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benefits were reported by their caregivers, suggesting that 
the intervention may produce better management of social 
and economic problems and lead to better emotional support.
Conclusions  The AC seems to help families of AD persons 
to better manage the disease, and also delay the institution-
alization of these persons, which is certainly an ambitious 
goal for an incurable disorder such as Alzheimer’s disease.

Keywords  Alzheimer Café · Alzheimer’s disease · 
Caregivers · Quality of life · Burden

Introduction

In recent years, significant improvement in quality of life 
has caused the inevitable rapid aging of the global popula-
tion. As a result, the survival median has increased [1, 2], 
as have also the number and variety of neurodegenerative 
diseases [3]. Dementia is a progressive, public health, medi-
cal and social problem, and it is recognized as a cause of 
disability and death [4]. Alzheimer’s disease (AD) is one of 
the most common dementias, characterized by neuropsycho-
logical (i.e., memory loss, apraxia, aphasia and agnosia) and 
neuropsychiatric (i.e., depression, behavioral disturbances 
and psychotic features) disorders [5]. This symptomatology 
requires constant assistance and care often provided by fam-
ily members. Caregivers usually refer to this experience as 
“enduring stress and frustration” [6]. Eighty percent of AD 
caregivers usually show high levels of stress and almost half 
of them suffer from depression [7]. For example, caring for 
a person with AD may require the caregiver to diminish his/
her working hours or to leave work altogether, thus produc-
ing depression and social isolation and even aggressiveness 
towards the patient with the consequence of feeling guilty. 
Indeed, although in the earliest stages of the disease, persons 

Abstract 
Background  Alzheimer’s disease (AD) affects the global 
quality of life of persons who suffer from it and their car-
egivers, because of the behavioral and psychological conse-
quences associated with the pathology and its caring. The 
Alzheimer Café (AC) is one example of approach aimed to 
help persons and caregivers deal with their disease.
Aim  This is a pilot study focusing on the efficacy of AC in 
relieving caregivers’ and persons’ burdens due to dementia.
Methods  The quality of life of both caregivers and persons 
who attended the AC was compared with the quality of life 
of those who did not. Basic and instrumental daily activities 
and neuropsychiatric functioning were assessed. Caregivers 
also answered to general well-being and caregiving burden 
questionnaires. The evaluation took place at the beginning 
of the intervention and after 1, 3, 6, 9 and 12 months.
Results  Caregivers who joined the AC with their persons 
with dementia showed to have significantly benefited in the 
daily care of persons with dementia, in terms of total well-
being, vitality, and emotional burden.
Discussion  Although improvements were not observed 
in persons with dementia who attended the AC, significant 
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need only assistance with the most difficult tasks, in the later 
stages, the demands on caregivers in terms of physical and 
psychological resources are enormous and it becomes neces-
sary to help the patient also in the most basic daily activi-
ties such as feeding and bathing. Furthermore, caregivers 
frequently have to cope with behavioral disorders such as 
anxiety, psychomotor agitation, depression, wandering and 
hostility. All psychological and relational consequences of 
dementia [8] have a serious impact on families, and any suit-
able supports for both persons with dementia and families 
are helpful.

As it is widely recognized, caregivers of persons with 
AD commonly show high levels of psychological distress. 
Emotional involvement, comprehension and acceptance of 
a disease that currently does not have a specific cure, are all 
factors to be considered for their emotional impact on the 
caregiver’s life [9]. Because of these aspects, researchers 
and clinicians have been encouraged to find interventions 
that could deal with the manifold consequences of caregiv-
ing. Caregivers of persons with dementia can certainly be 
considered as “the invisible second patients” [10], so that 
their care becomes fundamental to guaranteeing better qual-
ity of life for themselves and for their relatives. Soresen et al. 
[11] distinguished caregivers’ oriented interventions in those 
aiming to reduce the amount of care directed to persons with 
dementia, and those whose goal is to improve caregivers’ 
well-being, helping them adequately cope with the disease 
and its consequences [11]. Several meta-analysis and review 
papers have given overviews of the most effective interven-
tions aiming to reduce caregivers’ burden. The majority of 
studies generally propose psycho-educational interventions 
as the most effective [11–14]. However, it has also been sug-
gested that psycho-educational interventions alone can lose 
their own efficacy if not appropriately integrated with other 
supports [13]. For example, a relevant role was attributed 
to psychotherapy [11] and to short personalized interven-
tions [15]. More conflicting data exist on whether interven-
tions should be carried out in individual or in group ses-
sions. In this regard, Knight et al. [14] found that individual 
psycho-educational interventions have the strongest effects 
on benefiting caregivers. However, these conclusions seem 
to be denied by more recent findings [11, 13, 15], which 
highlighted the better efficacy of group interventions. What 
all these studies justifiably suggest is that a single isolated 
intervention is not enough to deal with the many difficul-
ties linked to caregiving. A combination of different kinds 
of interventions and treatments would therefore help better 
cope with the burdens and struggles of the disease. In addi-
tion, as Brodaty et al. [13] proposed, the involvement of 
persons with dementia in structured programs specifically 
designed for caregivers would be extremely useful if they 
included everyone concerned, patients too. In this regard, the 
Alzheimer Café (AC) could be considered as one of the most 

representative examples of multi-composed interventions. 
This approach was originally developed in order to reduce 
the social isolation that the disease creates around persons 
with dementia and caregivers, improving quality of life for 
both of them. The AC is conceived as a space and time for 
persons with dementia, caregivers and family members 
who can find a place where to exchange ideas, information 
and experiences. The aim of the AC is to provide support 
to patients and their caregivers helping them deal with the 
disease. This intervention has three main purposes: (1) to 
inform about medical and psychosocial aspects of demen-
tia; (2) to discuss persons’ with dementia problems openly 
and directly, and (3) to prevent the isolation of patients and 
their families. In the AC, families have the opportunity to 
meet people with similar experiences, to develop new ways 
for interpersonal exchanges, and to stay with other people 
and other persons with the same disease. Participating in 
pleasant activities promotes positive communication and 
well-being in these persons. In the AC, caregivers and 
patients can share old memories, which are generally eas-
ily recalled by people with dementia, thus highlighting the 
person’s well-maintained abilities, rather than their impair-
ments [16]. Results from previous studies showed that the 
AC allowed all participants (i.e., both persons with dementia 
and their caregivers) to improve their communication skills 
[17], to exchange experiences with others in similar condi-
tions, and to regulate the emotions that the disease and its 
care can trigger [18]. Self-reports of persons with dementia 
have been also published reflecting participants’ satisfaction 
after attending the AC [19].

To conduct this study, we created an Alzheimer Café in 
the garden of our clinic to welcome AD persons, caregiv-
ers and their families, in order to recreate the environment 
just described. We compared quality of life and impact of 
psychological, emotional and social burdens of caregivers 
coming to the AC with a control group of caregivers whose 
persons with dementia did not attend the AC. Furthermore, 
we followed the change over time of the functional impair-
ment and psycho-behavioral disorders of AD persons who 
attended the AC, and then we compared it with a group of 
persons with dementia who did not attend the AC. Since 
our AC was conceived to involve the interventions that were 
deemed as the most efficient in reducing caregivers’ dis-
tress, we hypothesized that benefits would occur in those 
who attended the AC and not in those who did not. As a 
matter of fact, our AC combined the activities—for details, 
see “Materials and Methods”—that were previously reported 
to be effective for these purposes [18, 19]. However, we did 
not expect the efficacy of the AC in reducing patients’ func-
tional and psycho-behavioral impairments to last over time. 
Because of the well-recognized degenerative nature of AD, 
we thought that stabilization of symptoms would be more 
credible and predictable than real amelioration.
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Materials and methods

All participants were recruited in a Unit for Alzheimer’s 
evaluation in Bergamo (northern Italy) and the diagnosis 
was made after extensive neurological assessment and neu-
ropsychological evaluation. The participation of persons 
with dementia/caregivers in the AC project was decided 
on a voluntary basis. Those who agreed to our project 
received information about the study, its objectives and 
procedures. The study was approved by the local Ethics 
Committee and all participants signed an informed consent 
form. Participants usually met in groups in the garden of 
the hospital 1 day a week, and each meeting lasted 2 h. 
A psychologist was present at all times during the meet-
ings. Some volunteers, purposely trained for adequate 
interaction with AD persons, were also involved. Their 
number guaranteed a 1:1 ratio with patients. All caregivers 
attended self-help groups coordinated by the psycholo-
gist, who was also able to arrange individual interviews 
for people who needed more focused and personalized 
support. In this way, caregivers could share their experi-
ences and exchange opinions and feelings with the other 
caregivers and with the psychologist. At the same time, 
persons with dementia were entertained with simple and 
recreational occupations such as playing cards, talking to 
each other, and recalling memories from the past on topics 
chosen each time by the volunteers. During the meetings, 
some convivial moments were planned, such as drinking 
coffee together, which gave the feeling and rhythm of a 
family gathering. Persons with dementia were helped to 
arrange a snack time and all participants were invited to 
join in. Each activity aimed to recreate specific moments 
of interaction among participants, making sure that social 
exchanges occurred not just “within” groups (patients with 
patients and caregivers with caregivers) but also between 
groups. Persons with dementia were also taken for short 
walks in the hospital garden by the volunteers. Caregivers 
were encouraged to join in, entertaining their own patients 
with conversations about the surrounding natural elements 
(e.g., flowers and plants) which were also used to stimulate 
their senses and elicit memories [20]. A team composed of 
one psychologist, two neurologists and two physicians met 
weekly in order to supervise the participants’ progress.

Participants

Twenty persons with a diagnosis of dementia and 20 car-
egivers participated in the study.

Persons with dementia and caregivers were divided in 
four groups:

1.	 Ten persons with dementia who attended the AC-exper-
imental group.

2.	 Ten persons with dementia who did not attend the AC-
control group.

3.	 Ten caregivers of persons with dementia who attended 
the AC.

4.	 Ten caregivers of persons with dementia who did not 
attend the AC.

No more than ten persons with dementia and ten car-
egivers were included in order to facilitate communication 
and encourage an efficient relational exchange. A bigger 
group of participants would have created a barrier for inti-
mate and confidential relationships among participants. 
Table 1 shows the characteristics of persons with dementia 
and their caregivers.

The four groups were followed up for 1 year: they were 
evaluated at the beginning of the AC (T0) and after 1 (T1), 
3 (T3), 6 (T6), 9 (T9) and 12 months (T12).

Patient inclusion criteria

•	 Males and females, aged 55–90, diagnosed with prob-
able Alzheimer’s disease according to the international 
diagnostic criteria [21];

•	 MMSE (Mini-Mental State Examination) score 
between 10–24/30 [22].

Caregiver inclusion criteria

Males and females, aged 18–80, who cared for the persons 
with dementia daily (spouses and daughters).

Patient exclusion criteria

•	 Psychiatric comorbidities.
•	 General or neoplastic pathologies.
•	 Advanced dementia (MMSE < 10).

Caregiver exclusion criteria

•	 Psychiatric disorders.
•	 General or neoplastic pathologies.

Caregivers’ eligibility to the study was evaluated with a 
qualitative clinical interview carried out by an expert psy-
chologist who attested their normal psychiatric and cognitive 
functioning.

Author's personal copy
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Tools

Persons with dementia were evaluated by means of:

•	 The Basic Activities of Daily Living (BADL) to assess 
functional mobility and personal care [23].

•	 The Instrumental Activities of Daily Living (IADL) to 
assess instrumental activities of daily living functions 
[24–26].

•	 The Neuropsychiatry Inventory (NPI) for the assessment 
of psychological and behavioral disorders [27]. We con-
sidered only the scores for severity and caregiver distress.

Caregivers were evaluated by means of:

•	 The Psychological General Well-Being Inventory 
(PGWBI) for the multidimensional assessment of psy-
chological well-being. It analyses the psychological-emo-
tional burden through six domains: anxiety, depression, 
positive and well-being, self-control, general health, and 
vitality [28]. A global score is provided.

•	 The Caregiver Burden Inventory (CBI) for the multi-
dimensional evaluation of caregiver burdens [29]. The 
CBI consists of 24 questions grouped into five different 
domains: “The time-dependence burden”, which includes 
items (1–5) estimating the time needed by the caregiver 
to care for the patient; “The developmental burden”, 
which includes items (6–10) evaluating the regret for 
missed opportunities and feelings for life expectations 
as a result of care commitments; “The physical bur-
den”, which includes items (11–14) describing feelings 
of chronic fatigue and possible health problems of psy-

chosomatic nature; “The social burden”, which includes 
items (15–19) evoking the caregiver’s feelings on rela-
tionships with other members of the family and the possi-
ble presence of family conflicts; “The emotional burden”, 
which includes items (20–24) concerning the negative 
feelings of the relative providing the care towards his/
her family.

Descriptive baseline statistics are reported in Table 2.

Statistical analysis

A Mann–Whitney test was conducted in order to compare 
baseline performances of all groups. Linear regression 
models analyzed the effect of GROUP on the dependent 
variables. AGE, SEX, CBI SOCIAL BURDEN, PGWBI 
GENERAL HEALTH, MMSE and NPI scores were used 
in all caregivers’ analyses as covariates because of their 
potential confounding effects on the dependent variables. 
Only AGE and SEX were used as covariates for the AD per-
sons’ groups. Covariates were selected not only as a result of 
the difference that emerged between groups at the baseline 
(statistical approach), but also in line with theoretical and 
clinical criteria [30], according to which covariates can be 
chosen based on background knowledge [31]. Because of 
the small samples, relative difference scores were used to 
evaluate the extent of change of the dependent variables over 
time and were implemented in the linear regression models.

Table 1   Characteristics of 
participants

AC participants who attended the Alzheimer Café, No AC participants who did not attend the Alzheimer 
Café, SD standard deviation

Characteristics of persons with dementia AC (n = 10) No AC (n = 10)

Mean age ± SD 75.8 ± 9.96 77.6 ± 4.03
Gender, F/M 4/6 7/3
Therapy
 Acetylcholinesterase inhibitor (AchE-I) 5 5
 Memantine 3 2
 Combination therapy (AchE-I + Memantine) 1 2
 Neuroleptics 4 2
 Antidepressant 4 7

Cardiovascular risk factors 4 6
Caregivers’ characteristics
 Mean age ± SD 65.4 ± 9.96 61.4 ± 13.06
 Gender, F/M 8/2 6/4

Caregivers’ relationship to person with dementia
 Spouse, n 6 3
 Daughter, n 4 7
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Results

Persons’ with dementia results

At the baseline, the groups did not differ for AGE, MMSE 
(β  = 0.10, t = 0.37, p = .71), BADL (β  = 0.39, t = 1.64, 
p = .12) and IADL (β  = 0.04, t = 0.18, p = .85) scores, 
while differences emerged for the NPI variable (β = − .46, 
t = − 2.07, p = .05). No significant effects of GROUP were 
found on the extent of CHANGE over time.

Caregivers’ results
At the baseline, the groups only differed in the CBI 

SOCIAL BURDEN and PGWBI GENERAL HEALTH 
scores, which were then used as covariates in our statistical 
model. A significant confounding effect of these variables on 
the SELF-CONTROL PGWBI subscale was found. Signifi-
cant effects of GROUP emerged on the extent of CHANGE 
over time on the PGWBI TOTAL (β = − 0.63, t = − 2.29, 
p = .04) and on the VITALITY (β = − 0.46, t = − 2.23, 
p = .04) scores. As for the CBI measure, significant GROUP 
effects were found only at the EMOTIONAL (β = − 0.68, 
t = − 3.04, p = .01) scale.

Table 3 shows a summary of all results.

Discussion

From the Introduction it is clear that the aim of the AC is 
to educate about the AD symptoms, to overtly discuss the 
problem, but also to make the disease more acceptable to 
both persons with dementia and caregivers. AC members 
share their own experiences, problems and/or information 
about dementia and all possible ways to deal with them. The 
purpose of the present study was to describe the effect of 
the AC on the well-being of AD persons and their families. 
Furthermore, we evaluated the subjective burden of caregiv-
ers [4–12] to better understand the level of their stressful 
situation. Baseline findings showed that the performance on 
MMSE, BADL and IADL tests of the AD persons who had 
decided to attend the AC was similar to that of the persons 
with dementia who had not attended the AC. It could be 
that the difference showed at the baseline NPI scores may 
have influenced the decision to join the intervention. Higher 
neuropsychiatric scores suggest the existence of behavioral 
disorders that could have prejudged the wish to share the 
illness experience with other persons with dementia. Sig-
nificant differences in the social burden and general health 
variables also emerged between caregivers who attended 
the AC and those who declined to attend it. Social isola-
tion might influence the decision to join interventions and 

Table 3   Percentage of change in persons with dementia and caregivers who attended the Alzheimer Café (AC) and those who did not (no AC)

The scores of persons with dementia were adjusted for AGE and SEX, while those of Caregivers were adjusted for AGE, MMSE, NPI scores
MMSE Mini-Mental State Examination, BADL Basic Activities of Daily Living, IADL Instrumental Activities of Daily Living, NPI Neuropsy-
chiatric Inventory, PGWBI Psychological General Well-Being Inventory, CBI Caregiver Burden Inventory

AC No AC dʹ Cohen β* p*

Mean difference SD Mean difference SD

Persons with dementia
 MMSE 7.50 31.59 9.10 13.94 − 0.57 0.44 0.10
 BADL 7.50 24.84 10.05 24.56 − 0.51 0.21 0.47
 IADL 11.57 39.33 7.20 48.30 1.10 − 0.34 0.25
 NPI 10.86 225.79 7.70 349.23 0.10 0.08 0.77

Caregivers
 PGWBI total score 7.29 7.17 10.20 2.4 − 0.79 0.62 0.04
 PGWBI positive well-being 9.57 8.59 8.60 6.08 − 0.15 0.29 0.31
 PGWBI general health 8.29 5.79 9.50 7.67 − 0.33 0.28 0.22
 PGWBI depressed mood 9.14 11.80 8.90 9.24 0.01 0.33 0.29
 PGWBI self-control 6.43 10.30 10.80 9.53 − 1.11 0.30 0.42
 PGWBI anxiety 9.79 25.64 8.45 7.17 0.39 − 0.13 − 0.41
 PGWBI vitality 4.64 7.26 12.05 15.70 − 1.82 0.59 0.05
 CBI total score 7.57 40.74 10.00 846.27 − 0.04 0.33 1.22
 CBI time dependence 9.64 52.93 8.55 560.57 − 0.39 0.29 0.30
 CBI developmental 6.79 77.90 10.55 45.01 − 0.41 0.27 0.39
 CBI physical burden 8.21 90.61 9.55 24.79 − 0.46 0.02 0.93
 CBI social burden 7.64 223.60 9.95 149.78 − 0.09 0.08 0.78
 CBI emotional burden 4.71 31.06 12.00 42.89 − 1.83 0.67 0.01
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activities in which interpersonal exchanges are encouraged. 
Similarly, general medical impairments could represent a 
real impediment in daily activities, which, in turn, could 
increase the just mentioned social isolation. As for the evalu-
ation of symptoms over time, the general progression of the 
disease, in terms of neurocognitive and neurobehavioral 
symptoms, was similar in persons with dementia attending 
the AC and in those who did not. Furthermore, data obtained 
from the MMSE, the BADL, the IADL and the NPI scales 
showed no significant differences between the two groups 
of persons with dementia. These findings are clearly and 
not surprisingly congruent with our expectations and with 
the normal evolution of the disease, in which cognitive and 
behavioral disorders become increasingly severe, although 
tentative stimulation approach such as the AC. However, dif-
ferent and more promising results were observed among the 
caregivers. As mentioned above, the caregivers’ subjective 
burden is particularly significant. Emotional and physical 
disorders, reduced time for oneself, sense of abandonment 
and inability in family management are all factors that con-
tribute to a reduction of the caregiver’s quality of life. How-
ever, after attending the AC with their persons with demen-
tia, the caregivers showed increased “PGWBI Total” and 
“Vitality”, whereas other items did not reveal any statistical 
difference (i.e., health, anxiety and depression). Although a 
series of problems still remain, our results seem to suggest 
that global well-being and vitality perception can improve 
after the AC treatment. Health, Anxiety and Depression have 
not been affected by the intervention. They are more resist-
ant to change as the caregivers are aware of the inevitable 
evolution of the disease. In any case, these results suggest 
that the social/emotional care, the avoidance of isolation by 
empowering people to communicate with others who share 
a similar condition and informal discussions with trained 
members of the staff seemed to generally increase the per-
ceived energy needed to cope with daily difficulties. This 
is a very important effect of the AC and its usefulness in 
helping caregivers cope with the burden of their care has 
been supported in this study. Despite the small size of the 
samples, large effect sizes [32] emerged for all of the signifi-
cant findings reported, thus supporting the goodness of the 
results. The majority of variables showed large effect sizes 
which, although not reaching significance, encouraged us 
to investigate more in depth. Some authors maintain that 
improvement in caregivers’ management of the disease has 
been associated with persons’ with dementia better feelings 
of well-being [13]. This was not supported by our results, 
but the AC effects on caregivers did reflect on our persons 
with dementia, who actually perceived greater well-being 
and general satisfaction. As stated in “Materials and meth-
ods”, all participants had been informed about the study, its 
objectives and procedures, making our study not blind and, 
as a result, the findings reported could have been affected by 

this methodological decision. However, we strongly believe 
that the regular exchange with a psychologist, who carried 
out individual interviews, the direct communication between 
different medical and health figures and the mutual self-help 
among participants may have been crucial elements for the 
successful outcome of the AC for caregivers. These aspects 
contribute to the existing literature about caregivers’ inter-
ventions by suggesting that the AC is a valid and fairly effi-
cient intervention for this population. The activities of our 
AC were chosen in the light of interventions reported as 
the most effective in reducing caregivers’ burden associated 
with looking after persons with dementia. The AC can train 
caregivers and families of AD persons to better manage the 
disease and could also lead to postpone the institutionaliza-
tion of these persons, which is certainly an ambitious goal 
(see the “National Plan of Dementia” [33]) for an incurable 
disorder such as Alzheimer’s disease.

Limitations of the study

We are aware of some weaknesses in our study. First of all, 
our samples are small and, as this is in fact a pilot study, 
further research is needed to confirm our results. A limita-
tion is also the lack of information about how long caregiv-
ers devoted to caring for their persons with dementia. It is 
reasonable to assume that the time spent caregiving might 
influence caregivers’ perception of their burden. We did not 
originally collect this information and our results may be 
affected by this confounding factor. Furthermore, caregiv-
ers were included in our study after a clinical interview that 
attested normal psychiatric and cognitive functioning, with-
out however the support of quantitative/psychometric meas-
ures. Finally, as already mentioned above, all participants 
had been informed about the objectives and procedures of 
the study, and this could have influenced our findings. Our 
data, therefore, should be considered with caution.
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