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Why is Stigma Associated with 
Dementia?

 Dementia occurs primarily in older adults:  
Associated stigma of aging.

 Genetic mutations contribute to a predisposition 
for development of dementia.

 Cognitive losses are associated with dementia.

Presenter
Presentation Notes
Studies of stigma in populations with other chronic illnesses (particularly mental illnesses, HIV/AIDS, and communicable diseases) reveal stigma is associated with disease manifestations, particularly changes in physical or mental functioning; the impact of the disease on others; and whether the person is to be blamed for the condition.

Mistakenly, the public often assumes that PWD are unaware of the stigmatizing behaviors of others and therefore are immune to the effects of stigma. However, the research by Clare and colleagues supports the continued self-awareness with dementia, often beyond the early disease stages. Other research supports that stigma can be ‘experienced’ by the person with dementia, making the susceptible to the stigmatizing behaviors of others.  




Responses to Perceived Stigma

 Awareness of responses of others (Clare and 
others, 2005, 2006)

 Negative self-attributes of persons in early stage 
dementia (Burgener and colleagues,1999)

 Anecdotal accounts of perceived and 
experienced stigma in persons with dementia 
(Benbow and colleagues, 2000)



Outcomes of Perceived Stigma in 
Persons with Dementia (PwD)

 ‘Malignant social psychology’ resulting in lower 
self-worth (Kitwood, 1997)

 Social interactions characterized by feelings of 
disempowerment and banishment (Harris & 
Sterin, 1999)

 Negative self-attributes: ‘stupid’, ‘worthless’, ‘in 
the way’; self-described steps to protect self 
socially (Burgener, 1999)

Presenter
Presentation Notes
The person with the stigmatizing illness or condition is often ‘labeled’ with negative social meanings being attached to the person. With repeated labeling interactions, the effects of these interactions become internalized, leading to lowered self-esteem, decreasing social support and network ties, altered family dynamics, diminished psychological well-being, and increased vulnerability to illness. 

Although not part of this report, the perceived stigma of caregivers of PWD was also examined in this study, with levels of caregiver perceived stigma approaching that experienced by the PWD. These findings are currently in press and support the effects of stigma beyond that of the person with the disease – to include close family members.

Overall, the importance of stigma to relevant outcomes in other chronic illness populations has been well-supported, with studies of perceived stigma in PWD lagging far behind.   




Stigma:  A Global Concern

British Broadcasting Company report, March 1, 
2010:

Ruth Sutherland, acting chief executive of the 
Alzheimer's Society, agreed there was a 
problem (stigma). 

 "People with dementia tell us that, once 
diagnosed, others begin to act differently or 
avoid them altogether.” 

 "This has a huge impact on their lives, but we 
know that with the right support people can 
continue to enjoy a good quality of life." 



Limitations of Studies

 Lack of normative data for measures of 
perceived stigma in PwD

 Lack of data regarding racial/ethnic and 
population (rural/urban) differences in perceived 
stigma

 Need to identify effects of stigma on long-term 
outcomes such as health and psychological well 
being

 Need to understand the interactions among 
caregiver and PwD perceived stigma and effects 
on long-term outcomes of each group

Presenter
Presentation Notes
Perceived stigma has been shown to affect long-term outcomes in other populations, including health and well being outcomes. Before progress can be made in understanding the immediate and long-term effects of stigma in PWD, an instrument to measure perceived stigma needs to be tested and validated. Once the effects of perceived stigma on PWD and their family caregivers are measured and clarified, then the relationships among stigma in both PWD and their family caregivers can be further elucidated. The first step, however, is the testing of an instrument to accurately measure this phenomenon in PWD. As perceived stigma, by its very nature, requires the subjective insights and responses of the stigmatized individual, proxy ratings are not appropriate to measure this concept. 



Research Program of Stigma in 
PwD

 Adaptation and initial testing of an instrument to measure 
perceived stigma in PwD

 Initial findings from two pilot studies (one longitudinal):
 Strength of perceived stigma in PwD and family 

caregivers
 Relationship of perceived stigma to outcomes of PwD 

and family caregivers
Comparison of magnitude of perceived stigma in PwD 

to other disease-specific populations (cancer and 
HIV/AIDS)

Differences in perceived stigma among PwD and 
family caregivers



Perceived Stigma Measure

Stigma Impact Scale:
 24-Item scale developed and tested with HIV/AIDS and 

cancer populations (Fife & Wright, 2000) 
 Items rated on a 4-point scale: ‘Strongly agree’ to 

‘Strongly disagree’
 Items represent 4 aspects of the stigma experience:

 Social rejection (9 items)
 Financial insecurity (3 items)
 Internalized shame (5 items)
 Social isolation (7 items)

Presenter
Presentation Notes
To effectively measure perceived stigma, an existing scale, the Stigma Impact Scale, was modified specifically for PWD. The scale was also modified to measure the perceived stigma of the family caregiver of the PWD, although these results will not be reported here. The SIS was developed and tested by Fife and Wright as a measure of perceived stigma in persons with chronic or terminal illnesses such as HIV/AIDS and cancer. This scale is based on Links conceptualization of the effects of stigmatizing behaviors of others, described within his Modified Labeling Theory. The SIS contains 4 domains or subscales that represent common effects of stigma including:
	social rejection due to the stigmatizing behaviors of others
	financial insecurity due the disease and the stigma associated with it
	internalized shame representing the ‘internalization’ process described by
	    Link as being associated with repeated labeling interactions, and
	social isolation resulting from self-protection and the decreased social
	    support and lowered self-esteem associated with perceived stigma
The initial support for the psychometric properties of the SIS have been published by Fife and Wright.



Pilot Study One:  Stigma Impact 
Scale: Reliability

Person with AD/ PD Caregiver
Alpha       Alpha

Stigma Impact Scale (24) 0.89 0.92
Financial Insecurity (3) 0.66 0.61
Social Rejection (9) 0.82 0.85
Internalized Shame (5) 0.76 0.86
Social Isolation (7) 0.71 0.79

Subscale to Total Scale Correlations
r-value r-value

Financial Insecurity 0.55 0.53
Social Rejection 0.89 0.92
Internalized Shame 0.74 0.82
Social Isolation 0.82 0.90

Presenter
Presentation Notes
The internal consistency reliability of the SIS measure was evaluated for the entire instrument and the 4 subscales. The overall Cronbach’s alpha was well within acceptable limits, as were the social rejection and internalized shame subscales. The lowest subscale alpha was found for financial insecurity, with the subscale to total scale correlation for this subscale also being the lowest, r=.58. It is hypothesized that due to the sample characteristics (older, out of the workforce, little impact on total financial stability from the disease), the financial aspects of dementia are less affected by perceived stigma than the other perceived stigma dimensions. Also, the financial insecurity subscale included only 3 items, contributing to the low alpha level for this subscale.



Relationships Among Perceived 
Stigma of PwD and Outcomes

Social
Isolation

Social 
Rejection

Internalized 
Shame

SIS Total 
Scale Score

Mental Status
(MMSE)

-0.43* -0.47*

Self-Esteem
(RSS)

-0.47*

Depression
(GDS)

0.59*

Personal
Control (MS)
*p<.05

-0.50*

Social
Isolation

Social 
Rejection

Internalized 
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Self-Esteem
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-0.47*

Depression
(GDS)

0.59*

Personal
Control (MS)
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Presentation Notes
Biserial correlations among the total SIS and scale ratings and validity measures provide initial support for the SIS’s validity. Mental status was included as a measure for validity testing, as it would be expected that decreased mental ability would be associated with increased perceived stigma. All relationships were in the expected direction, as shown. The strongest associations were found between social rejection and depression (positive relationship) and personal control (negative relationship). In fact, social rejection was significantly related to more outcome indicators than any other SIS subscale. Mental status was related to more aspects of perceived stigma than any of the other three validity measures, supporting the relevance of mental status to the stigma experience, as suggested by the research on mental illnesses and stigma.



Relationships Among Caregiver 
Perceived Stigma and PwD Outcomes

PwD Outcomes Social
Isolation

Social 
Rejection

Internalized 
Shame

Number of 
Medical 
Diagnoses

0.42* 0.48* 0.50*

Self-Esteem 
(RSS)

-0.53*



Perceived Stigma of PwD and Other 
Populations (Parkinson’s and Cancer)

Dementia Parkinson’s Cancer

Stigma Impact Scale: 
Total Score

42.7 (9.0) 40.2 (12.4) (not available)

Financial Insecurity 2.8 (2.1) 2.5 (2.6) 5.7 (2.3)

Social Rejection 15.4 (4.3) 14.2 (5.0) 14.8 (4.1)

Internalized Shame 9.6 (2.4) 7.7 (3.1)* 8.4 (2.7)

Social Isolation

*p<.05 (t-test)

15.0 (2.8) 15.7 (4.8) 14.6 (4.4)

Presenter
Presentation Notes
To further evaluate the reliability and validity of responses from PWD, comparisons were made between the total SIS and subscale scores and those obtained from other populations. As persons with Parkinson’s Disease also present with a progressive neurological disease, primarily demonstrating motor, rather than mental, impairments, this population should also elicit stigmatized responses. Fife and Wright studied adults with cancer, with scores from their sample providing a second comparison group. As noted on the slide, PWD demonstrated higher levels of perceived stigma than both groups on the social rejection, internalized shame, and social isolation subscales, with this difference reaching significance on the internalized shame subscale compared to persons with PD. Adults with cancer (younger, still working) expressed higher levels of financial insecurity, as expected, compared to both the AD and PD groups.

The comparison of scores across samples of adults with other debilitating illnesses further supports the reliability and validity of responses to the SIS obtained from PWD. 



Pilot Study Two: Study Design

Study Purpose: To explore the impact of perceived 
stigma on PwD and their family caregivers

Study Design: Descriptive, comparative, multi-site (USA:
Illinois/Iowa/North Carolina), longitudinal design 
(baseline, 6, 12 and 18 months)

Sample: PwD within one year of initial diagnosis (early to 
early-middle stages of dementia)

PwD had a confirmed diagnosis of:
Alzheimer’s disease or
Mixed dementia or
Vascular dementia



Sample Characteristics
Variable Sample n Mean/

S.D.
Range

PwD Age (Years) 32 80.1 (9.8) 62.8-105

Caregiver Age 33 66.8 (14.6) 26.6-85

PwD Education 
(Years)

33 13.3 (4.0) 5.0-22.0

Caregiver 
Education 

31 14.8 (2.2) 11.0-20.5

Length of Dx. 
(months)

33 14.0 (14.9) 2.0-60.0



Sample Characteristics (Continued)

Variable Frequency % of Sample
Gender:  Female

Male
16
17

48.5%
51.5%

Marital Status:
Married
Single (Div., Never Married)
Widowed

16
5
11

50%
15%
35%

Living Arrangement:
Lives alone
Assisted Living
With spouse/family member

10
2

21

30.3%
6%

63.7%



Background & Predictor Variables 
 Subject Characteristics:  Demographic Data 

form (gender, living situation, ethnic 
background)

 Disease Stage:  Clinical Dementia Rating
Scale

Mental Ability:  Mini-Mental State Exam (MMSE)
 Caregiver Knowledge of Dementia:

Knowledge of Alzheimer’s Test                                                                        
 Perceived Stigma:  Stigma Impact Scale (SIS)

(PwD and Family Caregiver)



PwD Outcome Variables
 Psychological Well-Being:  Geriatric Depression Scale
 Behavioral Competence:

 Behavioral Symptoms: Revised Memory and Behavior 
Problems 

 Personal Control: Mastery Scale
 Physical Health:  Health Subscale from MOS-36 Scale
 Self-Esteem:  Rosenberg’s Self-Esteem Scale
 Anxiety: Rating Anxiety in Dementia

 Environment/Interactions:
 Social Support and Activity:

 Duke Social Support Index 
 Recreational and Social Activities

 Personal Responses to Stigma:  Qualitative Interview



Study Procedures
 All study instruments were administered in face-to-face 

interviews in the home.
 Large-print scales for item ratings were used to help 

guide responses from PwD.
 Family caregivers completed the study instruments in a 

separate location from the PwD.
 Approximately 90 minutes were required to obtain 

informed, written consent and administer study 
instruments.

 Little or no tiring was noted or reported.
 Overall, interview was well-tolerated.



Predictor Variables
Variable Mean/S.D. Range

MMSE (0-30) 21.9 (4.0) 16 - 30

Caregiver Knowledge of 
Dementia (0-22) 15.8 (2.3) 12-20

Stigma Impact Scale: 
PwD (0-96) 36.5 (9.9) 20-58

Stigma Impact Scale: 
Caregiver (0-96) 32.3 (7.9) 20-46



PwD Outcomes
Variable Mean/S.D. Range

Recreational & Social 
Activities (PwD) (26-104) 64.9 (12.3) 40-85
Duke Social Support (19-76) 58.9 (11.9) 31-75

MOS Physical Health (5-25) 13.7 (4.0) 7-20

Personal Control (7-35) 26.8 (3.8) 21-34

Self Esteem (10-50) 39.7 (5.9) 22-49

Memory & Behavior Sym. 
(24-96) 19.1 (12.3) 6-56
Anxiety in Dementia (0-60) 13.3 (10.7) 0-39



Relationships Among Perceived 
Stigma & PwD Outcomes

Variable PwD SIS Caregiver SIS

Recreational & Social Activities 
(PwD/Caregiver) -0.03 -0.43*
Duke Social Support -0.42* -0.21

MOS Physical Health -0.47* 0.02

Personal Control -0.30 -0.06

Self Esteem -0.37* -0.27

Memory & Behavior Symptoms -0.04 0.17

Anxiety in Dementia
*p<.05

0.64* -0.39



Relevance of Perceived Stigma in 
PwD

 Across studies, perceived stigma is related to 
important outcomes in PwD: self-esteem, 
depression, physical health, social support, 
anxiety, and personal control

 All relationships were in the expected direction 
and moderate in strength

 Relationships support the susceptibility of PwD 
to stigma in the early to early-middle disease 
stages

Presenter
Presentation Notes
The relationships among perceived stigma and the validity measures indicate the potential significance of the stigma experience to relevant outcomes of PWD. Especially in the early disease stages when awareness and depression are at their peak, understanding the importance of the social rejection aspects of stigma may assist in identifying interventions to ameliorate this effect of perceived stigma. The relationship of internalized shame and self-esteem also points to the potential benefits of intervening early throughout the early and middle disease stages to assist PWD to manage – and ‘buffer’ --  the effects of stigmatizing interactions.

Although population-based interventions have been tested to decrease stigma in other populations, wide-scale attempts to alter the public’s perceptions – and ultimate treatment of – PWD are lacking. These findings suggest, however, that attempts to educate family member, friendship networks, and the public-at-large about the potential negative effects of stigmatizing interactions may provide some benefits for the person with the disease. 



Relevance of Perceived Stigma in 
PwD (Continued)

 Social rejection most highly correlated with total 
perceive stigma, r=.89, followed by social 
isolation, r=.81

 Impact of perceived stigma on emotional, self-
esteem, and social functioning supported by 
these findings

 Highly-rated items (social rejection):
 I feel set apart from others who are well
 I feel more lonely than usual
 I have a sense of being unequal to others

Presenter
Presentation Notes
Also, studies of PWD have identified the importance of continuing social engagement in the early stages of dementia, especially considering the high rates of apathy and withdrawal – present in over 50% of persons in the early disease stages. The large and significant correlations between the social rejection and social isolation subscales and the total scale score again point to the potential effects of perceived stigma on social behaviors. Items with some of the highest scores (see slide) support the impact of perceived stigma on social functioning of PWD.



Observations

PwD tended to be more ‘positive’ in item ratings 
than actual descriptions of experiences of 
stigma: ie., rated items such as ‘I do not feel I 
can be open with others about my illness’ with 
‘strongly disagree’, but later reported fear of 
telling others about their disease.

Stigma of dementia may influence subject 
recruitment:  < 5% of contacts agreed to 
participate as a subject = large recruitment 
burden. 

Many respondents supported numerical ratings 
with personal accounts of stigma.

Presenter
Presentation Notes
One observation made during data collection was that some respondents would rate an item with a low scores (strongly disagree), most notably ‘I do not feel I can be open with others about my illness’ and then describe later in the interview how they have not told anyone as yet about their diagnosis. When questioned about this, the respondent would then often go on to describe their discomfort in talking about their diagnosis or their fear of rejection. To further clarify, the interviewer would then go back to the question and ask the respondent if they wanted to change or clarify their response. Superficially, PWD may want to present a positive or ‘I’m not worried about this’ demeanor, when, on closer examination, underlying concerns are present and affect their behaviors. To assure that ratings to such sensitive items are scored accurately, it may be helpful to have open-ended questions embedded throughout the interview to reveal underlying feelings and responses leading to a more accurate assessment of perceived stigma.

Many items, such as ‘I know I can’t do things as well as I used to’ often elicited spontaneous descriptions of how abilities have changed or how activities and interests are no longer available to the person. These descriptions generally were consistent with and supported the numerical ratings.



Observations

 ‘Perceived stigma’, although abstract in nature, 
was a concept PwD were able to relate to 
through the SIS items

Rating items using the 4-point scale with large-
print visual reminder was effective in eliciting 
responses

Tiring during the interview was not evident

Presenter
Presentation Notes
Despite being an abstract concept, PWD were able to grasp the intent of the interview and respond to the SIS items. The reality of stigmatized interactions was evident throughout the interview, in both the  SIS ratings and descriptions of individual experiences offered throughout the interview. 

As noted previously, using the large-print visual reminder assisted with obtaining accurate numerical ratings and prevented a repeating of the scale options throughout the interview.



Conclusions
 Perceived stigma is a meaningful and 

measurable reality for persons with dementia
 The reliability and validity of the SIS, as adapted 

for PwD, has been supported by these findings.
 The magnitude of perceived stigma in PwD is 

comparable to or exceeds that experienced by 
other populations with chronic/terminal illnesses

 Item ratings should be supported by open-ended 
questions to verify ratings

 Support for larger studies is evident in the 
findings from pilot studies

Presenter
Presentation Notes
In summary, perceived stigma has been supported as both a meaningful and measurable reality for persons in the early stages of dementia. The comparison of the SIS ratings to other chronic/terminal illness populations provide further support of the magnitude of the stigma experience for PWD. Importantly, the SIS has been supported as a reliable and valid indicator of perceived stigma in PWD, although it is suggested that the item ratings be verified by open-ended questions dispersed throughout the interview.
Questions??

Comments?? 
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