get well. The following year my mother
in law was diagnosed with AD… My physician said it is
too early for me to take care of an AD patient again and
that I need to seek help this time. He told me that this time
I might not recover…Grandmother Ana died in the hospi-
tal… 10 days after surgery… I wish you all patience,
take care…”

“This was one encouraging post; it is difficult, but we have
to keep on going.”

“All I can say is good luck to everyone (and myself), and
take it easy.”

Furthermore, some posters returned to the discussion list after
some time with a new post just to give (an unsolicited) update
on their personal situation, again without posting any specific
question.

“I just wanted to let you know that my mom is fighting for
her life. This pneumonia is taking her away from me… I
have little hope.”

Data indicate also that a significant portion of posters (32.5%)
seek emotional support and relief through their participation
in the discussion list.

“My dad suffers from AD. Today, I went to see him and it
was so tough. Immensely…Mom is taking care of him. My
poor mother. I lost both father and mother, at the same
time. Damn, Alzheimer’s… damn.”

Also, some posters (15.7%) participated in the discussion list
by submitting an initial post in which they just shared infor-
mation about something that they thought would be useful
to others (unsolicited), either by providing information about
a relevant website, online support group, TV show, etc.
(“Today, at 8.15 p.m., Croatian TV Channel 2, there will be
a TV a show on AD. I can’t wait to see what it will about.”)
or by providing practical information about new services in
the community, recommending a specific medication, cos-
metics, or physical exercise, etc.

“I am breaking in but maybe this will be useful for some-
body. In Zagreb, close to Vrap�ce Marketplace, there is a
day care for AD patients, with professional healthcare
personnel. They do exercises and play games, physical
therapy, bathing, hair dos, seasons’ decoration, and they
are the first in Croatia who organize visits of volunteers
with dogs as a part of therapy. It is unbelievable how they
open up and communicate with the dog (e.g., for Valen-
tine’s Day, dog was distributing gifts and they had to give
him a cookie). There you go. I just wanted to let you
know this.”

The fact that posters in their initial posts did not only post
questions (in order to obtain a specific answer) but used the
forum to a significant degree to describe their own experi-
ence, seek emotional support and relief, and share practical
information they thought would be useful to other CGs indi-
cates that information and service needs of AD patients and
their CGs in Croatia are not adequately catered for by the sys-
tem, be it healthcare institutions and professionals or social
and support services.

“I write this post exclusively as a token of appreciation to
all those who shared their experiences and helped me
understand the scope of the problem - personal, social
and institutional. Your posts helped me in the moments
of despair and I hope this one will also help somebody”

It also appears that the posters who actually posted questions
did not look for information somewhere else (or at least they
do not talk about that in their posts). They turned to other CGs
through this discussion list who were in the same situation
believing that they would have ready answers for their ques-
tions and advice for their situations.

“I feel completely lost, I do not know whom to turn to
because Alzheimer Association exists only in Zagreb.”

“I often visited this forum to find help for myself and my
situation. I registered yesterday and now I want to
describe my experience in fighting the mystery called Alz-
heimer’s, maybe somebody finds it useful.”

This is also well-illustrated by the abovementioned post
where a poster shares information about a new day care center
in the community. One would expect that health-care profes-
sionals and social services would inform CGs if such a center
existed or opened in their neighborhood.

Post Topics

Table 2 illustrates the topics represented among the initial
posts. Nine distinctive categories of topics were identified:
emotions and general health of the CG, about the disease,
medication/treatment, coping with the disease, physicians,
available services, general care for the AD patient, legal and
financial issues, and faith. The most numerous category is
one related to the emotions and general health of CGs
(32.5%) and will be discussed in detail later on. It is followed
by posts in which CGs seek information about medication/
treatment (19.3%) and the disease in general (16.8%). It is
evident that when posters look for information about themed-
ication or treatment, they usually look for information on tra-
ditional medication/treatment (13.3%) and less frequently on
alternative methods (6.0%). Also, it is evident that posters
who seek information about alternative treatment are more
recent (although the first post related to alternative treatment
was in 2009, the majority of other posts related to this topic
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appeared slightly later – in 2011, 2014 and 2016). Nine posts
were categorized as “Coping with the disease” and in those
posts CGs usually express their inability to cope with the dis-
ease and the way it takes away their loved ones (“Now that I
look, back I realize that her (grandmother’s) health deterio-
rated rapidly in a very short time”). The posters also express
their experiences with physicians and offer opinions on their
bedside manner, expertise and support in general. Unfortu-
nately, in the majority of posts related to this topic CGs offer
negative comments (e.g., “Physicians didn’t do anything for
her, maybe because they thought she was ‘ancient”; “I feel
that doctors do not invest enough time, effort, etc. in AD
patients”; “Mymother was examined by a very young neurol-
ogist who was obviously completely ignorant about the
AD…”; “Physicians often ask me ‘What do you think we
should do now?”). Negative comments date quite early,
almost from the beginning of the forum discussion (2006),
whereas the few positive comments are more recent (the ear-
liest is from 2013), which may be an indication that with the
increased number of patients, physicians are becoming more
familiar with the disease, side-effects of medications, various
treatments, etc. However, even when the CG gives a positive
opinion of the physician, there is still a problem of unsuitable
treatment or medication (“Physician was dedicated, but the
medication that she prescribed… was very limited in treat-
ment of the disease”).

When CGs post about available services, it is usually to
inquire or offer information about associations, hospitaliza-
tion, day care institutions, etc. The first such inquiry dates
from 2007 and the CG asks about a day care institution: “Is
there in Croatia some association, nursing home, etc. where
we can leave an AD patient for a few hours during a day?”
Croatia was generally slow to react to the complex needs of
AD patients and their CGs. A few posts from this category
(n = 6) reveal that there are not enough institutions (nursing
homes, hospitals, etc.) that can competently take care of the
AD patients (“… people in a nursing home insisted on trans-
ferring him to the hospital, and in the hospital to transferring
him to a specialized institution, to a psychogeriatric ward.…
We listened to them. They restrained him there (“human fix-
ation” is what they call it), concluded that his pain receptors
in the brain were completely unresponsive; at first, he
fought (he had open wounds on arms and legs, but later he
stopped; … I completely lost control over his condition
because there was a visit limitation. Through a continuous
“human fixation” he picked up all the possible bacterial
infections and ended up at the intensive-care unit; they stabi-
lized his condition and returned him to the psychogeriatric
ward, terminal disease patients’ section…. I do not judge,
I just describe how this system cares for AD patients”). To
complicate the problem further, some institutions are taking
only immobile AD patients; the first AD association in Croa-
tia was located for a long time only in Zagreb, the country’s
capital, leaving the rest of the country’s AD patients and their
CGs to cope on their own.

The last three topics that received the fewest posts are ded-
icated to general care for the AD patient, with posters post-
ing general inquiries about topics related to care, legal, and
financial issues and faith. Legal and financial issues appear
rather late in the forum discussion – the first mention was
in 2013 and critical of the information available (“Nobody
mentioned what sort of rights I have as a CG – home care,
transportation costs…”), which only supports the argu-
ment that Croatia lags behind in medical, social, commu-
nity, and economic care and support for AD patients and
their CGs. CGs are additionally frustrated by conflicting
regulations they are facing. One family did not have funds
to send their patient to the nursing home and decided to
take the option to give away the patient’s house in return
for care in the state-owned nursing home (“… social ser-
vices tell us that we must have her consent … but I do
not understand how we can get a consent from a mental
patient…”).

Faith is not very present in the forum discussions – we iden-
tified only four initial posts in which CGs made references to
religious topics. (“I can only hope that God will take him
under his wing and give him strength to continue fighting
the disease”; “I pray that God saves my mother from those
terrible moments, I pray for myself and for all of you”;
“I pray every day that my daddy forgives me”).

Caregivers’ Emotions

As was previously discussed in this paper, one of the most
prominent topics at the forum discussion analyzed here is
emotions. Very often, posters’ reason for going online and
taking part in this forum is not to look for specific information
but to alleviate some of the pain, fear, frustration, or other
emotions they might be feeling at the moment. Table 3

Topics N % 

Emotions and general health of CGs 27 32.5

About the disease 14 16.8

Medication / Treatment  - Traditional 11 13.3

Medication / Treatment  - Alternative 5 6.0

Coping with the disease 9 10.8

8.019 snaicisyhP

Available services 6 7.2

General care for the AD patient 4 4.8

Legal and financial issues 4 4.8

8.44 htiaF

Table 2. Initial post topics.
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presents categories of emotions present in our sample. The
two most represented categories are the one related to the
grief, pain and despair CGs feel “… I broke down, lost all
my strength! From yesterday, I’m on tranquilizers and anti-
depressants… it would be easier if mother were in hospital,
if I were not responsible for everything…”) and the category
related to the feelings of helplessness, tiredness and loneli-
ness (“It was a horror of my life… I had no life of my
own.”; “I don’t see the point of all that if nobody will actually
help me get through this stage of my life.…I realized that the
professional help for these patients is perfectly dismal and
that we are left to cope with it as we know”; “It is difficult
to describe some of the days, difficult to say somebody what
is happening and what you are going through – only those
who also have been in this situation and seen the disease
up-close can understand.”; “I’m alone, I don’t have any-
body… what should I do?”).

Because the final stage of the disease often involves hospital-
ization, feelings of guilt are unavoidably present among our
posters – especially those who cannot take care of the patient
even in the earlier stages of the disease (“How did you cope
with that problem? I’m an only child, and this kills me psy-
chologically. I know that we cannot take care of him… I
myself have three children on my own, I cannot sleep, I wake
up at night and try to comprehend, but I can’t…”). Our post-
ers also express fear – for their loved ones who are sick, but
also fear of getting the disease themselves (“Ever since I’ve
met the big A, I’m afraid of old age.”; “I often feel a sort of
existential apprehension when I look at my husband and
see how, once extremely intelligent, emotional and creative
man, gradually loses his dignity and key qualities that used
to make him the man he was”).

Posters in our sample see the forum as the opportunity to
share their experiences, but also to receive support and help
from others with similar experiences (“Thank you for exist-
ing. I’ve just come across you today and cannot be happier;”
Thanks for reading this”; “This writing gives me some
relief”). A few posts deal with love for the patients, hope
and coming to terms with this difficult disease (“I must say
that I’ve just realized that the love is the greatest force
because, no matter how crazy I got because of my mother’s
disease, my love for her won and cast a shadow over all the
rage and despair I occasionally felt”; “You see, even Alzhei-
mer’s is not incurable, you just have to find the right medica-
tion”). Interestingly, anger or frustration were not identified
as frequently expressed feelings on the forum. Also, we
detected two other feelings – worry about the patient and
wondering about (mis)diagnosing the stage of the disease.

Again, the lack of emotional and psychological support for
CGs at the system level could also be inferred based on the
fact that posters frequently sought emotional support and that
they found relief in writing about their situation. Several post-
ers explicitly stated how writing on this discussion list helps
them deal with their situation.

CONCLUSION

The qualitative study presented in this paper aimed to contrib-
ute to the understanding of the information needs of CGs of
AD patients in Croatia, a country with insufficiently devel-
oped support for AD patients and their CGs, and their use
of an online Internet forum for meeting these needs. Although
Croatia is a moderately developed country technology-wise,
the total number of posts (N = 83) submitted over a period
of 13 years under the AD thread on Forum.hr, the largest gen-
eral discussion list in Croatia, is strikingly small. The small
number of total posts analyzed and rather weak active post
behavior are among the main limitations of this study.

The reasons behind this low activity might be that the major-
ity of CGs of AD patients come from an age group over
50 and this age group in general lacks information literacy
skills, and thus are not regular users of electronic information
sources. Although information about the age of posters is not
available, by studying their posts it can be concluded that
posters in our study are younger people who are still working.
Thus, the reason that the use of the AD discussion forum in
Croatia is lower than expected may be the low level of CG
computer literacy and their low use of the Internet in general.
A rise in the use of electronic information resources will
likely happen when members of Generation X become
CGs. Because of the social stigmatization of AD, the avail-
ability of online AD discussion list may provide younger
CGs an outlet for anonymously asking questions that they
do not dare ask in person and for seeking emotional support
from other CGs.

Analysis of the posts suggests that not all posters who posted
an initial post required distinct, factual information. Although
a majority of posters did seek some kind of information or
advice, some posters did not express any information need

Emotions N %

Grief, pain, despair 15 55.6

Tiredness, loneliness, 

helplessness 
10 37.0

2.226tliuG

3.226raeF

Relief, support, help 4 14.8

Hope, love, acceptance 3 11.1

Anger, frustration 2 7.4

4.72yrroW

7.31gnirednoW

Table 3. Types of emotions.
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at all, but gave personal accounts of their firsthand experience
of caring for an AD patient and shared some practical infor-
mation they thought would be useful to other CGs
(e.g., announcement about a new daycare center, link to a rel-
evant website etc.). In relation to the post topics, the analysis
revealed that posters sought information relating to emotions
and general health of the CG, about the disease, medication/-
treatment, coping with the disease, physicians, available ser-
vices, general care for the AD patient, legal and financial
issues, and faith. In their posts about physicians posters most
often communicated negative experience and dissatisfaction
with their expertise and support. Posts in which posters
inquired about available local services and support
(AD associations, nursery homes, day care centers etc.) were
also very common. Very often posters participated in the
forum only to seek emotional support and relief, and to alle-
viate some of the pain, fear, frustration, or other emotions
they might be feeling at the moment. This surely indicates
that information, support and service needs of AD patients
and their CGs in Croatia are not adequately catered to.

Previous research about information needs of Croatian CGs
of AD patients is almost non-existent and the majority of
research studies reported in the literature review are con-
ducted in Western countries with developed healthcare and
social support systems for people suffering from memory-
related health conditions and their CGs. Due to the imposed
limitations on the length of this paper, an extensive compari-
son of results obtained in this study and other similar interna-
tional studies will be provided elsewhere and will be focus of
further research.

The contribution of the study presented here is that it provides
an insight into the struggles CGs experience in an environ-
ment with a limited access to information and support. The
CGs who participated in the AD online discussion list on
the Forum.hr turn to the forum and other CGs because they
feel they do not have anyone else to ask for information.
While the Croatian Society for Alzheimer’s Disease makes
continuous progress in increasing public awareness about
AD and its challenges for both patients and CGs, practical
support in local communities, especially from healthcare
institutions and social services is missing, especially in smal-
ler locations. If such support exists, the CGs who post on
Forum.hr are not aware of its availability and instead rely
on each other for information and emotional support. How-
ever, the low frequency of initial posts suggests that many
information needs may remain unmet. The next stage of this
research project will address this issue by collecting data
from in-person interviews with a sample of CGs.

The results of this study are relevant and useful for all stake-
holders involved in the dissemination of information and pro-
vision of support to AD patients and their CGs, such as AD
associations, medical institutions, public libraries, etc., and
could be used to influence public policy (government) con-
nected to AD related decisions, and ultimately to improve

the quality of life of AD patients and their CGs. Finally, the
study suggests how Information Science can contribute to
AD research, in particular by examining the information
needs and behaviors of AD patients and their CGs.
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