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Introduction

The Perceived Stigma of Intellectual Disability scale (PSID) is a brief 10 item measure developed for use in people with mild to moderate intellectual disability aged 18-65 (Ali et al, 2008). The measure was initially developed in the United Kingdom and cross cultural validation was established in South Africa (Kock et al, in press)
The items on the scale fall within two main factors or themes, which are “perceived or felt stigma” and “reaction to perceived or felt stigma”. The first refers to acts of stigma or discrimination, such as acts of harassment and ridicule and the second examines the emotional reactions of people confronted with stigma such as feelings of embarrassment, worry and anger.
The use of simple language, accompanying photographs to aid comprehension of the statements and a binary response format of “yes” and “no” makes it suitable for individuals with intellectual disability to complete on their own, although some individuals may require support in completing the questionnaire. Most people can complete the tool within 5-10 minutes.
Development of the PSID – UK version
Establishing face and content

Development work began with a literature search of databases EMBASE, MEDLINE and PsychINFO in order to identify validated instruments and questions assessing stigma in people with intellectual disability. Key publications on stigma were examined in order to derive new questions. Forty Seven statements were generated including simplified versions of 20 statements from an instrument that had recently been developed to measure the stigma of mental illness (King et al, 2007).
In order to determine the face and content validity of the questionnaire, professionals in the field of intellectual disability, carers of people with intellectual disability and individuals with mild to moderate intellectual disability were consulted.  
Firstly, the professionals were asked to rate the statements for comprehensibility, relevance and suitability; to make suggestions for further statements; and to give their views on the most useful format for the instrument. The responses were analysed in order to arrive at a core set of statements, which were made into an accessible format using simple illustrations with the help of a speech and language therapist.

 The statements were then piloted at a group meeting of 6 people with ID, at a local day centre. Participants were asked whether they understood the statements, if they had ever perceived or experienced what was described in each statement and whether or not the illustration by each statement was appropriate and informative. Their views on possible response formats (yes/no answers vs. three or five point scales) and the size and style of the font to be used, were also obtained
Three carers participated in a meeting at a day centre for people with intellectual disability in which they rated the coverage and relevance of the statements and whether or not the individual they cared for had ever had such experiences.

The instrument was developed into a final set of 21 statements, each with an accompanying photo image to illustrate the theme of each statement and a response format of “Yes” or “No”, which was the preferred choice of the pilot group. The response “Yes” was represented pictorially with a “thumbs up” and “No” with a “thumbs down” symbol. The instrument contained descriptions of experiences and feelings of stigma and included negative and positive statements to reduce response set bias.  Each statement was displayed in size 14 font and the accompanying image was in colour. Cartoon images and symbols were avoided to ensure clarity.  The final format was tested by three volunteers with mild ID who found the instrument easy to understand and therefore no further changes were made.

Field testing and test-retest reliability

In order to determine the psychometric properties of the scale, the measure was administered on 109 participants with mild to moderate intellectual disability. The mean age was 41 (range 18-73, SD 13.6).  Sixty two were women (56.9%) and 72 people (66.1%) were white UK. The largest ethnic group was Black African (8.3%). Almost half were living at home with their family (52 people, 46.8%) and the majority were unemployed (81 people, 74.3%). Forty three people (39.4%) were attending college and 37 people (33.9%) were attending a day centre. Forty two people had no regular access to day services. Ninety-four individuals (86.2%) had mild ID and 15 (13.8%) had moderate ID. Nine people (8.2%) had a physical disability. Three individuals (2.8%) had a genetic syndrome and forty people had mental illness (36.7%).

There were no differences in the total stigma score (mean 6.50, standard deviation 3.73) resulting from level of Intellectual disability, gender, age, ethnicity, mental health problems, physical disability, employment status, housing, attendance at college or day centre, in this sample. There were no differences in the responses given to individual items on the questionnaire by participants with mental illness and those without mental illness.
Each participant was asked to complete the instrument on two occasions between two and six weeks apart. This time period was chosen to balance the possibility that perceived stigma may change over time against the need to avoid recall of previous responses. Eighty eight participants completed the instrument twice and their responses were used to assess the test re-test reliability of the scale. There were no  significant differences between participants who completed the questionnaire once or twice in terms of age, gender, ethnicity, housing, employment, attendance at daycentre or college, mental illness and physical disability. The only difference was that participants with moderate ID were less likely to complete the instrument twice (Chi square 14.12, p<0.001). 

Factor structure and internal consistency
Using the first set of responses to the questionnaire, 6 items that showed little variation in response (80% or more selecting one answer or the other) were removed, as these would differentiate poorly between people with differing experiences of stigma. The test-retest reliability of the remaining 15 items was estimated using the kappa coefficient. Two Items with coefficients less than 0.4 were removed. The remaining items had kappa coefficients ranging up to 0.71
An exploratory dichotomous factor analysis, using tetrachoric correlations, was conducted in order to examine the factor structure underlying the remaining 13 items. Weighted least squares with mean and variance adjustment were used as the estimation procedure for dichotomous data.   Orthogonal and oblique rotations of the factors were also carried out in order to reduce over fitting of the final model.  
Ten items had a factor loading of 0.5 or greater, where 0.5 is an approximation of the critical value for tetrachoric correlations, were considered to load significantly onto the respective factors.  Two factors were sufficient to explain the intercorrelations among the variables (chi-square 34.51, p = 0.12).  The two rotated solutions were very similar in their factor loadings and thus we report the varimax (orthogonal) rotation as it is easier to interpret.  Factor 1 consisted mainly of people’s experiences of discrimination, such as being bullied or ridiculed and was labelled “perceived discrimination”.   Factor 2 contained statements about people’s emotional reactions to stigma such as anger and embarrassment. This factor was labelled “reaction to discrimination”.  One loaded equally on both factors.  The two factors together explained 60% of the total variance. 
Internal consistency of the final scale (and subscales) and whether this improved with any single item removal was estimated using Cronbach’s alpha. Cronbach’s alpha for the final 10 item instrument was 0.84 (mean score 5.3, SD 3.15). No single item deletion led to an improvement in internal consistency. Cronbach’s alpha was 0.72 (mean score 3.9, SD 2.2) for the 6 item perceived discrimination subscale and 0.69 (mean score 2.4, SD 1.4) for the 4 item reaction to discrimination subscale. 
Development of the PSID – South Africa version

The aim of this study was to validate the tool in a different cultural and language context.  The aim was to adapt and translate the tool in order to make it culturally viable, within the context of a multi-ethnic and multilingual society, and to assess whether its test re-test reliability and underlying factor structures, were similar
The study was conducted in the Western Cape Metropolitan Area, South Africa between August 2007 and May 2008. The study was executed in two phases.

Phase 1:  Adaptation of the UK instrument to local context
South Africa is a multilingual country with eleven official languages, and in the Western Cape Province (of which Cape Town is the capital city) three languages are common, i.e. English, Afrikaans and Xhosa. A team of experts, which included a psychologist, two voluntary agency representatives, a social worker, a paediatrician and a psychiatrist, all working with adults with ID, adapted the instrument to suit native English speakers and translated the instrument into the two additional local languages, i.e. Xhosa and Afrikaans. They assessed the wording and images included in each of 18 items found to have sufficient reliability in the original scale. Images that were not suitable for the South African setting were removed and replaced with pictures that were considered to be more relevant to the SA context. The instrument was translated into both Afrikaans and isiXhosa, ensuring that local idiom was applied, and then translated by independent translators back into English again, to ensure that the substance of the original statements remained unaltered. 
Following the adaptation and translation of the instrument, focus groups with people with intellectual disability in each of the three local languages were used to verify the face validity of the tool. Each group consisted of eight to ten participants, who were purposively selected to represent different language and cultural groups. Participants were asked about their understanding of each of the questions and key words. Alternative wording used by the participants were noted, and later discussed with the experts to determine whether the questionnaire required changes. Overall, most of the individual items appeared to have face validity and participants from all language and cultural groups were able to understand the meaning of the items. 
After further amendments were made, the instrument was piloted in 6 individuals (two in each language) in order to assess whether the changes made had reduced the clarity of the questions, and the overall functioning of the tool before reliability testing. Through the pilot studies it was evident that the instrument still achieved its original outcomes, reflecting the applicability of the amendments to the questionnaire. The amended version of the tool retained the form of a questionnaire and consisted of twenty questions. Each picture was relevant to the SA context. 
Phase 2:  Field testing and test re-test reliability
The South African version of the instrument was completed by 189 participants, comprising three different Language groups: Afrikaans (n=71; 37.5%), English (n=66; 34.9%) and Xhosa (n=52; 27.5%); who had mild (n=105; 55.5%) or moderate intellectual disabilities (n=83; 43.9%). Sixty seven (35.4) were white (71.6% English, 28.3% Africans), 52 (27.5%) were Black and 70 (37.0%) were of mixed Black and White ethnicity. The majority (68.2%) were living with their family.

Of the 189 participants interviewed during Phase 2, we re-interviewed 89 (47%) participants in order to assess test re-test reliability. As with the UK scale, items that showed little variation in response and those with a Kappa of less than 0.4, were excluded. Factor analysis was completed on the remaining 10 items. 

Factor analysis and internal consistency

The results of a parallel analysis and scree plot of eigenvalues were consistent with one another, confirming two dominant factors in the 10-item instrument. An orthogonal and oblique rotation was explored. The two solutions were very similar in their factor loadings. Factor 1 had an eigenvalue of 4.06 and explained 40.6% of the variance. It contained 7 items. The Cronbach’s alpha for the 7 items was 0.64. Cronbach’s alpha improved slightly (0.69) if item one item was deleted. The subscale has a mean of 2.88 and a standard deviation of 1.84. Factor 2 had an eigenvalue of 1.53 and explained 15.3% of the variance (the two factors combined explain 55.9% of the variance). Factor 2 contained 4 items and the Cronbach’s alpha is 0.65. There was no improvement in alpha if any of the items are deleted. This subscale has a mean of 2.03 and a standard deviation of 1.39.  One item loaded onto both factors. Factor 1 was labelled “felt discrimination” as the items described people’s experiences of discrimination (such as “people on the street make fun of me”, “people on the street look at me in a funny way”) and factor 2 was labelled “reaction to discrimination”, which contains items describing people’s emotional response to stigma (such as “people make me feel embarrassed”). 
The full scale has a Cronbach’s alpha of 0.73 (mean of 4.47, standard deviation of 2.57), which is considered to be acceptable. The alpha improves slightly (0.76) if one of the items is deleted. However, we have decided to retain this item as the improvement in alpha is small. 
Discussion

The results of the parallel analysis indicated two dominant factors which were similar to those in the UK study. Due to the discrepancies between the test re-test reliability and the percentage responses to each item between the UK and South African data, the South African version of the tool has a different set of items to the UK version but shares 6 out of the 10 items with the UK tool. The common items loaded on the same factors in both countries, and the non-common items included in the final versions of the SA and the UK tool also conformed to the two factor structures. This suggests that the stigma instrument has reasonable cross cultural validity, although it may need to be adapted in other cultural settings and countries.
Administration and scoring of the PSID
The PSID should be completed by people with mild to moderate intellectual disability, aged 18-65, who have a reasonable level of comprehension. Individuals who have difficulty reading or have difficulty ticking the boxes, should be supported by their carer or a member of staff. In order to ensure that the person has understood all of the items, it is advisable that the person is offered assistance. This may involve asking the person to give an example of a situation in which the item under question occurred or re-phrasing the item. All of the ticks should then be added up to give a total score out of 10. The higher the score, the higher the level of perceived stigma.
Uses of the scale

The instrument can be used for clinical purposes - it could be used by intellectual disability services or agencies working with people who have intellectual disability, to quickly screen for individuals who have encountered discriminatory or abusive treatment from others in order to identify those who may benefit from emotional or psychological support to help them deal with their experiences. 

The instrument may also be used for research purposes, such as assessing whether an intervention to reduce stigma has succeeded. The instrument may need to be modified for this purpose (such as including a time frame for the items). The instrument could also be used to investigate whether stigma is related to social and health outcomes. 
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The Stigma Questionnaire

(formerly known as the Perceived Stigma of Intellectual Disability Scale (PSID))
UK version
These questions are about how people act towards you because you have a learning disability

please read each question and tick one of the boxes
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	people talk down to me
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people on the street make fun of me
	
	

	people on the street look at me in a funny way
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yes
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no
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people laugh at me because of the way I look
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people treat me like a child
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people laugh at me because of the way I talk
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the way people talk to me makes me angry
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people make me feel embarrassed
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yes
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no
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I keep away from other people because they are not nice to me
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I worry about the way people act towards me


	
	





Total Score ……………………………

thank you for filling this is in

	Stigma Questionnaire

– South African version

	

	
	
	
	
	

	
	
	
	
	

	These questions are about how people act towards you because you have a learning disability:

Please read each question and tick one of the boxes
	Yes
	No
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	1
	I think I am the same as other people.
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	2
	The way people talk to me makes me angry.
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	3
	People make me feel embarrassed.
	 
	 


These questions are about how people act towards you because you have a learning disability:

	Please read each question and tick one of the boxes
	Yes
	No

	
	
	

	

	4
	People on the street make fun of me.
	 
	 

	
	5
	People on the street have hurt me.
	
	

	

	6
	People on the street look at me in a funny way.
	 
	 

	

	7
	People treat me like a child.
	 
	 


These questions are about how people act towards you because you have a learning disability:

	Please read each question and tick one of the boxes
	Yes
	No

	
	
	

	

	8
	People laugh at me because of the way I talk.
	 
	 

	

	9
	I worry about the way people act towards me.
	 
	 

	

	10
	People make fun of me about going to the day centre / Workshop.
	 
	 

	
	
	
	
	

	Thank you for filling this in!
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