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Abstract

Background: The objective of the present study was to determine the impacts of an educational program by using group discussion
on perceived stigma among family caregivers of people with Alzheimer’s disease (AD).
Methods: This nonequivalent non-randomized controlled trial was performed in 2015. A sample of 66 family caregivers of people
with AD was recruited conveniently. The caregivers were non-randomly allocated to a control and an experimental group. Initially,
the perceived stigma of all participants was measured by using the Stigma Impact Scale. Then a five-session educational program
by using group discussion was held over five weeks for the caregivers in the experimental group. The caregivers in the control
group received no intervention. The level of caregivers’ perceived stress was re-assessed both immediately and one month after the
intervention.
Results: The difference between the groups in terms of pretest perceived stigma was not statistically significant (P = 0.146). However,
immediately and one month after the intervention, the mean score of perceived stigma in the experimental group was significantly
lower than in the control group (P < 0.05). The results of repeated measures ANOVA for the between-subject factor of the group also
showed that the intervention had significant effects on the caregivers’ perceived stigma (P = 0.004).
Conclusions: The findings of the present study showed the noticeable effects of the educational program using group discussion
on the perceived stigma of family caregivers of people with AD. This finding can denote the importance of experience sharing in
the psychological well-being of family caregivers. Through group discussion and experience sharing, caregivers learn the neces-
sary skills for coping with their own problems. Given their effectiveness, educational interventions by using group discussion are
recommended to reduce perceived stigma among family caregivers.
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1. Background

Alzheimer’s disease (AD) is a chronic progressive and
debilitating brain disorder which has profound effects on
memory, intelligence, cognition, speech, physical func-
tioning, activities of daily living, and orientation to the
place and person, as well as self-care, planning, innovation,
organization, and abstract reasoning abilities. Epidemio-
logical studies on the elderly confirm a pandemic of AD (1).
According to the statistics provided by the World Health
Organization (WHO), the number of people with dementia
in the world was 35.6 million in 2012, which is estimated to

reach 65.7 and 115.4 million by 2030 and 2050, respectively
(2).

Due to cognitive and behavioral alterations, people
with AD are unable to fulfill their own needs, and hence,
they are greatly dependent on the help of others for ful-
filling their needs (3), denoting the fact that the most im-
portant source of caregiving to people with AD is the fam-
ily (4). Given the need of people with AD for long-term
care services, their family caregivers are indisputably at
risk for relatively high levels of stress, strain, and psycho-
logical problems compared with the family members of el-
ders with physical health problems (5, 6).
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Goffman (7) considered stigma a spoiled identity at
which a characteristic is attributed to a person or a group,
so the person or the members of that group are de-
valued and differentiated and are no longer considered
healthy and competent individuals. Stigma can cause pa-
tients/caregivers to hide the illness (8). Therefore, AD fam-
ily caregivers usually suffer from lack of social support and
relationships and experience a sense of social isolation.
They gradually move toward sacrificing their own leisure
times, limiting their relationships with friends and rela-
tives, and leaving their employment (9). For instance, in
one of a few quantitative studies dealing with AD family
caregivers’ stigma, it was noted that adult children (50%),
spouses (40%), and other family caregivers (10%) experi-
enced stigma (10).

Family stigma is caused by a degree of unusualness in
the family, which can differ by society and culture (11). In
the collectivist culture of Iran, family members are less
concerned about the negative effects of mental disorders
on themselves than about their reputation and how others
view them. Thus, given the negative implications of stigma
for the mental health of the family and the importance of
the family in giving continuous care and treatment to AD
patients, the phenomenon is considered a major issue and
requires further investigations.

One of the strategies to improve family caregivers’
ability to provide care to their ill members is education.
Family caregivers need to receive education about the un-
derlying conditions of their ill members and how to give
care to them (12). Patient and family education is one of the
most basic responsibilities of healthcare providers, partic-
ularly nurses, the fastest and the most effective strategy to
attain the goal of social justice, and a key strategy for sup-
porting family caregivers and improving their condition
(13).

In one study on AD family caregivers, a combination
method was used by Liu, indicating that the more severe
the perceived stigma, the stronger the feeling of depres-
sion (14). Despite the large number of AD patients in Iran,
there is just one service provider organization [i.e., Iran
Alzheimer Association (IAA)] because there are obstacles to
funding and organizing such foundations. Likewise, there
are limited support services for Iranian families caring for
a person with AD.

2. Objectives

The present study aimed to determine the impacts of
an educational program based on group discussions on
perceived stigma among AD family caregivers.

3. Methods

3.1. Study Design, Setting, and Subjects

This was a nonequivalent non-randomized controlled
trial performed in summer 2015 (Figure 1).

Study setting was the Iranian Alzheimer’s Association
located in Ekbatan, Tehran, Iran, and the study popula-
tion were the family caregivers of people with AD. Based
on the results of a previous study and considering a stan-
dard deviation of 11.00 (14), the sample size for compar-
ing two means was designated as 66 using a formula. Con-
sequently, using a convenient sampling method, 66 care-
givers were recruited.

Inclusion criteria were being the main caregiver of
the person, giving care for at least six months, having no
hearing problems, being able to read and perceive educa-
tional materials and answer study items, agreeing to par-
ticipate in the program, actively participating in group dis-
cussions, and speaking Persian. Exclusion criteria were the
death of the afflicted person, the change of the main family
caregiver, and failure to participate in more than one edu-
cational session. The participants were non-randomly allo-
cated to the experimental and control groups. In order to
prevent the leak of information from one group to another,
we initially recruited all the caregivers of the control group
and then started to recruit caregivers for the experimental
group.

3.2. Instruments

Data collection instruments were a demographic ques-
tionnaire and the Stigma Impact Scale (SIS). The items of
the demographic questionnaire were gender, age, educa-
tional and marital status, AD stage, number of caregivers,
the kinship of the main caregiver with the afflicted person,
the place where the afflicted person lived, the time spent
per day on caregiving, the total duration of caregiving, the
type of insurance coverage, the caregiver’s employment
status, and the financial status of the family. This question-
naire was filled by all the participants during a general ses-
sion held before initiating the study intervention.

The SIS measured perceived stigma in the caregivers
of persons with AD. This scale was used and validated by
Liu (14). The SIS comprises 24 items assessing AD family
caregivers’ perceptions of stigma in the four dimensions
of social rejection (nine items), financial insecurity (three
items), internalized shame (five items), and social isolation
(seven items). The items are responded to and scored as fol-
lows: (1) no idea, 0; (2) completely disagree, 1; (3) disagree,
2; (4) agree, 3; and (5) completely agree, 4. The total score
could range from 0 to 96; the closer the score to 96, the
higher the perceived stigma (12).

2 Jundishapur J Chronic Dis Care. 2021; 10(3):e114147.



Alipour Chermahini M et al.

 

 

 

 

 

 

 

 

 

 
 
 
 
 
 
 

Inclusion 
criteria 

Control 
group 

Completing the SIS immediately and one 
month after 
the intervention

 

Data entry into the SPSS 
Data analysis by using the tests of
 inferential statistics

 

Exclusion 

criteria 
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 of the afflicted person
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in group discussion and answer to 
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SIS before the
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In total, five 
caregivers were 
excluded
due to frequent 
absences from 
the educational
sessions, transfer
of their ill family 
member to 
nursing homes
(three ones), or
voluntary withdrawal
from the study 
(two ones). 
Consequently, final 
analysis was
performed on 
data collected 
from 61 caregivers

Implementing the 
educational program
 by using group
 discussion in five
 sessions
Completing the SIS
 immediately after the 
intervention

Voluntary withdrawal 
from the study
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 person
More than one absence
 from the educational sessions
The change of
 the main caregiver

Figure 1. The flow diagram of the study
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In this study, to ensure the scientific validity of the
SIS, the content validity technique was applied. Accord-
ingly, for internal validity, the multiple-forward transla-
tion method (15) was utilized to translate the SIS from the
source language (English) into the target language (Per-
sian). Two researchers translated each section; the two
translations were compared and also joined to obtain the
most appropriately translated version, which was finally
approved by the main researcher in terms of scientific and
cultural validity. The content validity of the instrument
was approved by 10 faculty members of Tehran University
of Medical Sciences, Faculty of Nursing and Midwifery, and
its reliability was assessed via the test-retest method. Ac-
cordingly, 10 caregivers filled out the scale twice with an
interval of two weeks. The correlation coefficient between
the test and retest scores was 0.7, showing a satisfactory re-
liability.

3.3. Intervention

One week before holding educational sessions, we held
an inaugural session to explain the aim and process of the
study to the participants and also to ask them to complete
the demographic questionnaire and the SIS (i.e., pretest).
Then a five-session educational program was held for the
caregivers in the experimental group that had been al-
ready divided into 8 - 10-member subgroups. The ses-
sions were held weekly based on the group discussion tech-
nique. The research team attended all the sessions, and the
group was guided by the researcher and professors. The
meetings were held at the Alzheimer’s Association center
in a calm and convenient environment.

The length of each session was about 90 minutes.
Group discussion is one of the active teaching-learning
methods and an organized dialogue among all group
members about a topic of interest. Group discussion pro-
vides group members with the opportunity to share their
ideas, beliefs, and experiences (9). In the first session, the
caregivers became familiar with each other and provided a
brief history of their ill family members’ condition. Then
the aim and process of the study were briefly explained,
and a timetable was given to the participants, containing
the titles, dates, and times of the sessions. Moreover, the
importance of family’s role in giving care to people with
AD was discussed. In the second session, a recreational
tour was held for the participants to familiarize themselves
with each other, strengthen their relationships and inter-
actions, boost their trust in each other, and thereby facil-
itate their active participation in subsequent group dis-
cussions. In the third and fourth sessions, the researchers
and participants discussed AD, its prognosis, the behav-
ioral problems of afflicted persons, stigma and its types,

family caregivers’ experiences of stigma, strategies to pre-
vent or reduce stigmatization, coping skills, and strategies
to manage tensions and feelings. In these two sessions,
the participants were also asked to share their own ideas
and experiences of caregiving. In the fifth session, con-
clusions were drawn, and the participants were asked to
share their experiences of using coping skills and feeling-
management strategies in the face of stigmatization. Fi-
nally, a booklet containing the educational materials was
given to each participant. Immediately and one month af-
ter implementing the program, perceived stigma was re-
assessed using the SIS tool in both groups. So, perceived
stigma was measured thrice, namely before the interven-
tion (T1), immediately after it (T2), and one month later
(T3).

3.4. Ethical Considerations

This study was approved by the Institutional Re-
view Board of the Tehran University of Medical Sci-
ences, Tehran, Iran (IRB approval number: 94S250802)
and registered in the Iranian Registry of Clinical Trials
(IRCT201502047212N6). We provided the participants with
information about the aims and importance of the study
and ensured them about the confidentiality of the study
data and the fact that they were free to decide to partici-
pate or not. Then verbal and written informed consent was
secured (Figure 1). Additionally, after the posttest, we pro-
vided the caregivers in the control group with educational
materials.

3.5. Data Analysis

Data were analyzed using SPSS-20 software and descrip-
tive statistics (mean, standard deviation, and frequency ta-
bles) to present the data. Inferential statistics [chi-square,
Fisher’s exact test, and repeated measures variance test
(RM-ANOVA)] were employed to compare stigma scores be-
fore, immediately after, and one month after the interven-
tion, and Bonferroni’s post hoc test was utilized for pair-
wise comparisons.

4. Results

The means of the caregivers’ age in the experimental
and control groups were 52± 11.44 and 49.8± 12 years (P =
0.464), respectively. Most participants in both groups were
female, and housewives held diploma degrees and gave
care to people with third-stage AD. Moreover, they were
mostly the daughters of people with AD (Table 1). The re-
sults of the Fisher’s exact test and the independent-sample
t-test illustrated no significant between-group differences
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with regard to the participants’ gender, age, education,
marital status, AD stage, the number of family caregivers,
main caregiver, caregiver’s kinship with the afflicted per-
son, the afflicted person’s place of living, the time spent
per day on caregiving, the total duration of caregiving, the
type of insurance coverage, and the financial status of the
family.

The independent-sample t-test indicated that the dif-
ference between the groups in terms of perceived stigma
was not statistically significant at the pretest phase (P =
0.146). However, immediately and one month after the in-
tervention, there were significant differences between the
groups in terms of perceived stigma score (P < 0.051). The
results of RM-ANOVA for the between-subject factor of the
group also showed that the intervention had significant
effects on caregivers’ perceived stigma (P = 0.004). Bon-
ferroni’s post hoc test revealed a significant difference be-
tween the T1 and T2, as well as between T1 and T3 phases in
both groups with regard to the mean scores of perceived
stigma (P < 0.001). The trends of variations were down-
ward in both groups (Figure 2). Although perceived stigma
decreased after the study period in both groups, the rate of
decrease in the experimental group was greater. Nonethe-
less, the groups did not significantly differ from each other
in terms of the pretest-posttest mean difference of per-
ceived stigma score (P = 0.412, Table 2).

5. Discussion

Stigma is an important issue for patients with chronic
mental disorders such as AD. The objective of this research
was to determine the impacts of a group discussion-based
educational program on perceived stigma among AD fam-
ily caregivers. Our findings revealed a significant between-
group difference comparing the mean scores of perceived
stigma both immediately and one month after the inter-
vention, implying the effectiveness of the educational pro-
gram in mitigating AD caregivers’ perceived stigma.

Vaghee et al. (16) and Uchino et al. (17) showed that
psych education was effective in reducing the stigma per-
ceived by patients with chronic mental disorders and their
family caregivers. The results of a study conducted by Grif-
fiths et al. suggested that interventions had negligible ef-
fects on personal stigma and social distancing while they
significantly reduced stigma in relation to chronic men-
tal disorders such as Alzheimer’s. It was also found that
educational interventions were as effective as face-to-face
communication (18). In line, Thornicroft et al. reported
that anti-stigma group interventions were particularly ef-
fective in patients with mental disorders (19). Thornicroft
et al. also demonstrated that establishing social rapport

increased the desire to face mental health problems and
promote anti-stigma behaviors and participation in anti-
stigma campaigns. Their results emphasized the impor-
tance of creating conditions to enhance appropriate com-
munications with patients (20).

Some studies show that stigma is more intense in Asian
countries compared to developed western countries (21),
and this can be due to the fact that in individualist cul-
tures (e.g., Americans, Germans, and Australians), devia-
tion from norms is more easily tolerated compared to col-
lectivist cultures (e.g., Asians, Africans, and Arabs), sec-
ondary to cultural diversity and promiscuous liberty (18).
In addition, the lack of studies and interventions in na-
tions with low to moderate income could be another rea-
son for different levels of stigma among these countries,
including Iran as a developing country with a collectivist
culture (18). For example, a study conducted by Pawar et al.
suggested that the Indian society would strongly scold and
discriminate against family caregivers and patients with
mental disorders and the fact that Indians had no desire to
have any kind of relationships with them (22). Barke et al.
reported that, like other South Saharan African countries,
Ethiopian people had negative attitudes toward chronic
mental diseases (23). It seems that the concept of stigma
has different meanings in different societies and that the
people of most of the above countries do not possess pos-
itive views toward chronic mental disorders such as AD,
so patients and their family members are occasionally dis-
criminated against and stigmatized in these nations.

In agreement with the findings of previous studies, our
findings indicated that most of our caregivers were under
the strain of caregiving, and the educational program was
effective in alleviating such a burden. According to Lewis
et al., giving care to a person with AD is a chronic stressful
process that undermines caregivers’ physical and mental
health (24). Therefore, it is essential to improve caregivers’
health and empower them for caregiving. Caregivers need
to learn the techniques facilitating their coping with care-
giving stress. Moreover, educating them about communi-
cation skills can reduce their psychological problems and
facilitate their coping with caregiving difficulties.

Our findings showed that group discussions reduced
AD caregivers’ perceived stigma. Psychological interven-
tions can be used to enhance caregivers’ abilities and em-
power them to manage their problems and give effective
care to their ill family members, which would alleviate
their caregiving stress. Such interventions include, but are
not limited to, emotional release, group-based therapies,
cognitive therapies, and counseling. On the other hand,
educational interventions not only are helpful in enhanc-
ing knowledge and problem-solving skills, but also can im-
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Table 1. Demographic Characteristics of the Participants a

Variables Experimental Group Control Group Statistical Tests b

Total 30 (100) 31 (100)

Gender χ2 = 1.501 c ; df = 1; P = 0.221

Female 26 (86.7) 23 (74.2)

Male 4 (13.3) 8 (25.8)

Number of caregivers χ2 = 3.101 c ; df = 2; P = 0.212

One 18 (60) 12 (38.7)

Two 5 (16.7) 10 (32.3)

Three and more 7 (23.3) 9 (29)

Place where the afflicted person lives P = 0.553 d

Private home 24 (82.8) 21 (70)

Caregiver’s home 4 (13.8) 7 (23.3)

Both 1 (3.4) 2 (6.7)

Length of daily care P = 0.762 d

Less than 24 hours 3 (10.3) 3 (13)

Entire day-night 26 (89.7) 20 (87)

Types of the afflicted person’s insurance P = 0.162 d

Social security 8 (27.6) 4 (18.2)

Military 8 (27.6) 6 (27.3)

Therapeutic services 9 (31) 12 (54.5)

Others 4 (13.8) 0

Type of the caregiver’s insurance P = 0.378 d

Social security 9 (36) 7 (33.3)

Military 7 (28) 3 (14.3)

Therapeutic services 6 (24) 10 (47.6)

Others 3 (12) 1 (4.8)

Income χ2 = 1.991 c ; df = 2; P = 0.158

Sufficient 18 (60) 13 (41.9)

Insufficient 12 (40) 18 (58.1)

a Values are expressed as No. (%).
b Significance level: P < 0.05.
c Pearson’s chi-square test.
d Fisher exact test.

prove patients’ and their caregivers’ quality of lives. Car-
retero et al. noted that official psychological interventions
could alleviate caregivers’ perceived stigma and stress, re-
lieve caregiving burden, provide caregivers with comfort,
and finally reduce the negative effects of care on afflicted
persons (25).

One of the limitations of the present study was that
because not considering ethnic diversity in Iran and
other countries, these results cannot be generalized to
other cities and countries. Considering that stigma is

a highly culture-dependent phenomenon, it is recom-
mended to conduct similar studies in other regions and
among various ethnic subgroups. In these types of studies,
cross-contamination between the intervention and con-
trol groups can be a possibility, and to avoid this, assess-
ments were first conducted in the control group and then
in the trial. Despite random sampling, women existed with
a higher proportion among caregivers, which could im-
pair the generalizability of our results.
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Figure 2. Variations in perceived stigma scores in both groups at different measurement time points

5.1. Conclusion

The findings of the present study showed the notice-
able effects of a group discussion-based educational pro-
gram on AD family caregivers’ perceived stigma. These
findings can denote the importance of experience sharing
in the psychological well-being of AD caregivers. Group
discussion and experience sharing help caregivers learn
necessary skills for coping with their own problems.

Health authorities, policymakers, and healthcare
providers are recommended to use group discussion
and other educational interventions to reduce perceived
stigma among AD caregivers. Given the multidimension-
ality of the concept of perceived stigma, we recommend

investigating the effects of other interventions on per-
ceived stigma among the caregivers of patients with AD
and other chronic health conditions in future studies.

Acknowledgments

The authors wish to express their gratitude to the Re-
search Administration of the Faculty of Nursing and Mid-
wifery of Tehran University of Medical Sciences, Iranian
Alzheimer’s Association, and all the caregivers who partic-
ipated in the study.

Jundishapur J Chronic Dis Care. 2021; 10(3):e114147. 7



Alipour Chermahini M et al.

Table 2. Perceived Stigma in Both Groups at Different Measurement Time Points a

Time Experimental Group (mean ± SD) Control Group (mean ± SD) Independent-Sample t Test b

Baseline (T1) 41.02 ± 9 44.35 ± 8.6 t = 1.47; df = 59; P = 0.146

Immediately after intervention
(T2)

34.78 ± 6.5 40.33 ± 6.9 t = 3.23; df = 59; P < 0.001

One month after intervention (T3) 30.76 ± 7.84 36.3 ± 8.96 t = 2.57; df = 59; P = 0.013

The results of RM ANOVA c

Greenhouse test P = 0.807

Within group F = 34.915; P < 0.001; η2 = 0.372

Between group F = 8.769; P = 0.004; η2 = 0.129

Interaction F = 0.684; P = 0.506; η2 = 0.011

Pairwise Comparisons d , Mean Difference (95% CI)

T1 - T2 5.133 (2.803, 7.463); P < 0.001

T1 - T3 9.152 (5.851, 12.453); P < 0.001

T2 - T3 4.019 (1.645, 6.392); P < 0.001

a Significance level: P < 0.05.
b Independent sample t-test, η2 = effect size.
c Two-way repeated measures analysis of variance (ANOVA).
d Pairwise comparisons with Bonferroni adjustment for 95% confidence interval for the difference.
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