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Abstract: The most common among dementias is Alzheimer’s disease (AD). At the beginning it is controllable
by medications but, as the disease advances, the patient needs a 24-hour care and very often one family
member has to devote him/herself to the permanent care of the ill. AD dictates both patient’s and family
member’s lives. The illness demands routine, patient behaviour, adjustments in living conditions as well as a
lot of sacrifice. Although AD patients need adequate care in medical and social institutions, the caregiver’s
role is crucial. Therefore, the care for AD patients implicates the care for family members, i.e. caregivers. Such
care should consist of medical care to caregivers, joint planning of the progress of iliness and full daily patient
care as well as legal advice. Croatia still hasn't got a fully developed care system for neither of the participants
in the Alzheimer’s disease (Ref. 22). Full Text (Free, PDF) www.bmj.sk.
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Old age, a natural physiological process, is characterized by
numerous physical and mental changes that result in illness. One
of these is dementia, a progressive deterioration of intellectual
function that manifests itself as a set of specific symptoms and
signs of a central nervous system disorder that persist longer
than three months (1, 2). The dementia syndrome is clinically
diagnosed when the disorder of cognitive functions is severe
enough to impede the social and professional activities of the
afflicted individual. The list of disorders that can lead to demen-
tia is very long. There are over 70 conditions, in which dementia
is involved to a smaller of greater degree. With respect to patho-
logical causes, dementia may be brought on by neurodegenerative,
vascular, infective, traumatic, metabolic-toxic, and neoplastic
conditions.

Alzheimer’s disease (AD) and vascular dementia (VaD) are
the two most common types of dementia. According to some
research, the share of Alzheimer’s-related dementia in total
dementias is as high as up to 70 %.

Dementia mostly affects elderly people and is characterized
by slow and certain progression from 2 to 10 years or more, until
death. It causes changes in behaviour and personality, disorien-
tation in time and space, inability to independently perform ev-
eryday activities, and neglect of one’s own safety, hygiene and
nutrition.

A dominant feature in the clinical manifestations of demen-
tia is a diminished short-term and long-term memory accompa-
nied by disorders of abstract thinking and judgment, disorders
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of other complex cortical functions and/or personality changes
of the affected person. It is estimated that 5 % of the population
over the age of 65 years is affected by some form of dementia,
and thereafter the prevalence of dementia doubles every four years
reaching around 30 % at the age of 80 (3). According to statisti-
cal data, between 1 and 3 percent of the total population suffers
from AD.

In the initial stage of illness, the patient’s condition is allevi-
ated by medication. The American Food and Drugs Administra-
tion (FDA) has approved four drugs for use in Alzheimer’s: Done-
pezil (Aricept), Galantamin (Razadyne, Remynil), and Rivastig-
min (Exelon), Memantin (Axura, Ebixa, Namenda). These drugs
belong to the groups of inhibitors of acetylcholinesteraze and
NMDA antagonists. Medicines from both groups can be com-
bined as they have a different mechanism of action. However,
the currently available medications have a symptomatic action
and substitute the function of deteriorated neurons. Their effi-
ciency is of limited duration. In this stage of illness, the person
needs occasional care and supervision, while in the advanced
stages of illness the affected person needs a 24/7 care.

This paper deals with the following issues: social context of
illness, caregiver as a key factor in adequate care of the patient,
and guidelines for the normal functioning of the families of AD
patients.

The social context of Alzheimer’s disease

“The question of health and illness, and thus the quality of
life has a huge significance for the individual, the family and the
social community as a whole” Kozarevic (4).

Illness is understood as the departure from the normal and
normal means the right, as it should be, usual, regular, average,
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natural (5). Not being normal results in stigmatisation, which
under certain circumstances can lead to isolation. The society
always examines the responsibility for deviations, which is why
stigmatizing of the sick is to some extent linked with the issues
of personal responsibility, shame, reproof, and guilt. In the past,
the illness was a factor of isolation from the social community of
both the patient and his/her family. Examples are known of sick
people being ,,confined* indoor to keep them away from the eyes
of the public. Even today, though to a lesser extent, some com-
munities tend to isolate their members who are affected by some
health problem (physical anomalies, unusual behaviour of the
sick person etc.). Thus, illness represents a deviation not only
from the biomedical norms, but also a deviation from the social
norms. According to leading experts in gerontology, the primary
problem of aging is the isolation of senior citizens from the so-
cial community (6).

Societies that make early and adequate preparations for the
health and social problems of old age and aging will be better
equipped to respond in an adequate manner. Disturbed mental
health can lead to conflicts with the narrow and wider environ-
ment, alienation, self-conflicts, disrupted family relations, crimi-
nogenic behaviour, murder and suicide. Alzheimer’s disease, a
condition with decreased cognitive functions, is preceded by
changes in emotional control and behaviour, mental incompe-
tence, and inability to comprehend or control the consequences
of one’s behaviour.

Attitude towards disease and persons afflicted began to
change in the second half of the 20th century when disease was
recognized as a social phenomenon. Scientists increasingly fo-
cus their interest on disease research, support groups are being
formed for those afflicted by disease, and the sick people are
becoming more and more integrated in everyday life.

Disease can put a stigma on both the person afflicted by dis-
ease and his/her family. The society should accept the fact that
AD is an illness of everyday life and that struggle against the
illness at the same time represents the struggle for the human
dignity of persons afflicted by disease and the members of their
family. Early diagnosis and treatment create the conditions for
ensuring a quality of life worthy of human dignity.

Changes in the family: while providing care to an AD pa-
tient, the caregiver himself/herself becomes a patient

The care of an AD patient becomes the priority of such
person’s family members, and due to social isolation of the af-
flicted person and the need for constant supervision, the family
members themselves become isolated over time. According to
the testimony of the son of an AD patient that the authors spoke
to while preparing this article, Alzheimer’s robs a person of their
mind and memory, but emotions, desires and the main character
traits still remain and are expressed in a number of different ways:
warmth, glances, the preserved personality faade, but also in the
sense of being lost, in devastating anxiety and fear. The disease
hugely affects the life of the family caregiver who often feels
helpless and unprepared for the pain and suffering. “It is not
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only my mother that is afflicted by Alzheimer’s, but in a way our
whole family”.

If the family decides to care for their member who is suffer-
ing from AD, usually one person needs to make a “sacrifice”. If
this is the case, a redistribution of duties is indispensable and
necessary. To ensure the continuity of an organized family life,
the family must use appropriate control mechanisms and endeav-
our to maintain their usual life and family routine, try no to give
up on small pleasures, and attempt to include the person with
AD in as many family activities as possible.

The care of an AD patient often requires a greater mental and
physical effort than the care of patients suffering from many other
diseases. Namely, ageing and somatic diseases manifest themselves
in the change of the physiological structure and function of the
body, resulting in the decline of self-regulating biological, social,
and mental abilities. These changes require old and sick persons
to constantly adjust their perception of their own biological con-
dition while attempting to maintain and improve their health and
own identity. Furthermore, this process does not depend solely on
the person who has the disease, but on external factors such as
healthcare, family, housing conditions, social relations, and the
financial situation. Persons suffering from dementia (due to de-
clined cognitive functions) are not aware of their own condition,
are unable to seek help, have no adjustment capabilities (resulting
in inability to take care of oneself), are unable to feed themselves,
maintain their personal hygiene, dress themselves, adapt them-
selves to climate changes, go to the toilet, keep their house clean,
and most importantly, are unable to recognize the dangers in or
outside their home (electricity, gas, fire, water, traffic, protection
against harsh weather, etc.). In case of more severe cognitive defi-
cits, the elderly person is not able to express his/her basic physio-
logical needs, and untimely care can lead to complications (se-
vere dehydration, metabolic electrolyte imbalance, urine reten-
tion, and finally vital organ failure), and a fatal outcome. Such
patients should therefore be provided a 24-hour supervision and
adequate care in accordance with the patient’s general condition.

In Sweden, which has one of the most advanced elderly care
system, a primary care physician identifies a disorder in cogni-
tive functions while talking to the patient and prescribes neces-
sary examinations. In case of suspected dementia, the patient is
referred to the Memory Centre where the patient is subjected to
CT, MR, cerebrospinal fluid and other examinations and tests.
The Memory Centre is staffed by a psychologist, a speech thera-
pist, and a psychotherapist, and examinations are performed in
an outpatient’s clinic and last four to eight days. If dementia is
diagnosed, the patient returns to his/her environment where the
family and the local community assume the care (7). What is
more, the costs of care of patients suffering from dementia amount
to around 40 billion Swedish kronas per annum (3.7 billion eu-
ros), which is equivalent to the aggregate cost of care of cardio-
logic and oncologic patients! It would be good if such Memory
Centres could be set up in Croatia as well in order to improve the
diagnostics and treatment of dementia.

According to the American Alzheimer’s Association, more
than 80% of family member caregivers feel stressed, and over



50 % suffer from depression (8). In addition, according to the
American National Family Caregivers Association, persons be-
tween the ages of 66 and 96 who care for their ill spouse have a

63% larger risk of dying than those who are not caregivers (9).

Aggression, loss of memory, inappropriate behaviour in public,

hallucinations, paranoia, and, in the final stage of disease, in-

ability to recognize the spouse, puts an additional strain on the
spouse caregiver.

Children — future caregivers — find themselves in a reversed
role: instead of the natural role in which parents, even if indi-
rectly, care for their children, the children assume care of their
parents. Children caregivers feel used, isolated and even under-
estimated, and are very often tormented by a sense of guilt be-
cause they feel they are not doing enough for their parent. The
same feeling is shared by those children who are unable to care
for their parent, because they live far away.

Over time caregivers start to show various signs of “being
worn out” that are manifested in a number of ways:

1) psychic symptoms: anger, fear, denial, lack of concentration,
irritability, depression;

2) somatic symptoms: tiredness, chronic fatigue, different somatic
conditions (gastric disorders, hypertension, headache, myal-
gias, joint pain, allergies...), insomnia;

3) socio-economic symptoms: social isolation and financial prob-
lems caused by illness.

Guidelines for caregivers

Early diagnosis and treatment slows down the progression
of the disease resulting in improved quality of life of both the
patient and his/her family members. Perhaps the most difficult
part of the process is to recognize and learn to live with the dis-
ease, which is why it is important to inform the caregiver in de-
tail of the possible development of the disease. As one doctor
put it poignantly: “It looks as if the patient’s life cycle is moving
in the opposite direction: instead of enjoying his retirement, he
more and more resembles an irresponsible child who loses the
sense for the world around him or for what is socially acceptable
until he becomes like an infant whose life revolves around pri-
mary life functions: food, drink and digestion. In the end he needs
a mum to take care of him like a newborn baby”.

The Alzheimer’s Disease International and the Croatian
Alzheimer’s Disease Association have provided guidelines for
recognizing AD (10):

1) memory disorders through months or years - the patients finds
it difficult to remember recent events;

2) difficulties in performing daily activities such as cooking, clean-
ing and maintaining personal hygiene;

3) speaking, reading and writing difficulties — the patient replaces
forgotten words with others, sentences are not easily under-
standable and lack a deeper meaning and sense;

4) loss of orientation in space and time — not knowing what day,
month or year it is, inability to find previously familiar places;

5) wrong estimates and decisions such as inappropriate cloth-
ng;
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6) difficulties in abstract thinking — inability to handle money
transactions, to fill out forms or understand concepts such as
“birthday”, “love” or “justice”;

7) things frequently get lost, displaced or left in unusual places;

8) inappropriate fluctuations in mood and changes in behaviour;

9) personality changes;

10) loss of interest in social activities.

Once the family comes to terms with the disease and starts
adequate care of the patient, another problem often appears: the
caregivers develop a fear that they may begin to suffer from hy-
pertension and/or depression as a result of stress. Furthermore,
the descendants are afraid that they too may become victims of
dementia considering genetic conditioning. It is therefore essen-
tial for the caregiver to take care of his/her own health and to pay
greater attention to his/her well being than he/she would nor-
mally do under different circumstances. A first step would be to
have annual medical checkups and to draw the physician’s atten-
tion to the existence of AD in the family. Another important com-
ponent is psychosocial help in following forms:

1) education that will help to develop the cognitive, behavioural,
and social mechanisms — improvement of the psychosocial
condition;

2) courses to improve the skills and basic knowledge of the dis-
ease and care;

3) group therapy (of 3 month’s duration).

The 2008 Signe and Elmstihl research has shown that caregivers
who were subjected to such group therapy and courses had signi-
ficantly lower levels of tension and disappointment after 6 months,
and were able to maintain this level even after 12 months (11).

Since the aging process involves significant individual differ-
ences, there is only one general rule for handling elderly persons,
and that is that aging like any other life process requires active
involvement of individuals in trying to come to terms with the
existing situation. Therefore, any form of help and care for the elderly
should include encouragement to take self-activities and to accept
the life situation with all its possibilities and restrictions (12).

What the society can and should do to help?

The factors of quality and duration of life depend on genetic
predisposition, health behaviour, attitudes, lifestyle, and the so-
cial environment. The life span of an elderly person is structured
by biological and psychological determinants, but also the social
norms and customs. Still, aging is often perceived as a social prob-
lem (13). Whether an elderly person is going to become a social
problem depends not on such person’s age, but on the society
that is responsible to provide for a dignified old age. In order for
this to happen, the predominant negative attitude to old and sick
persons must change. The same is true of persons with
Alzheimer’s. The functional ability of elderly people, which in-
cludes the ability of self-care, depends on the cognitive capabili-
ties which are significantly reduced in persons with AD. It is, there-
fore, vital for the society to make appropriate preparations in or-
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der to provide care in a humane, efficient and reasonable way (14).

Information on the number of persons suffering from AD
varies. It is estimated that a total of 24 to 30 million persons are
afflicted by the disease (15). The exact figures for the Croatian
population are not available, with estimates ranging between
50,000 to 76,000 (16). It is believed that approximately 4.5 mil-
lion people are diagnosed with Alzheimer’s each year (17-19).
The percentage of elderly people is almost the same everywhere
in Europe, including Croatia, which means that about 17 percent
of the population are older than 65. At the moment, 750,000
Croatian citizens are older than 65, and it is estimated that by
2050 this number will reach 24 percent (1,650,000). In this case
we may speak of a dementia epidemic.

Acknowledging the fact that the number of dementia patients
is growing, great advances have been made in recent years in the
care and support of elderly, both in Croatia and the world. The
socio-medical interventions are focused on improving the health-
care of elderly and include timely checks of the health condition,
ensuring of the necessary conditions for improving prevention,
diagnostics, treatment and rehabilitation of patients, and orga-
nizing of free time and care outside the family. The local com-
munity has an especially important role in this process. The
Croatian Alzheimer’s Disease Association, active since 1999,
supports its members in the following ways: it holds monthly
meetings with family members, operates an SOS phone that of-
fers help in form of advice and support, and organizes public
events to raise the public awareness about the disease (20).

At the moment there are only few hospital wards in Croatia
that provide care to AD patients. However, the solutions they
provide are temporary and inadequate and lead social decom-
pensation. The condition of patients with dementia is rapidly
deteriorating with accompanying behaviour disorders such as
agitation and psychotic attacks. A new environment leads to
impairment of adaptive abilities with resulting decompensation
of preserved mental and other abilities. Therefore, in order to
avoid social decomensation, it is vital to allow the senior citi-
zens to stay active as long as possible, especially in intellectual,
emotional, and social sense. It is important to maintain the nor-
mal rhythm of life in the family, to stay sexually active, maintain
social relations, and take part in professional and other activities
(21). This requires organized assistance of the family, and, if
required, home treatment (22). Conventional hospitalisation
should be substituted by care at psycho-geriatric wards. An ex-
ample of adequate care is the future in-patient clinic of the In-
tensified Care Centre in the town of Pula, that, thanks to last
year’s donation of the World Bank (160 000 euros), will provide
24-hour psychosocial support to AD patients and their families.

Prevention of social decompensation is a complex process that
requires a multidisciplinary approach. Hospitalisation makes sense
only if it has a preventive role and saves lives of elderly people.

In lieu of conclusion: how to live together?

Symptoms of dementia set in gradually, almost unnoticeably,
so that neither the family nor the patient is able to define the

708

exact onset of illness. In the advanced stages of illness, the dis-
orders become aggravated and the patient fully depends on the
permanent foreign support and care. Once the caregiver has ac-
cepted the disease as an inseparable part of life and has gained
the basic knowledge of the disease, he/she should acquire the
skills that will make his/her daily life with the disease easier. In
order for the patient’s condition to stay stable, it is important to
maintain routine, to repeat specific activities and rituals, which
demands a great deal of patience. It is essential to maintain a
warm, emotional relationship instead of ineffective confronta-
tions or unnecessary critique. The patient should be encouraged
to independently perform some simple tasks and intellectual ob-
ligations, but one should not insist that they be completed per-
fectly. The patient should also be encouraged to maintain per-
sonal hygiene, as this represents the basis for keeping the body
and mind in good shape, in addition to saving the energy of both
the caregiver and the afflicted. Regular social contacts and meet-
ings with relatives, friends, and other AD sufferers and their
caregivers impart the patients with a sense of being connected
with the outer world. It is necessary to adjust the household en-
vironment by removing potentially hazardous objects and, if re-
quired, by moving to a more suitable living space. Considering
that AD is a prolonged and as yet incurable disease, it is highly
important to avoid the unnecessary costs of buying new and in-
sufficiently studied medicines.

Dementia, a syndrome induced by a brain disease, manifests
itself in the loss of intelligence — higher cortical functions that
were previously fully developed. A patient with dementia needs
social, legal and medical assistance. As no guidelines have as
yet been defined to assist the staff and family members of AD
patients, valid criteria must be set and high ethical principles
applied when organizing the joint life, the legal, moral, and so-
cial relations. It is important to note that everyone caring for an
AD patient must focus on quantifiable medical parameters as a
basis for making the right medical decision, as well as on emo-
tional and ethical aspects of the patient’s behaviour.

Finally, persons suffering from AD will feel the best in the
midst of their family. It is therefore crucial that, in addition to
good care, patients receive abundant love and understanding,
because this is what most of them once provided to their family
members. Still, in the terminal stage, when the caregiver’s knowl-
edge and abilities are no longer sufficient for adequate care, ap-
propriate institutional care must be sought.

At the government and local community level basic guide-
lines must be regulated for the care of all senior citizens, includ-
ing those with dementia. The social community must assume the
responsibility for the implementation of medical and social care,
thus lifting the burden from families and caregivers. Regardless
of the material status of the patient, financial resources and ac-
commodation in adequate healthcare or social institutions must
be provided, as is the case in developed north European coun-
tries. Until adequate in-patient care is secured, care can be pro-
vided in out-patient facilities.
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