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Development and Psychometric Testing of the 
Stigma Assessment Tool for Family Caregivers 
of People with Mental Illness
F Shamsaei, MG Holtforth

Abstract

Objective: This study aims to develop and validate the stigma assessment tool for family member 
caregivers of patients with mental illness (SAT-FAM).
Methods: This study was conducted in three phases: (1) explicate the concept of stigma towards family 
caregivers of patients with mental illness, (2) develop and iteratively optimise a preliminary version of 
the SAT-FAM, and (3) test the psychometric properties of the final version of the SAT-FAM. In phase 
1, 14 family caregivers of patients with mental illness were interviewed for qualitative data collection 
and analysis. Four themes emerged: people’s reaction and attitude, compassion with fear, rejection and 
loneliness, and confusion about mental illness. In phase 2, the first draft of the SAT-FAM with 38 items 
was developed. Based on the content validity index, each item was evaluated by 15 experts using a 4-point 
scale (1 = not relevant; 4 = very relevant). 15 family member caregivers of patients with mental illness 
were randomly selected to complete the face validity form on a Likert scale ranging from 1 (strongly 
disagree) to 4 (strongly agree). In phase 3, 286 family caregivers of people with mental illness were 
recruited for exploratory factor analysis. Internal consistency (Cronbach’s coefficient) and test-retest 
reliability were measured.
Results: The final draft of the SAT-FAM comprised 30 items in four factors: shame and discrimination, 
social interaction, emotional reaction, and avoidance behaviours. The internal consistency (Cronbach’s 
alpha) was >0.89 for all factors. The test-retest reliability among 30 family caregivers was good (0.76).
Conclusions: The SAT-FAM is a valid and reliable self-report instrument for assessing stigma towards 
family caregivers of patients with mental illness. It enables a practical way of evaluating interventions 
aimed at reducing stigma. 
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Introduction

Mental illness is commonly associated with chronic diseases 
and their concomitant morbidity and mortality.1 The World 
Health Organization estimates that mental disorders will 
constitute the largest global burden of diseases by 2020, and 
that one in four families worldwide has at least one member 
having a mental disorder.2 Chronic mental illness is a critical 
life event and major stressor for immediate family members.2 
Patients with mental illness and their family members face 
many problems, barriers, and disadvantages.3 People with 

mental illness are more likely to be unemployed, have lower 
income, experience more psychological distress in addition 
to the psychopathology, receive less social support, and 
have a diminished quality of life.4

 Many mental illnesses first occur in adolescents 
who still live with their immediate family members.5 Even 
when they have grown older and moved out from the 
parent’s home, their condition is still likely to affect the 
lives of family members.6 People with mental illness and 
their family members are frequently stigmatised by the 
general public.4 Although experiences of stigmatisation are 
pervasive among people with mental illness, the impact 
of these experiences varies widely among individuals.7 
Cultural differences may influence the experience of stigma 
in families of psychiatric patients.8 One source of stigma 
cannot replace another; it is important to pay more attention 
to gender, race, and immigrant identities in the stigmatised 
family.9 In traditional Iran society, families are expected to 
care for their members. Therefore, illness is a family issue 
rather than an individual problem.
 Stigma refers to a discrediting or disgraceful mark 
that sets individuals apart from others and renders them 
tainted, degraded, or inferior in the eyes of other people.4 

https://creativecommons.org/licenses/by-nc-nd/4.0/
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of patients with mental illness and identify potential 
subcategories. Hermeneutic phenomenology is a method 
used to describe, interpret, and understand lived experience 
in an effort to discover meaning rather than to explain 
and predict. The phenomenological research method is a 
systematic, explicit, self-critical, and intersubjective study 
of its subject matter, of lived experience. Phenomenology is 
a way to investigate subjective phenomena, and it is based 
on the belief that essential truths about reality are grounded 
in everyday experience. Because phenomenology examines 
the meaning that lived experience has in people’s lives, it is 
a valuable research method in nursing.20

 14 family caregivers who had provided care for  
>1 year to patients diagnosed with mental illness based on 
the DSM-5 were purposively selected from October 2016 
to June 2017 at Farshchian Psychiatry Hospital of Hamedan 
city in Iran. The sample included eight mothers, one sibling, 
three spouses (one husband and two wives), two sons, and 
two daughters. 64% were female. 83% were married, 3% 
were divorced, 9% were single, and 5% were widowed. 
Most participants were employed and educated beyond 
high school. Caregiving experience ranged from <2 years to  
>17 years.
 Face-to-face interviews were conducted; each 
interview session lasted 45 to 60 minutes. Interviews 
were tape-recorded, transcribed verbatim, and analysed 
following the Van Manen process of data analysis that 
involves reflecting on essential themes that characterise the 
phenomenon.20 Data were analysed through a circuitous 
process in which reflection was initiated with the first 
interview, continued concurrently with data collection, and 
included listening to audiotapes and reading of transcripts 
multiple times. Each transcript was read in its entirety to 
obtain a sense of the whole, and then broken down line 
by-line to identify significant statements and key words. 
Data were then organised in a four-column table. Original 
verbatim data were recorded in column 1, significant 
statements in column 2, formulated meaning statements in 
column 3, and key elements to identify themes in column 4 
(through recognition of similarities and differences).
 Four themes emerged from the analysis: people’s 
reaction and attitude, compassion with fear, rejection and 
loneliness, and confusion about mental illness.

Phase 2
The four themes derived were used in the development 
of the first draft of the SAT-FAM, with 38 items. Based 
on the content validity index, each item was evaluated by  
15 psychologists, psychiatrists, and nursing experts using 
a 4-point scale (1 = not relevant, 2 = somewhat relevant,  
3 = quite relevant, and 4 = very relevant). In addition, 
experts were asked: (1) what revisions should be made, and 
(2) what suggestions should be included. Some wording 
revisions were made according to the experts’ suggestions.
 Face validity evaluates the appearance of the 
questionnaire in terms of feasibility, readability, consistency 
of style and formatting, and the clarity of the language. An 

Stigmatisation is a complex social process. Stigma is 
associated with oversimplified conceptions, opinions, or 
images about a person or group (stereotypes), negative 
attitudes as a part of such stereotypes (prejudice), and overt 
negative behaviours (discrimination) towards people with a 
stigmatised condition.10,11

 Manifestations of stigma may be overt and include 
repulsion, disgust, avoidance, rejection, dehumanisation, 
degradation, discredit, and depersonalisation of others. 
Stigmatisation may also manifest subtly. People may display 
their underlying emotions and feelings through nonverbal 
expressions of distress, anxiety, or unease.12 Stigmatisation 
can lead to social exclusion, poor treatment, or other 
negative social interactions.13 Stigma deprives people from 
their dignity, challenges their humanity, and interferes with 
their full participation in society.13 The pervasiveness of 
stigma is similar across countries and times.14

 Family caregivers of individuals with mental illness 
are stigmatised in many societies, and stigmatisation was 
reported to be more intense in Asia.6 The stigma towards 
mental illness entails negative consequences for both 
patients and caregivers that add to self-stigmatisation and 
low self-esteem.15 Family caregivers are often discriminated 
and isolated, avoid social interactions, and face social 
exclusion.16 As a consequence of the perceived stigma, the 
caregivers may conceal their relationship with the patient, 
fail to acknowledge the illness, and prevent adequate 
treatment of the patient. Also, general attitudes towards 
mental illness may shape the way family caregivers are 
treated in a society. Such negative attitudes may hinder 
social integration of the family members. In contrast, 
positive attitudes held by the caregivers themselves may 
facilitate supporting the patient regarding prevention, early 
treatment, and rehabilitation.17,18 Thus, it is essential for 
health professionals to better understand this phenomenon, 
especially with regard to how it affects a family unit.19

 There is no validated tool for assessment of stigma 
towards caregivers of individuals with mental disorder. This 
study aims to develop and validate the stigma assessment 
tool for family member caregivers of patients with mental 
illness (SAT-FAM).

Methods

The study was approved by the ethics committee of 
Hamadan University of Medical Sciences (reference: 
IR.UMSHA.REC.1395.297). Written informed consent was 
obtained from each participant. This study was conducted in 
three phases: (1) explicate the concept of stigma of family 
caregivers of patients with mental illness, (2) develop and 
iteratively optimise a preliminary version of the SAT-FAM, 
and (3) test the psychometric properties of the final version 
of the SAT-FAM.

Phase 1
A hermeneutic/phenomenological approach was used to 
explicate the concept of stigma towards family caregivers 
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evaluation form was developed to assess each question in 
terms of clarity of wording, the likelihood that the target 
audience would be able to answer the questions, as well as 
layout and style. 15 family member caregivers of patients 
with mental illness were randomly selected to complete 
the face validity form on a Likert scale ranging from 1 to 4 
(strongly disagree = 1, disagree = 2, agree = 3, and strongly 
agree = 4).

Phase 3
Exploratory factor analysis for construct validity was 
computed to validate the constructs of the SAT-FAM. 
Factors were extracted based on the results of (1) Bartlett’s 
test of sphericity for testing the hypothesis that the 
correlation matrix is an identity matrix; (2) Kaiser-Meyer-
Olkin test for measuring sampling adequacy; (3) a scree 
plot for determining the number of factors by identifying 
distinct breaks in the slope of the plot; (4) the eigenvalue (λ) 
of >1.0 for representing the amount of variance in all of the 
items that can be explained by a given factor; (5) a cutoff 
of ≥0.40 for factor loading for retaining items; and (6) the 
conceptual consideration for placing items with the factor.21

 The sample for factor analysis was 286 family 
caregivers (participants in phase 1 were excluded) recruited 
from our unit. Exploratory factor analysis examines 
the relationships among variables without determining 
a particular hypothetical model.22 Internal consistency 
(Cronbach’s alpha) and test-retest reliability of the 
SAT-FAM was measured.

Results

A total of 286 family caregivers aged 19 to 67 (mean, 46.3) 
years were included (Table 1). 53% were women. 82% 
were living in the same household with the patient. 72.4% 
were married. 41.6% had a high school degree. 31.8% were 
employed.
 A rating of 3 (quite relevant) or 4 (very relevant) 
indicates that the content of an item in the first draft is valid 
and consistent with the conceptual framework. For example, 
if five of eight experts rate an item as relevant (3 or 4), the 
content validity index would be 0.69, which does not meet 
the 0.79 level required and should be dropped.21 Two items 
on the draft SAT-FAM were deemed to be invalid because 
they yielded a content validity index of 0.62 (5/8) and 0.75 
(6/8). The remaining items were valid with content validity 
index ranging from 0.87 (7/8) to 0.100 (8/8).
 All 15 family member caregivers of patients with 
mental illness rated each item at three or four on a Likert 
scale of 1 to 4. 95% indicated that they understood the 
questions and found them easy to answer, and 90% 
indicated that the appearance and layout were acceptable to 
the intended target audience. In quantitative analysis, three 
items had an item impact score of <1.5 and were eliminated 
from the final version. After content validity and face 
validity, five items were deleted or merged, so that 33 items 
were retained.

 The Kaiser-Meyer-Olkin test statistic varies 
between 0 and 1. A value of 0 indicates that the sum of 
partial correlations is large in comparison to the sum of 
correlations, which indicates diffusion in the pattern of 
correlation, and that factor analysis is inappropriate.21 
The Kaiser-Meyer-Olkin test sampling adequacy on the 
SAT-FAM was 0.93, and the determinant was small and 
close to 0 (0.001) indicating the data were legitimately 
factored.22 Bartlett test of sphericity was significant  
(χ2 = 14476.55, p = 0.0001), indicating that the correlation 
matrix was not an identity matrix. Five factors’ Eigenvalues 
were >1, and a discontinuity between the third and fourth 
factor was identified in the screen test. The 4-factor model 
accounted for 51.3% of the total variance. The Steven 
guideline is based on sample size and suggests that the 
statistically acceptable loading for 50 participants is 0.72, 
for 100 participants 0.51, and for 200 to 300 participants 
0.29-0.38.23 The sample size in the SAT-FAM validation 
process was 286, so that three items with a loading of <0.4 
were deleted. The remaining 30 items with a loading of ≥0.4 
were retained (Table 2).

Table 1. Sociodemographic characteristics of caregivers

Characteristic No. (%) of participants 
(n = 286)

Sex
Male 134 (46.9)
Female 152 (53.1)

Age, y
>30 56 (19.6)
30-39 72 (25.2)
40-49 81 (28.3)
≥50 77 (26.9)

Marital status
Single 31 (10.8)
Married 207 (72.4)
Divorced 24 (8.4)
Widowed 22 (7.7)

Educational level
Primary school 99 (34.6)
High school 119 (41.6)
University 68 (23.8)

Employment status 
Employed 91 (31.8)
Unemployed 21 (7.3)
Retired 30 (10.5)
Business 44 (15.4)
Agricultural worker 39 (13.6)
Housework 61 (21.3)

Relationship with patient
Spouses 81 (28.3)
Parents 116 (40.6)
Children 37 (12.9)
Siblings 52 (18.2)
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Table 2. Factor loading coefficients of 30 items of the stigma assessment tool for family member caregivers of patients 
with mental illness and test-retest reliability of the items

Item Shame 
and 

discri-
mination 
(7 items)

Social 
interaction 
(9 items)

Emotional 
reaction 
(8 items)

Avoidant 
behaviour 
(6 items)

Test-retest 
reliability

I worry about telling people I have a family member with a mental illness. 0.89 0.08 0.11 0.10 0.187
I am scared of how other people will react if they find out about my family member 
mental health problems.

0.87 0.06 0.05 0.14 0.062

I live with suffering and feel embarrassed. 0.87 0.10 0.13 0.09 0.317
I have been discriminated against by health professionals because of my family 
member mental health problems.

0.85 0.05 0.21 0.18 0.551

I have worried that others will view me unfavourably because I have a family 
member with a mental illness.

0.84 -0.05 0.24 0.07 0.237

I’m embarrassed to stick a tag to my family member who has a mental illness. 0.79 -0.03 0.14 0.08 0.854
I am embarrassed with the mockery of my family member who has a mental illness. 0.76 -0.02 0.11 0.13 0.653
Very often I feel alone because of my family member mental health problems. 0.26 0.88 -0.05 0.11 0.229
I have had difficulty in renting an apartment or other housing when my family 
member’s illness was known.

0.23 0.87 -0.07 0.21 0.094

I have been avoided indicating on written applications (for jobs, housing, school, 
etc.) that my family member received psychiatric treatment for fear that information 
would be used against me or my family.

0.20 0.86 -0.08 0.19 0.849

I have been excluded from social activities when it was known I had a family 
member with mental illness.

0.27 0.83 -0.03 0.08 0.356

My friends come to see me less because my family member has a mental illness. 0.18 0.81 -0.11 0.07 0.163
People think that most of the mental patients are dangerous so they have limited 
communicate with me.

0.16 0.79 -0.07 0.09 0.137

I avoid a new social relationship because I had a family member received 
psychiatric treatment.

0.21 0.78 -0.05 0.18 0.279

My family member mental illness has negative affected my occupational situation. 0.17 0.75 -0.08 0.20 0.157
Most employers are hesitant to give me jobs because I have a family member with a 
mental illness.

0.19 0.73 -0.08 0.23 0.413

People’s reactions when my family member’s mental illness was known. 0.11 0.19 0.91 0.17 0.077
I feel the need to hide my family member mental health problems from my friends. 0.09 0.11 0.89 0.13 0.613
I have been lower my expectations for accomplishments in life because my family 
member receives psychiatric treatment.

0.13 0.11 0.88 -0.09 0.157

People think that isolation of the patients with mental illness from society is 
necessary.

0.06 0.08 0.86 -0.06 0.137

I suffer a lot of stress because I have a family member with a mental illness. -0.23 0.18 0.85 -0.09 0.311
My family member’s mental illness has increased my anxiety. -0.14 0.22 0.83 -0.11 0.413
I feel bad for the humiliating views of others Because I have a family member with 
a mental illness.

-0.09 0.14 0.78 -0.11 0.075

People think that it’s difficult to talk to my family member who has a mental illness. -0.12 0.09 0.77 -0.19 0.103
I avoid telling people about my family member mental health problems. -0.07 0.04 0.19 0.86 0.254
People have avoided me because of my family member mental health problems. -0.16 0.14 0.11 0.86 0.135
I have avoided telling others outside of my immediate family about my family 
member mental illness.

-0.26 0.13 0.24 0.83 0.088

I was rejected by others when they realised that my family had a mental illness. -0.08 0.13 0.17 0.81 0.165
I try to go out less with my family member who has the mental illness. -0.11 0.11 0.04 0.79 0.321
I have to ignore some personal needs (such as going to the cinema, travelling,) 
because I have a family member with a mental illness.

-0.06 0.04 0.09 0.79 0.910
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culture to help caregivers maintain their health and well-
being.
 The content validity of the SAT-FAM was supported 
by the expert panel. The content validity index was high 
because the SAT-FAM was based on family member 
caregivers’ lived experiences and in-depth interviews. The 
favourable psychometric properties support the use of the 
SAT-FAM.
 The SAT-FAM may help with stigma reduction 
strategies. In a qualitative study of strategies in reducing the 
stigma towards people with mental disorders in Iran, major 
themes emerged were ‘emphasis on education and changing 
attitudes’, ‘changing the culture’, ‘promoting supportive 
services’, ‘role of various organisations and institutions’, 
‘integrated reform of structures and policies to improve the 
performance of custodians’, and ‘evidence-based actions’.8

 The content of the SAT-FAM arose directly from an 
earlier qualitative research. Although we do not suggest that 
this approach is superior to, or distinct from, the one based 
on theoretical conceptions of perceived stigma, the items 
derived resonated with current theory about stigma. The 
SAT-FAM directly reflects the lived experience of stigma 
and may help to extend our current theoretical concepts. 
We did not examine how stigma varied with demographic 
and clinical characteristics of participants, as they were 
not representative. Thus, further evaluation in larger and 
heterogeneous groups of family caregivers of patients with 
mental illness is needed. The present study was exploratory 
and did not sufficiently validate the stigma tool, but its 
findings have implications for research and practice.

Conclusion

The SAT-FAM is a valid and reliable self-report instrument 
for assessing stigma towards family caregivers of patients 
with mental illness. It enables a practical way of evaluating 
interventions aimed at reducing stigma.
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 The first factor was ‘shame and discrimination’ and 
comprised seven items related to feeling guilty, to negative 
judgements, and to perceived devaluation/discrimination. 
The second factor was ‘social interaction’ and comprised 
nine items related to losing employment, housing, having a 
poor reputation and family burden, and to leisure activities. 
The third factor was ‘emotional reaction’ and comprised 
eight items related to aggressive emotions (eg, anger, 
irritation), prosaic reactions (desire to help, sympathy) and 
feelings of anxiety (uneasiness, fear). The fourth factor 
was ‘avoidant behaviours’ and comprised six items related 
to social isolation, avoidance of social relationship, and 
anticipation of rejection.
 The SAT-FAM resulted in high or very high 
Cronbach’s alpha for all themes (0.87-0.92, Table 3). The 
internal consistency (Cronbach’s alpha) was satisfactory 
(>0.89) for all factors.
 Test-retest reliability of the SAT-FAM was assessed 
in 30 family caregivers who completed the SAT-FAM 
at baseline and 4 weeks later. Because the scale was not 
continuous, Wilcoxon non-parametric test was deemed to 
be more appropriate than Pearson correlation coefficient.23 
The test-retest reliability of the SAT-FAM was good (0.76), 
with value for each item shown in Table 2.

Discussion

To the best of our knowledge, the present study is the first to 
develop and validate perceived and/or experienced stigma 
scales for caregiving family members of a patient with 
mental illness. Stigma about mental illness may determine 
how and even whether people seek help for mental health 
problems, their level of engagement with treatment and the 
outcome of their problems.4 The SAT-FAM may contribute 
to our understanding of processes that affect help-seeking, 
treatment uptake, and outcome of mental illness treatment. 
The experiences of family caregivers impact all aspects of 
their life, including physical, emotional, and psychological 
health.6 Little is known about the context and potential 
consequences of administering a caregiver questionnaire in 
the clinical setting for caregivers or patients themselves.16,24 
Assessment is a critical step in determining appropriate 
support services. Caregiver assessment is a systematic 
process of gathering information to describe a caregiving 
situation. It identifies the particular problems, needs, 
resources, and strengths of the family caregivers and 
approaches issues from the caregiver perspective and 

Table 3. Internal consistency of the stigma assessment tool for family member caregivers of patients with mental illness

Shame and 
discrimination 

(7 items)

Social interaction 
(9 items)

Emotional 
reaction (8 items)

Avoidant behaviours 
(6 items)

Explained variance 28% 21% 18% 12%
Cronbach’s alpha 0.92 0.89 0.88 0.87
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