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M
ultiple sclerosis (MS) is a chronic inflammatory  

disease of the central nervous system that is char-

acterized by early neurological relapses and risk for 

transition to a progressive disease phase where gradual disabil-

ity may accrue.1 It is the most common nontraumatic cause of  

disability in young adults with onset typically occurring in 

young to middle adulthood.1 Approximately 85% of people with 

MS are diagnosed with relapsing-remitting MS (RRMS), and 15% 

are diagnosed with a primary progressive form of the disease 

(PPMS).2,3 Within 10 years, approximately half of those with 

RRMS experience progressive worsening of symptoms that is 

consistent with secondary progressive disease.2,4 Although many 

people with MS may initially have clinical recovery from early 

neurological attacks, disability tends to accrue over time and 

many individuals develop visible symptoms (eg, tremors, poor 

balance, and loss of coordination) as their disease progresses.1,2 

Goffman5 describes stigma as an undesired differentness or 

�aw, often associated with a particular characteristic, quality, or 

condition (such as race, religion, mental illness, physical disability, 

or chronic disease) that often cues stereotypes and marks a person 

as outside the norm or di�erent from the majority.6,7 Insiders may 

use this mark of disgrace to identify and disa�liate from outsid-

ers.8 This process of identifying and labeling a person as di�erent 

from the majority and then dismissing or treating them di�er-

ently is a phenomenon Go�man calls stigmatization.5,7 

Stigma is characterized by cognitive, emotional, and behavioral 

components that are re�ected by both experiences and attitudes. 

Enacted or experienced stigma refers to the stigma one may face in 

interpersonal interactions; this includes discriminatory attitudes 

or behaviors from other people because of a person’s stigmatized 

condition. Felt stigma is an intrapersonal experience, chiefly 

involving one’s fear of facing discrimination from others in the 

future and the internalized sense of shame associated with having 

a quality that others deem inferior.9,10 

Early views of stigma held that felt stigma stemmed from enact-

ed stigma.9,11 However, studies have shown that felt stigma does not 

necessarily originate from enacted stigma since it can exist in the 

absence of enacted stigma and can even be more prevalent than 

enacted stigma.9,11 Both types operate independently of each other 

and capture distinct elements of stigma. Scambler and Hopkins9 

found that felt stigma had a stronger impact on well-being than 

enacted stigma. They also found that the 2 main components of felt 

stigma, ie, fear of discrimination and feelings of shame, had di�er-

ent relationships with overall well-being.9 These �ndings suggest 

that felt stigma may be too broad and that the 2 elements of felt 

stigma should be recognized as distinct types of stigma.

More recent studies on stigma in people with chronic illnesses 

support the idea that enacted stigma, fear of discrimination, 

and feelings of shame are 3 distinct stigma types.10,12 Although 

various terminologies have been used in the literature, most 

of the work done on stigma in MS can be condensed into these  

3 categories labeled by Earnshaw and Quinn12 as experienced, 

anticipated, and internalized stigma. 

Stigma in MS: Qualitative Studies
Early studies on stigma in MS were primarily qualitative in 

nature. These studies focused on the di�erent ways one may 

experience stigma.13,14 These studies also addressed identity 

adjustment after an MS diagnosis.15-17 

Stigmatization From Others

Stigmatization from others may be purposeful or uninten- 

tional.14,18 Purposeful discrimination consists of malevolent 

treatment of people with MS and may occur in the form of 

excluding, rejecting, blaming, humiliating, or avoiding.8,17 

Additionally, others’ embarrassment, discomfort, or lack of 

knowledge on how to conduct themselves or act around people 

with MS can result in inadvertent or ignorant discrimination. 

This can take the form of either staring directly or avoiding eye 

contact altogether.17  Stigma toward people with MS may also 

emerge from well-intentioned actions like ignoring or over-

emphasizing someone’s condition.14,19 Ignoring occurs when 

someone acts as if a person’s stigmatized condition makes them 

no di�erent from anyone else, undermining the di�culties indi-

viduals with a chronic illness face.14 Overemphasizing  occurs 

when one is excessively attentive toward a person’s condition, 

unintentionally serving as a constant reminder of their di�er-

entness and possibly making them feel incompetent.14 
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ABSTRACT
Stigma is an undesired di�erentness associated with a particular 
characteristic or condition that distinguishes a person as being 
outside the norm and cueing stereotypes. Stigma is common in 
people with multiple sclerosis (MS) and is associated with several 
disease variables including disease duration, age, age of onset, 
and disease course. Stigma is also associated with psychologi-
cal and psychosocial variables such as depression, anxiety, and 
quality of life. This article reviews our current understanding of 
stigma in people with MS with a focus on the various stigma types 
including anticipated, experienced, and internalized stigma, and 
the lack of consistent de�nitions across studies. It also describes 
the 7 instruments that are most commonly used to measure 
stigma in people with MS, and the limitations of each measure. 
We conclude that a better understanding of stigma that includes 
standard de�nitions of stigma types could lead to more direct 
intervention strategies aimed at reducing particular stigma con-
cepts and resulting in improved health-related quality of life in 
people with MS. 

Int J MS Care. 2024;26(3):125-133. doi: 10.7224/1537-2073.2023-047

Winston-Khan et al
D

o
w

n
lo

a
d
e
d
 fro

m
 h

ttp
://m

e
rid

ia
n
.a

lle
n
p
re

s
s
.c

o
m

/ijm
s
c
/a

rtic
le

-p
d
f/2

6
/3

/1
2
5
/3

3
7
4
8
5
2
/i1

5
3
7
-2

0
7
3
-2

6
-3

-1
2
5
.p

d
f b

y
 g

u
e

s
t o

n
 1

5
 M

a
y
 2

0
2
4



Stigma: A Narrative Review

Vol. 26 | No. 3 | May/June 2024     127International Journal of MS Care

Identity Adjustment A�er Diagnosis

Identity adjustment after an MS diagnosis typically includes 

a loss and re-formation of identity.15-17 People with MS may 

experience negative reactions to their initial diagnoses and 

may respond with negative feelings like denial, diminished 

con�dence, a period of withdrawal, concealment, and avoid-

ance of group membership with other people who have MS.15-17 

However, many people with MS eventually reach a level of 

disability when their symptoms change from mostly invisible 

to visible—a transition that often forces them to integrate the 

diagnosis into their identity.15 

In addition to being forced into accepting a potentially stig-

matized identity, some people with MS also may adjust by seek-

ing more optimistic information about MS, accepting social 

support from others, and developing strategies to cope with 

symptoms and limitations.16 One study found that over the 

course of several years, people with MS increasingly accepted 

their new identities, reported reduced psychological distress, 

and socialized primarily with members of the MS community, 

suggesting that there may be psychological relief in coming to 

terms with the diagnosis.17 

Stigma in MS: Quantitative Studies
Beginning in the mid-2010s, MS researchers began publish-

ing quantitative research on stigma. Areas of investiga-

tion included the prevalence and severity of stigma in MS 

and associations between stigma and clinical and other  

psychological variables.19-26

The studies use various stigma measures and the terms 

anticipated, internalized, experienced, enacted, externalized, isola-

tion, perceived, felt, and self-stigma, along with feelings of stigma-

tization, to refer to stigma and stigma types. These labels align 

with the experienced, anticipated, and internalized stigma 

types mentioned above to varying degrees. TABLE 1 provides a 

summary of stigma types, measures, and limitations. The rela-

tionships between stigma types by instrument are shown in the 

FIGURE with additional information provided in TABLE S1. 

Prevalence and Severity of Stigma in MS and 
Associations With Clinical Characteristics
Depending on the study, stigma prevalence rates in people 

with MS range from 57%27 to 100%20 of participants reporting 

having experienced stigmatization at least once. Other studies 

found that around 70% to 80% of people with MS experience 

stigma.21,25 Numerous studies also found that most people 

with MS experienced stigma, generally at low to moderate 

levels.20,21,23,25,26 Compared to other diseases, people with MS 

and Parkinson disease reported lower levels of stigma than 

patients with other neurologic diseases, including stroke, 

epilepsy, and amyotrophic lateral sclerosis.28 Despite generally 

low levels of stigma in MS broadly, some people with MS expe-

rience signi�cant stigma,21 including those with greater dis-

ability,20,29 more visible symptoms,19 longer disease duration,19 

earlier age of onset,30 older age,31 and progressive forms of the 

disease.31 Of these factors, level of disability was most closely 

associated with the level of stigma experienced.31 Additionally, 

since greater disability was associated with longer disease 

duration, older age, and progressive forms of MS, disability 

may confound their relationships with stigma.26,31 For instance, 

Spencer et al26 found that those with longer disease duration 

appear to experience less stigma after adjusting for covariates 

like disability and age. 

Cook et al21 found that people with MS experience more 

anticipated and isolation stigma compared to internalized stig-

ma. Isolation stigma is an individual’s sense of exclusion and 

ostracism because of their disease. The study also found inter-

nalized stigma to be associated with younger ages and isolation 

stigma to be associated with greater impairment. However, 

another study using a similar scale found greater impairment, 

longer disease durations, and older ages to be related to both 

anticipation and isolation stigma.26 

Associations Between Stigma and Clinical  
and Psychosocial Variables in MS
Depression and Anxiety

Depression is common in people with MS, with prevalence rates 

2 to 5 times higher than those found in the general population.32 

Several studies examining the relationship between stigma, 

depression, and anxiety found that greater felt stigma was 

associated with more depression and anxiety symptoms; higher 

levels of stigma were associated with increased rates of clini-

cal depression (equivalent to major depressive disorder); and 

greater perceived discrimination was related to greater depres-

sion severity.23,25,30,33 Cadden et al33 measured levels of stigma 

and depression at 2 separate time points, 1 year apart. At each 

time point, people with MS who reported higher levels of stigma 

also reported more depression symptoms and were more likely 

to meet diagnostic criteria for clinical depression. Additionally, 

higher baseline stigma predicted worse depression a year later, 

even after controlling for worsening disability during that year 

and depression level at baseline.33 These �ndings suggest that 

stigma may predict depression over time.33

Some authors suggest that the concepts of psychologi-

cal reserve, disability identity, and cognitive fusion may help 

explain patterns of stigma and depression in people with MS. 

Psychological reserve is a view of the world that comprises 

social support, sense of belonging, and sense of autonomy33 and 

helps people deal with the stressors they encounter.20 Cadden 

et al33 found that stigma more strongly predicted depression 

at lower levels of psychological reserve, indicating that people 

with MS with higher levels of psychological reserve may be 

better protected from stigma than those with fewer resources. 

Another study found that stronger disability identity, the 

acceptance and integration of one’s disabled status and group 

membership into one’s identity, predicted lower depression and 

anxiety in people with MS,34 matching the qualitative �ndings 

that, over time, people with MS assumed their new identities 

and experienced less psychological stress.17 Conversely, people 

with MS who display cognitive fusion, an inability to separate 

oneself from one’s own thoughts, may be more susceptible to 

worse psychosocial outcomes of stigma, such as greater depres-

sion and anxiety and worse quality of life (QOL).34 
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QOL

An individual’s overall well-being encompassing various 

domains that may di�er across scales, QOL typically includes 

both physical and mental health components.23-25,27,29,31 People 

with MS self-report lower levels of QOL compared to the gen-

eral population.35,36 Several studies on stigma in people with 

MS found an inverse association between level of stigma and 

patient-reported QOL.20,23,25-27,31 Notably, Broersma et al20 found 

that, although stigma in general was strongly related to QOL, 

self-stigma was more strongly associated than enacted stigma. 

They also found that those who experienced greater self-

stigma experienced poorer QOL across all 4 domains (physical 

health, psychological health, social relationships, and envi-

ronmental aspects), whereas those who experienced greater 

enacted stigma only experienced reduced physical health. 

However, Grothe et al27 found contradictory results: only 

enacted stigma (and not self-stigma) significantly predicted 

QOL in people with MS. 

TABLE 1. Correlations Between Polypharmacy Indices and Cognitive Performance

Type Measure Measure-speci�c de�nition Measure bias/limitations 

Felt stigma Scambler and Hopkins9

Fear of facing discrimination from others in future and 
internalized sense of shame associated with having a 
quality that others deem inferior

Qualitative

Internalized, self-stigma

Earnshaw and Quinn12

Recognition, acceptance, and adoption of others’ 
negative attitudes and beliefs toward one’s own 
stigmatized identity

Not MS-speci�c

SSCI-24, SSCI-828,43* Shame surrounding one’s stigmatized identity and 
fears of facing discrimination in future

Floor e�ect; internalized/self-
stigma doesn’t match Earnshaw 
and Quinn12 de�nitions

Cook’s stigma scale21* Negative feelings toward one’s own disease
Items don’t match Earnshaw 
and Quinn12 de�nitions

RSS-MS, MS-Related Stigma 
Scale23,34*

Devaluing of one’s own worth and/or feeling ashamed/
responsible for one’s illness (Eldridge-Smith et al23); 
directing of other people’s negative attitudes or beliefs 
about individuals with a stigmatized identity against 
oneself (Valvano et al34) 

Does not de�ne perceived 
stigma; does not measure 
stigma types

Enacted/experienced 
stigma, perceived 
discrimination

Scambler and Hopkins9 Discriminatory attitudes or behaviors one may face 
from others because of one’s stigmatized condition 

Qualitative

Earnshaw and Quinn12 Perceived discrimination, stereotyping, or prejudice 
from others

Not MS-speci�c

SSCI-24, SSCI-828,43* Acts of discrimination or exclusion one may experience 
from others

Floor e�ect; internalized/self-
stigma doesn’t match Earnshaw 
and Quinn12 de�nitions

ISS discrimination dimension30* An individual’s perceptions of negative reactions, 
hostility, or discrimination from others toward their illness

Does not measure stigma types

Anticipated stigma

Earnshaw and Quinn12 Expectation or fear of experiencing discrimination, 
stereotyping, or prejudice from others in future

Not MS-speci�c

Cook’s Stigma Scales21* Sense that an individual was or would be stigmatized
Items don’t match Earnshaw 
and Quinn12 de�nitions

Isolation stigma Cook’s Stigma Scales21* An individual’s sense of exclusion and ostracism 
because of their disease

Items don’t match Earnshaw 
and Quinn12 de�nitions

Perceived stigma

RSS-MS, MS-Related Stigma 
Scale23,34* No de�nition

No de�nition of perceived 
stigma; does not measure 
stigma types

Kalantari et al19 stigma scale* No clear de�nition
No clear de�nition of perceived 
stigma; does not measure 
stigma types

Stigma Neuro-QOL (for adults)47,50*+

Experienced negativity, prejudice, and discrimination 
from self or others because of an individual’s disease-
related di�erences

Does not measure stigma types

Feelings of stigmatization
Feelings of stigmatization 
score29* Feeling stigmatized as a result of having MS Does not measure stigma types

ISS, Internalized Stigma Scale; MS, multiple sclerosis; Neuro-QOL, Quality of Life in Neurological Disorders; RSS, Reece Stigma Scale; SSCI, Stigma Scales for Chronic Illness.

* Used in people with MS.

+ Neuro-QOL items overlap with SSCI items.
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Cognitive Function

There is some evidence to suggest that cognitive dysfunction 

may be associated with stigma. Cognitive impairment occurs 

frequently in people with MS and includes de�cits in speed 

of processing, memory, and executive function.38,39 Perez-

Miralles et al40 studied people with PPMS and found that 

higher levels of stigma at baseline were associated with worse 

performance on 2 measures of processing speed. They also 

found that higher stigma at baseline predicted worse cogni-

tive function at 1 year, and worse cognitive function at base-

line predicted greater stigma at 1 year, suggesting a reciprocal 

relationship between cognitive function and stigma. Even 

in the absence of objective cognitive dysfunction, subjective 

cognitive concerns may be associated with stigma in people 

with MS.41 Recent studies suggest that although subjective 

and objective measures of cognitive function are not highly 

correlated, subjective cognitive impairment may be more 

strongly associated with psychological factors, such as depres-

sion, anxiety, and QOL, than objective cognitive dysfunction.42 

Although we did not �nd any published studies speci�cally 

focused on subjective cognitive function and stigma in people 

with MS, it is possible that self-perceived cognitive deficits 

and stigma are also related. 

Health Behaviors and Other Associations

Stigma also appears to have important associations with physi-

cal health behaviors in people with MS. Reduced adherence 

to medication regimens has been associated with greater per-

ceived discrimination30 and greater felt stigma.23 Greater felt 

stigma has also been associated with lower self-management 

efficacy.23 Delaying needed physician visits has been associ-

ated with greater perceived discrimination30 and internalized 

stigma.21 Greater stigma is also associated with negative health 

behaviors and a lack of psychological resources or reserve,26 all 

of which can detrimentally impact QOL. 

In terms of pharmacoeconomics, higher levels of perceived,19 

internalized, enacted, and overall stigma31 have been associated 

with poor economic situations. Unemployment and disabled work 

status have been associated with greater felt stigma,23 isolation 

stigma,21internalized stigma,31 and perceived stigma.19,24 Greater 

perceptions of stigma have also been associated with work di�cul-

ties.24 Additionally, the need for and lack of a caregiver were associ-

ated with internalized stigma31 and perceived discrimination.30 

Measuring Stigma and Stigma Types in MS
While recent quantitative studies add to our understanding of 

stigma in people with MS, interpretation of the �ndings remains 

Internalized

Isolated

Anticipated Experienced

Internalized

Enacted

Enacted/ 
externalized

Scambler and Hopkins9

Earnshaw and Quinn12

Cook’s stigma scales21

Stigma Scales for Chronic Illness28,34

Reece Stigma Scale-MS/
MS-Related Stigma scale23, 41

Internalized Stigma Scale - discrimination dimension30

Quality of Life in Neurological Disorders37,45

“Feelings of stigmatization score”29

Kalantari et al stigma scale19

Perceived
 discrimination 

Anticipated

Internalized/ 
self-stigma

Felt

Stigma

Perceived 
stigma

Total stigma
 (perceived and

 internalized)

Feelings of 
stigmatization

FIGURE. Stigma by Type and Instrument
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difficult due to the heterogeneity of measurement tools or 

scales.19-21,23,25,26,29 Some of these instruments may be adequate 

measures of general stigma in people with MS, but many exclude 

stigma types, or, if they do include types, do not distinctly measure 

internalized, experienced (enacted), and anticipated stigma. These 

measures are summarized below.

Stigma Scales for Chronic Illness (SSCI)

There are 2 versions of the SSCI, the SSCI-24 and its shortened 

version, the SSCI-8.28,43 To create and refine the preliminary 

instrument, Rao et al43 organized focus groups, reviewed rel-

evant literature, and conducted cognitive interviews before 

sending items for psychometric testing to individuals with a 

variety of neurologic conditions including amyotrophic lateral 

sclerosis, epilepsy, MS, Parkinson disease, and stroke. The �nal 

instrument consisted of a 24-item scale that measures stigma 

either as a total score or as 2 stigma subscale scores (11 enacted 

and 13 internalized stigma items).43 Molina et al28 created a 

shortened version by analyzing the original instrument’s items 

and keeping only what they deemed the most informative ones. 

This scale consisted of 8 questions that, like the SSCI-24, provide 

a total score (stigma score) and 2 subscale scores (6 enacted and 

2 internalized stigma items).28 Enacted stigma is de�ned as acts 

of discrimination or exclusion one may experience from others; 

internalized stigma is the shame surrounding one’s stigmatized 

identity and the fears of facing discrimination in the future 

(similar to Scambler and Hopkins’9 felt stigma).20, 37,43

Rao et al43 found that the SSCI-24 optimally measured stigma 

at moderate-to-severe levels and was less useful for detection 

of stigma at lower levels. Similarly, Molina et al28 found that the  

SSCI-8 may have a �oor e�ect, an inability to detect slight varia-

tions on the lower end of the spectrum/scale. These �ndings indi-

cate that the SSCIs may not be an ideal �t for measuring stigma in 

MS considering that stigma in people with MS tends to be highly 

prevalent but low in severity.25,27

Cook’s Stigma Scales

Cook et al21 developed a stigma measure for MS by combin-

ing 40 items from 7 preexisting stigma scales, including the  

SSCI-24 and Earnshaw and Quinn’s12 instrument. After a prin-

cipal components analysis, 4 poor-performing items were 

dropped. The final scale measured anticipated (20 items), 

isolation (12 items), and internalized (4 items) stigma.21 A short-

ened 9-item version of the scale omits the internalized stigma  

subscale and includes 5 items assessing isolation stigma and  

4 items assessing anticipated stigma.26,33 

Although this instrument measures 3 types of stigma, 2 of 

them do not match the internalized, anticipated, and experienced 

stigma types that Earnshaw and Quinn12 described. Internalized 

stigma assesses negative feelings toward one’s own disease, align-

ing with Earnshaw and Quinn’s12 internalized stigma subscale.21 

Anticipated stigma assesses the sense that an individual was or 

would be stigmatized,21 and so addresses both enacted stigma 

(experiences of stigmatization) and anticipated stigma (fears of 

facing stigmatization in the future). Isolation stigma, on the other 

hand, assesses a person’s sense of exclusion and ostracism because 

of their disease, a concept that the other stigma scales often 

include but do not identify as a separate stigma type.21 

The Reece Stigma Scale (RSS)44

Two studies have adapted the 9-item HIV-related RSS for use 

with people with MS.23,39,43 Valvano et al34 referred to the new 

instrument as the MS-Related Stigma scale; Eldridge-Smith  

et al23 named it the RSS-MS. Although the original RSS claimed 

to measure only perceived stigma, 35 studies have shown that 

the MS-versions of the instrument appear to include internal-

ized stigma concepts as well. For the RSS-MS, a team of psy-

chologists and MS clinicians concluded that the instrument’s 

content was representative of an internalized stigma construct: 

the devaluing of one’s own worth and/or feeling ashamed/

responsible for one’s illness.23 Meanwhile, Valvano et al34 found 

that the themes between the MS-Related Stigma scale and an 

earlier qualitative study on stigma in MS were comparable, 

indicating that their instrument measured both perceived and 

internalized stigma. Valvano et al34 described internalized stig-

ma as the directing of others’ negative attitudes or beliefs about 

people with a stigmatized identity against oneself. Interestingly, 

although both studies provide explicit de�nitions for internal-

ized stigma, neither clearly de�nes perceived stigma.

The Internalized Stigma Scale (ISS)

Originally used to assess people with mental illnesses,30  the 

28-item ISS measures stigma across 3 dimensions: disclosure  

PRACTICE  

POINTS
Stigma in people with multiple sclerosis (MS) is 
highly prevalent and of low to moderate severity. 

Higher levels of stigma are associated with 
decreased quality of life, increased depression and 
anxiety, and reduced physical health behaviors.

There are numerous instruments used to measure 
stigma in people with MS, creating ambiguity about 
di�erent stigma types and their de�nitions and 
complicating the ability to generalize study �ndings.

It is important for instruments to include and 
di�erentiate among experienced, anticipated, and 
internalized stigma so that intervention strategies 
can target speci�c stigma types.  ■
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(10 items), potential positive aspects of mental illness (5 items), 

and discrimination (13 items).45 Although the 3 subscales com-

bine to form the ISS, King et al45 suggested that the discrimina-

tion subscale could be a full stigma scale on its own. To adapt 

the discrimination dimension of the ISS to assess stigma in 

people with MS, Ochoa-Morales et al30 altered some wording to 

reference general health conditions instead of mental health 

conditions and instructed people with MS to respond accord-

ing to their experience with MS. The discrimination subscale 

focuses on respondents’ perceptions of negative reactions, hos-

tility, or discrimination from others,45 which suggests that it is 

measuring enacted/experienced stigma.

Quality of Life in Neurological Disorders (Neuro-QOL)
The Neuro-QOL scale, a measure of health-related QOL for 

adults with neurologic disorders, is based on the SSCI-24 or the 

SSCI-8, depending on administration. The Neuro-QOL com-

puter adaptive testing version uses an item bank made up of the  

SSCI-24 items. The Neuro-QOL static short form questions are 

the same ones used in the SSCI-8.46 Both versions have been 

used for people with MS.47,48 The Neuro-QOL user manual 

de�nes stigma as the experience of negativity, prejudice, and 

discrimination from the self or others because of one’s disease-

related di�erences.49 Although the SSCIs identify 2 types of stig-

ma, enacted and internalized, neither form of the Neuro-QOL 

distinguishes among the di�erent stigma types. 

Feelings of Stigmatization Score 

Hategeka et al29 developed a feelings of stigmatization score  

consisting of 4 statements answered using a 5-point Likert 

scale with 1 being never, 2 being rarely, 3 being sometimes,  

4 being often, and 5 being always: 1) “because of my MS, some 

people seemed uncomfortable with me”; 2) “because of my 

MS, some people avoided me”; 3) “because of my MS; I felt  

left out of things”; and 4) “I felt embarrassed about my MS.” 

These questions appear to address both experienced and  

internalized stigma. 

Kalantari et al19 Stigma Scale

Kalantari et al19 developed a 20-item measure of perceived stigma 

in people with MS after reviewing the development of the SSCIs 

as well as 2 qualitative studies.13,14,28,43 The items relate to con-

cealment, social restrictions, other people overemphasizing the 

disease, isolating oneself from relationships with others who 

have the disease, and psychosocial aspects of stigma. However, it 

is not made clear how perceived stigma directly relates to inter-

nalized, anticipated, and experienced stigma. Because Kalantari 

et al19 used the published papers by Rao et al43 and Molina et al28 

on the development of the SSCIs to aid in the creation of their 

own instrument, the items likely relate to felt (internalized and 

anticipated) and enacted stigma, the 2 subscales included in the 

SSCIs. Additionally, 1 of the qualitative studies that Kalantari 

et al19 reviewed is the same study that Valvano et al34 compared 

their MS-RS scale to when determining that their scale measured 

perceived and internalized stigma.13 Therefore, this scale may 

contain elements of internalized, anticipated, and experienced 

stigma, but does not distinguish between these stigma types, and 

only explicitly measures perceived stigma.

DISCUSSION
We have reviewed a growing body of research on stigma in 

people with MS that indicates that stigma is common and is 

associated with decreased QOL, greater depression and anxi-

ety, and worse physical health behaviors. Most studies show 

that how people with MS experience stigma is affected by 

disease variables; those with greater disability, more visible 

symptoms, progressive disease, longer disease duration, earlier 

age of onset, and older age tend to experience greater levels of 

stigma. However, 1 study found that, after adjusting for dis-

ability, age, and other covariates, people with MS who have had 

a longer disease duration appear to experience less stigma, 

which may result from additional time to come to terms with 

or adapt to an MS diagnosis and its associated social label.26 All 

findings demonstrate the importance of assessing stigma in 

people with MS and suggest that interventions aimed at reduc-

ing it have the potential to impact well-being.21,23-25,30,33 They 

also suggest that intervention strategies may want to target  

individuals with MS who are most vulnerable to stigma, such as 

those with increased disability, progressive disease course, and 

more visible symptoms.

Many instruments have increased our general understanding 

of stigma in people with MS. These scales, however, have done 

little to explore differential stigma patterns by type (antici-

pated, experienced, internalized). Studies that do use instru-

ments that define stigma types often only examine outcomes 

using the total stigma score, foregoing any analysis of stigma 

types.24,25 Even in cases where instruments and investigators do 

include stigma types, the types of stigma being measured and 

their de�nitions vary widely. For instance, only 1 of the instru-

ments used to measure stigma in people with MS described 

in this review includes 3 stigma types (isolated, anticipated, 

internalized),21 but the internalized stigma definition is the 

only one that aligns with the Earnshaw and Quinn12 stigma 

de�nitions. Cook et al21 describe anticipated stigma as fear or 

expectations of future stigma and experiences with stigma 

while Earnshaw and Quinn12 define anticipated stigma as the 

fear or expectation of future stigma and they put experiences of 

stigma into a separate type (appropriately named experienced 

stigma). The SSCIs, which measure internalized and enacted 

stigma, define internalized stigma as both the fear of future 

discrimination and the sense of shame around one’s identity, a  

di�erent de�nition than in prior studies.12,21 These are concepts 

that Earnshaw and Quinn12 separate into anticipated and inter-

nalized stigma. Clearly, stigma-type terminology often repre-

sents different constructs depending on the instrument. This 

makes generalizing and interpreting �ndings related to stigma 

types in people with MS extremely di�cult. In this review, we 

have attempted to integrate the various terminologies to provide 

a coherent description of the available research.

Instruments that do not distinguish stigma types may miss 

out on important �ndings that could help clarify speci�c rela-

tionships among stigma types and health-related outcomes. For 
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example, the study using the SSCI-24, which found that internal-

ized stigma had a stronger relationship with QOL than enacted 

stigma, cannot determine whether Earnshaw and Quinn’s12 

anticipated or internalized stigma may be driving this association 

because the SSCI-24 scales combined those internalized concepts 

into 1 measure.20 Without properly distinguishing the di�erent 

types of stigma, di�erences in prevalence and their relationships 

with well-being cannot be parsed out or explored. 

Including and di�erentiating among experienced, anticipated, 

and internalized stigma is also important when designing inter-

ventions. For example, reducing internalized stigma may involve 

cognitive-behavioral therapy, identifying and connecting with 

others of the same stigmatized condition (group identi�cation), 

or tactical disclosure of one’s stigmatized identity.6 In contrast, 

experienced stigma interventions would be expected to have dif-

ferent targets—for example, public education e�orts, protesting 

negative portrayals of those with a stigmatized identity/condition 

(especially in the media), or real-world interactions where people 

with stigmatized identities share their diagnoses with people 

who do not have a stigmatized identity.6 A better understanding 

of stigma types and their in�uence on QOL may allow for target-

ed strategies to increase certain aspects of well-being for people 

with MS. For instance, if the goal was to increase the willingness 

of people with MS to seek necessary medical attention, one tactic 

may be to �rst focus on reducing internalized stigma, as it has 

been associated with delaying needed physician visits.21 If physi-

cians were made aware of this association, they could encourage 

their patients to reach out when in need of medical attention. 

Although few studies have speci�cally looked at stigma interven-

tions in people with MS, a recent study had promising �ndings. 

Beitollahi et al50 found that guided imagery, the creation or recall 

of mental images rich in sensation, was a useful, cost-e�ective 

method to reduce stigma for people with MS. However, since this 

study used the RSS-MS, they could not examine the relationship 

between guided imagery and stigma types. 

Although standardized stigma de�nitions and interventions 

to reduce stigma are needed, these e�orts will take time. In the 

interim, there are several steps that health care providers can 

take. First, providers should focus on anticipation and isolation 

stigma, particularly in newly diagnosed patients. In a question-

naire study by Spencer et al,26 people with MS with longer dis-

ease durations reported lower anticipation stigma and isolation 

stigma after controlling for demographic and health-related 

variables. The authors hypothesized that as people gain experi-

ence living with MS, they develop adaptive coping processes 

that reduce the impact of stigma, particularly isolation stigma. 

These �ndings suggest that people may be especially vulnerable 

to stigma early in the course of the disease, and that health care 

providers could encourage newly diagnosed patients to actively 

reduce isolation. They can also reassure them that dealing with 

stigma may become easier over time. Second, early recognition of 

stigma in people with MS may prevent long-term consequences.  

Cadden et al33 examined the association between stigma and 

depression in people with MS and found that individuals 

reporting higher levels of stigma also reported more symp-

toms of depression. They also found that higher levels of 

stigma predicted increased depression at 1 year and reasoned that  

reducing stigma early in the disease course could result in long-

term bene�t. Third, providers should be aware that even invisible 

symptoms may be associated with stigma in people with MS. For 

example, cognitive symptoms often remain undisclosed for fear 

of judgment and shame.41 Open communication, including the 

routine questioning and evaluation of cognitive function, is key 

to reducing the stigma associated with cognitive symptoms.41 In 

addition to better communication, educational programs and 

support groups could be introduced to help people with MS devel-

op strategies to reduce the impact of stigma on their lives.26, 33

CONCLUSIONS
Stigma is common in people with MS and is associated with 

diminished physical and psychological health. Many of the 

recently developed stigma instruments provide a general assess-

ment of stigma, but they do not all assess stigma types. There 

are also no standard de�nitions of stigma types, which makes 

it di�cult to compare �ndings across studies. A better under-

standing of stigma types could lead to more direct intervention 

strategies aimed at reducing particular stigma concepts, leading 

to improved health-related QOL in people with MS. For now, 

health care providers should encourage open communication 

with their patients to address MS-related stigma. ■
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