
�
�
�
�
�
�
�
�

�������	
����

��	�
���	�	���	�
�
�
�
�
�
�
�
�
�
�
�
�
�
�
�
�

��������	�
	���	����	���
��������

��
�

�
������������������
	����������
���������	���������������������

�
�
�����������������	�� !������"�#���� !!$��
�
�
���%���%��	%�%�������%������
�
&�%����	���'(�
�������#���	����	� )�


�
*) *�"
�+�������
��%��%,���	��-	��
����.�������	%��



 2 

�
�
�
����������	��
/�����������������0��1��(��������	����%�������������������	��%�������2��	���	��2�����	��������
��������������������	�������������(	�1��%#�%��	%�������	��%��	������%�	���1����%�������	����
��3������	��-�
�����������4

56������%����#����	�������'�7��������1	�1��(-�
�
�
+������2� !��������#���� !!$�
�
�
8�#	������9 9 9 9 9 9 9 9 9 9 9 9 9 9 9 -�
�
�
.���������1��%���:*�;;<��
�
�
�
�
�
�
�
�
�
�
�
�
�
�
�



 3 

������������������
�

ABBREVIATIONS......................................................................................................................................................5 
1. INTRODUCTION ...................................................................................................................................................6 
2. KARAMOJA............................................................................................................................................................7 

2.1 DEVELOPMENT IN KARAMOJA .............................................................................................................................7 
2.2 HEALTH INDICATOR .............................................................................................................................................7 
2.3 HIV AND AIDS IN KARAMOJA.............................................................................................................................8 

3. DEFINING STIGMA AND DISCRIMINATION ................................................................................................9 
3.1 STIGMA AS AN EXERCISE OF POWER AND DOMINATION......................................................................................10 

3.1.1 Stigmatization and marginalization ..........................................................................................................10 
3.2 CIRCUMSTANCES AND EXISTENCE OF STIGMA....................................................................................................11 
3.3 PURPOSE OF STIGMA ..........................................................................................................................................11 
3.4 STIGMA AND CONSEQUENCES FOR HEALTH ........................................................................................................12 
3.5 CHARACTERISTICS OF HIV AND AIDS...............................................................................................................12 
3.6 STIGMA AND DISCRIMINATION IN RELATION TO HUMAN RIGHTS ........................................................................13 
3.7 DOMAINS OF STIGMA .........................................................................................................................................13 

3.7.1 Fear...........................................................................................................................................................13 
3.7.2 Blaming and Shaming ...............................................................................................................................13 
3.7.3. Self or internalized stigma........................................................................................................................14 
3.7.4 Discrimination or enacted stigma .............................................................................................................14 
3.7.5 Disclosure .................................................................................................................................................14 
3.7.6 Participation restriction............................................................................................................................15 

4. PROBLEM STATEMENT, RESEARCH QUESTIONS, AND OBJECTIVE ................................................16 
4.1 PROBLEM STATEMENT .......................................................................................................................................16 
4.2 RESEARCH QUESTIONS .......................................................................................................................................16 
4.3 RESEARCH OBJECTIVE........................................................................................................................................17 
4.4. TARGET AUDIENCE ...........................................................................................................................................17 

5. METHOD OF RESEARCH .................................................................................................................................18 
5.1 DESCRIPTION OF THE RESEARCH METHOD..........................................................................................................18 
5.2 SAMPLING METHODS..........................................................................................................................................19 
5.3 VALIDITY STUDY ...............................................................................................................................................19 
5.4 INSTRUMENTS ....................................................................................................................................................19 

5.4.1 Participation Scale....................................................................................................................................19 
5.4.2 Questionnaire based on indicators ...........................................................................................................20 

5.5 LIMITATIONS, ETHICAL CONSIDERATIONS, ETHICAL REVIEW AND APPROVAL ....................................................20 
5.6 DATA ANALYSES................................................................................................................................................21 

6. RESULTS...............................................................................................................................................................22 
6.1 DESCRIPTION OF THE STUDY POPULATION .........................................................................................................22 
6.2 KNOWLEDGE......................................................................................................................................................23 
6.3 SOCIAL PARTICIPATION......................................................................................................................................25 
6.4 FEAR ..................................................................................................................................................................27 
6.5 BLAMING AND SHAMING PLWHA.....................................................................................................................30 
6.6 ENACTED STIGMA..............................................................................................................................................32 
6.7 DISCLOSURE ......................................................................................................................................................33 
6.8 INTERNALIZED STIGMA ......................................................................................................................................37 

 

 



 4 

7. DISCUSSION.........................................................................................................................................................39 
7.1 GENDER .............................................................................................................................................................39 
7.2 PLWHA ............................................................................................................................................................40 
7.3 VILLAGE ............................................................................................................................................................41 
7.4 KNOWLEDGE ABOUT TRANSMISSION AND PREVENTION OF HIV ........................................................................41 
7.5 FEAR, BLAME, AND SHAME ................................................................................................................................42 
7.6 ENACTED STIGMA ..............................................................................................................................................42 
7.7 DISCLOSURE ......................................................................................................................................................42 
7.8 LIMITATIONS OF THE STUDY ..............................................................................................................................43 

8. CONCLUSIONS AND RECOMMENDATIONS...............................................................................................44 
8.1 FACTORS CONTRIBUTING TO HIV-RELATED STIGMA AMONG PLWHA..............................................................44 

8.1.1 Access to health care, income earning, and keeping of respect ................................................................44 
8.1.2 Internalized stigma....................................................................................................................................44 
8.1.3 Confidentiality of health staff ....................................................................................................................44 
8.1.4 Women without partner.............................................................................................................................44 

8.2 RELATIONSHIP BETWEEN HIV-RELATED STIGMA AND DISCLOSURE BY PLWHA ..............................................45 
8.3 INFLUENCES ON THE LEVEL OF HIV-RELATED STIGMA ......................................................................................45 

8.3.1 Knowledge.................................................................................................................................................45 
8.3.2 Economic status, education and age .........................................................................................................45 
8.3.3 Gender.......................................................................................................................................................45 
8.3.4 Blame, shame and fear ..............................................................................................................................45 

EXECUTIVE SUMMARY .......................................................................................................................................46 
REFERENCES ..........................................................................................................................................................47 
ACKNOWLEDGEMENTS ......................................................................................................................................50 
APPENDIX 1 .............................................................................................................................................................51 
APPENDIX 2 .............................................................................................................................................................59 
APPENDIX 3 .............................................................................................................................................................65 
APPENDIX 4 .............................................................................................................................................................68 

�

�
�
�
�
�
�
�
�
�
�
�



 5 

�
������
	

�����
�
"
�8�� � � � � "�3����%�
���	���������	���8�	%�����
"�5� � � � � � "	���������������
=>?� � � � � � =����	����>���%�?�#�	������	�

>=� � � � � � 
���6>���%�=�����


5� � � � � � 
���	�
���	�%������	���5�����

=@� � � � � � 
	���	����	���=������������	����@�	����	�	#2�������������	%�
������

=�/� � � � � 
	���	����	���=�	������������������	�/���	�

��� � � � � � 
	��	�����������������

.@��A&A"8A� � 
	���	����	���.�����@����1������A&A"8A����'����
���?�
=�� � � ������'���������	����������	��?������
������=�	�����
.B?�� � � � � .�	6B����	��	����?�#�	������	��
.+8"@� � � � � .������	�+#�	%��8������"����	�@�	%�
�&/
"�� � � � �������&���	#�/ ����

5��	%�"
�8�
8��
/B� � � � 8��#����	%���������	����	�
	%�������/��(�	#�B������
�@�� � � � � � ������@��������������
+�
8� � � � � +#�	%������#��������	%�
������8������
+."
�8� � � � C��	��+	���%�.����	�����#�������	�

5D"
�8�
+8"
��� � � � � +	���%�8������"#�	�������
	���	����	������������	��
5=�� � � � � � 5���	�����=��	�����	#��	%������	#���
�
�



 6 

 !���
���"#

���
 

HIV is already for several years an immense problem for the world, especially in Africa. 
Tremendously amount of people died because of HIV and it orphaned an immense group of 
children. The pandemic of HIV expanded not only because of the occurrence of the disease 
itself; it is also a highly stigmatized disease. HIV-related stigma can cause that people do not 
change sexual behaviour, do not go for HIV testing, and exclude people which they think they 
have HIV. It harmed the People Living With HIV and AIDS (PLWHA) and their families, even 
in Karamoja.  

In 2005, when I worked as adviser for primary health care with the Church of Uganda in 
Karamoja we started to support PLWHA. We were surprised that people came for testing of HIV 
and they came for the meetings when they were found HIV+. They started to share experiences 
and recovered visible from the distress. The PLWHA told stories about exclusion by their 
communities and families. Some were pushed away from the central and lived on the sideline of 
the village. They were not allowed to eat together with others. When they were sick, the food 
was pushed with a stick. They feared to come near to them. After such experiences, most of the 
PLWHA decided to move to Kotido Town to find another way of living.  

This phenomenon was interesting started and I started to read about stigma and found out how 
stigma can be measured. The International Nepal Fellowship RELEASE (INF RELEASE) had 
developed a scale to measure Participation and International Centre for Research on Women 
(ICRW) made questions based on indicators of stigma. I developed two questionnaires based on 
the stigma indicators and used the Participation Scale: one for the community members and one 
for the PLWHA.  

Even during my study in 2006 for the Master in International Health, people told me about the 
increasing number of PLWHA that came to the Home Based Care (HBC) activities and lived in 
Kotido Town. What is exactly happening in the villages? What factors cause that the Karimojong 
exclude those HIV+ members? Although the HBC program is doing well in giving support, but 
what can be improved so that the quality of life of PLWHA is sustained?  

In preparation on the field visit, I send the questionnaires for translation into Karimojong to 
Kotido. In Karamoja, I trained two research assistants and during the six week of fieldwork, they 
did the verbally interviewing.  

After being back in the Netherlands, it took a while to get used to the statistical analysis using 
EPI info. During the analyses, I used the variable social participation, fear, blame, shame, 
enacted stigma, and internalize stigma. I compared it with factors as age, sex, marriage, village, 
income, education, knowledge on HIV prevention, knowledge on HIV transmission, experiences 
of disclosure, disclosure by PLWHA, and health condition of PLWHA. Finally, I got the result 
of the study, studied again the theories around stigma and I wrote the thesis.  
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"�1����������%��3������%���������%����������
�����������#��-����������#���#������������������	��	������1�%�1������1��	�*<��	%�<:��	%��������	�
#����6�����%�����1������%�1����-�������'�������������������������	%�#�����	�������������	���8���������
 ���
�
�	����$�8�����%���#���������������������������������%�����������	��

Age n means SD n means SD n means SD
female 31 37.9 8.3 107 39.4 11.0 47 33.0 8.0

male 14 43.4 9.0 124 40.9 16.4 29 35.4 8.7

Gender n n n
male 14 108 29

female 31 124 47
Villages

Kacheri 13 123
Kanawat 17 47
Rengen 15 62

Kotido Town 67
Education

< 2 years of education 35 208
> 2 years of education 10 24

Source of income
none 4 43

peasant 21 108
employment 10 12

busines 9 20
keeping cows 1 29

Housing 
grass roof and mud walls 34 221

iron roof and cement walls 2 1
75.6
4.4

95.3
0.4

%
61.8
38.2

100.0

12.5

26.7

% %
46.6
53.4

31.1
68.9

53.0
20.3

20.0

46.5
5.1
8.6

2.2

22.2

8.9
46.6

77.8

28.9

PLWHA  (n=45) Members HBC 
program (n=76)

Community 
members                  
(n = 232)

22.2

18.3

37.5
33.3

90.0
10.0

�
�
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/���	����������	�#�������������	�1�������	���	�%�%-���������	���	�1�����%������(	�1��%#��

�	�

52����	��������	���	#�	��	%��������-�Q��	#����������������	� !��������	%�������������������
��%������	�H!����������	�#�����	���������	�1�������3������	�����������	�������	��	%������	���	����


5-���������������%������	������������������������%�	���	����	����	����������������(	�1��%#�-�����
��������	����������	����1����������%���#�����������������%�%�������������������(	�1��%#��������
���	�������	-�>���%�������2������&/
"�1����������%�����#������������	���	���L�%����#���%�%������
�������������(	�1��%#�����������	�������	����

5-�?	������#�2��&/
"���%�����#�������������
��������(	�1��%#�����������	�������	��	%������	���	����

5����	���������	����������	���-�
	�
��	������1����1���	2���	�#�������������	�1��	#��	�1�������	�1���	�%�%-��8���������*��
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5�

Age n means SD means SD
0-20 8 3.4* 5 3* 3.5

21-30 74 1.7* 3.1 1.3* 2..3
31-40 92 1.5* 2.7 1* 1.9
41-50 53 2.2* 4.2 1.9* 3.2
51-60 28 1.8* 2.6 1.1* 1.3
61-70 14 4.2* 4.1 2.6* 2.8

>71 7 10.1* 5.2 7.2* 4.7
Gender

female 139 0.7* 2.7 0.5* 2.1
male 138 3.5* 3.9 2.6* 2.7

Village
Kacheri 136 2.8* 4.2 2* 3.1

Kanawat 64 1.1* 2.1 0.8* 1.7
Rengen 77 1.4* 3.4 1.7* 2.3

Fear to contract HIV in the community
no fear 52 1.5* 3.2 1.3* 2.6

1 10 1* 0.9 0.9* 1
2 4 1.8* 1.3 0.3* 0.5
3 57 0.8* 3.2 0.7* 2.5
4 5 0.6* 0.9 0.2* 0.4
5 103 3.8* 4.3 2.7* 3

Internalized stigma among PLWHA 
no internal stigma 11 1.4* 1.6 1.3* 1.3

1 11 0.1* 0.3 0.8* 1.3
2 18 0.4* 0.7 0.1* 0.2
3 2 2.5* 2.1 3.5* 0.7
4 1 7* 0 3* 0
5 1 2* 0 0* 0
6 1 7* 0 4* 0

Target group
Community members 232 2.3* 3.8 1.7* 2.8

PLWHA 45 1.0* 1.7 0.8* 1.3
* the difference between row categories is statistically significant (p<0.05, Chi-squared test) 

Score on knowledge of ways of 
transmission (1-14)                   

(n=276)  

Score on knowledge 
of prevention of HIV 

(1-11)                                     
(n=276)

�
�

����(	�1��%#����	���	�	#����	�������	����

5�������3�����������1�����������1��	������
��������	�%�������	�����	%��&/
"-�< G����������������	����������	�����	%� <G��������
�&/
"�����#��������

5�������	������%�������3������-�A����������F G����������	�����#��������


5���	�������	������%�������3����������-� $G�������������	�����������2�:HG���������&/
"�
�	%�H<G����������	�����#������������%�	#����3���������������������	���	������%-�����(	�1��%#��
��������������������%����	�������	�1�������-� $G����������������	����������	���2�:*G��������
�&/
"2��	%�*$G����������	��	�1���%�1��	#��-���������	�:)G����������������	����������	����
���%������

5�������	������%����(����	#�:$G2����(�	#���	%��:;G2������	#�����	#��	%�%��	(�	#����	�����
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5���	�������	������%����(����	#2������	#�����	#��	%�%��	(�	#����	����2��1���2��	%�������-��8���������
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�
�	����/���������������������	��#�������	���	%�������1���������	��#�����%�KQ��0��������3������	�
��(�%-�

HIV can be transmitted by… n % n % n % n %

mother to child transmission 165 71.1 39 86.7 120 86.3 84 60.9

blood transfusion 201 86.6 44 97.8 134 96.4 111 80.4

sharing razors 208 89.7 43 95.6 132 95.0 119 86.2

unprotected sex 213 91.8 43 95.6 132 95.0 124 90.0

sharing needles 213 91.8 44 97.8 133 95.7 124 90.0

sex with multiple partners 215 92.7 44 97.8 134 96.4 125 90.6

sex with prostitutes 216 93.1 45 100 134 96.4 127 92.0

HIV can NOT  be transmitted by... 

mosquito bites 135 58.2 34 75.6 130 93.5 39 28.3

sharing same toilet areas 186 80.2 42 93.3 133 95.7 95 68.8

kissing 187 80.6 42 93.3 131 94.2 98 71.0

sharing eat and drink utensils 190 81.9 41 91.1 133 95.7 98 71.0

sweat 191 82.3 41 91.1 133 95.7 99 71.7

saliva 191 82.3 41 91.1 134 96.4 98 71.0

shaking hands 196 84.5 41 91.1 133 95.7 106 76.8

HIV can be prevented by…
abstain from sex 215 92.6 40 88.9 129 92.8 126 91.2

use condoms 215 92.6 43 95.6 132 95.0 126 91.2

be faithfull to one sex. Partner 215 92.6 44 97.8 133 95.7 126 91.2

limit nor of sex. partners 216 93.1 44 97.8 133 95.7 127 92.0

avoid sex with protitues 216 93.1 45 100 134 96.4 127 92.0

partners 216 93.1 43 95.6 133 95.7 126 91.2

avoid sharing razors 213 91.8 45 100 134 96.4 124 90.0

avoid sharing needles 214 92.2 45 100 134 96.4 125 90.6

HIV can NOT  be prevented by…
avoid injections 124 53.2 37 82.2 133 95.7 28 20.3

avoid kissing 166 71.4 38 84.4 132 95.0 72 51.8

avoid mosquito bites 148 71.4 33 84.4 131 94.2 50 35.8

Community 
members 
(n=232)

Gender
female 
(n=139)

male (n=138)
PLWHA 
(n=45)

�
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#
&	
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������������	�����&/
"��	���������1�������	#������������%�1�����������������	%����	�������
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�	����1������������	������#������	�����1�	#����������	�%����������������������������	�������������	�
���	#��&/
"�
Variable Coefficient F-test P-Value

HIV status revealed without consent 5.000 6.1799 0.017563
health condition of PLWHA -8.738 39.4246 0.000000

knowledge about prevention of HIV -0.736 1.0002 0.323767
village (Kanawat/Kacheri) -7.277 9.0126 0.004783
village (Rengen/Kacheri) -9.125 13.6527 0.000708

CONSTANT 40.383 67.0253 0.000000

0.56Correlation Coefficient: r^2 �
�

?	������#�2��&/
"�1������#�������������������������	�����������	�1�����������(�������������	�
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"�1�����������
����������������������	%����	���%������������������	�����������	�-��8���������H��
�
�	����2������������������������	����	#��&/
"��

Village n means SD n means SD
Kacheri 13 10.7 13.2 123 1.2 3.7

Kanawat 17 7.7 6.7 47 2.1 4.0
Rengen 15 6.8 5.3 62 2.0 5.6

HBC  group Kotido town 76 5.7 7.1
HIV status revealed without consent

no 28 7.6 9.9
yes 16 9.9 6.1

Health condition of PLWHA
very poor 9 12.7* 14.4

poor 17 10.8* 8.5
neither poor or good 49 6.1* 5.6

good 37 4.5* 6.9
very good 7 4.0* 6.0

* The difference between row categories is statistically significant. (p<0.05, Chi-squared test)

Participation Restriction among 
PLWHA        (n=121)

Normal Participation Restriction  
(n=232) 

�
�

<HG���������&/
"��������%�������������		���1��(�������%����������������%�-�*;G����%�����������
%��	���������3�����������	�����������	%�1��(-�
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���������������%����	����������	���������1������������������%�-�A��	�������	#���������	%������	�
�������1����������������� <G���������&/
"-�:HG����(������������	�����������������������������	�
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�	����3������������������������	�����������	������%�	#���������	%���%�����������	�����������

PLWHA reported to have problem n % n %
working as hard as their peers do 25 45.6 23 30.3

equal opportunity to find work 17 37.8 18 23.7
visiting all public/common places 11 24.4 9 11.8

opportunity to take care of yourself 10 22.2 1 1.3
economic contribution to the houshold 9 20.0 11 14.5

taking part in casual recreational/social activities 7 15.6 14 18.4
visiting other people in the communtiy 5 11.1 6 7.9

taking part in major festivals and rituals 5 11.1 2 2.6
respect in the community 4 9.1 14 18.4

help other people 4 8.9 5 6.6
socially active 4 8.9 5 6.6

doing of houshold work 4 8.9 5 6.5
moving around inside and outside the house 3 6.7 6 7.8

keeping eating utensils with the rest of the household 3 6.7 2 2.6
feeling confident in learning new things 2 4.4 4 5.2

visiting outside village/neighbourhood 1 4.4 6 7.9
comfortable meeting new people 1 2.2 5 6

counting of opinion in the family discussions 1 2.2 3 3.9

Member of the HBC 
programe in Kotido 

Town (n=76)

PLWHA in the 
villages (n=45)

��
2!/���	��
@����������	�������	�1�����#	�����	�������������%�1�������������#���������%�	��2�(	�1��%#��������
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�	����9������������	������#������	�����1�	#����������	�%����������������������������	���������
��	������

5����	#����������	�����
Variable Coefficient F-test P-Value

blaming PLWHA 0.167 4.4670 0.036323
experiences of disclosure by PLWHA in the community -0.531 1.2927 0.256786

knowledge about prevention of HIV -0.213 3.4002 0.066527
knowledge about transmission of HIV 0.209 6.2367 0.013242

gender 0.386 1.974 0.161432
village (Kanawat/Kacheri) -1.908 35.6024 0.00001
village (Rengen/Kacheri) 0.067 0.0551 0.814685

CONSTANT 2.026 13.7070 0.000270

0.25Correlation Coefficient: r^2 �
�
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5�

Gender n means SD
female 108 2.7* 1.7

male 123 3.3* 2.2
Experiences of disclosure by PLWHA in the community 

no 214 3.2 2.0
yes 17 1.9 2.0

Blaming PLWHA (0-8)
less blame (0-3) 11 1.8* 2
high blame (4-8) 219 3.2* 1.9

Knowledge about transmission of HIV (0-14)
right answers 110 2.8* 1.8

one or more wrong answers 121 3.5* 2.1
Knowledge about prevention of HIV  (0-11)

right answers 116 2.5* 1.8
one or more wrong answers 115 3.7* 2

Village
Kacheri 122 3.6* 1.7

Kanawat 47 1.5* 2
Rengen 62 3.5* 1.9

* The difference between row categories is statistically significant. (p<0.05, Chi-squared test)

Fear of contracting HIV by the 
community (0 - 5) (n=231)

��
�
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�������%�����-��8���������:!��
�
�	���� ;����������������������	������

5������%�	#���������	%���%�����������

Fear to contract HIV n % n % n % n % n % n %
being exposed to saliva of 

PLWHA 166 71.9 82 75.9 84 68.3 103 84.4 14 29.8 50 80.6

being exposed to excreta of 
PLWHA 169 73.2 83 76.9 86 69.9 104 85.2 15 31.9 50 80.6

being exposed to sweat of 
PLWHA 167 72.3 81 75.0 86 69.9 102 83.6 14 29.8 50 80.6

their child get care from 
PLWHA 109 47.2 23 21.3 86 69.9 64 52.5 13 27.7 32 51.6

caring for PLWHA 113 48.9 27 25.0 86 69.9 65 53.3 16 34 32 51.6

TOTAL           
(n= 232)

female 
(n=108)

male 
(n=123)

Kacheri 
(n=122)

Kanawat 
(n=47)

Rengen 
(n=62)

VillageGender 

�
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�	����  ������������	������#������	�����1�	#����������	�%����������������������������	�������������
������&/
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Variable Coefficient F-test P-Value

experiences of disclosure by PLWHA in the community -0.295 2.5704 0.110312
education -0.138 7.8097 0.005656

gender -0.552 22.9734 0.000003
shaming PLWHA 0.171 12.1832 0.000583

village (Kanawat/Kacheri) -0.500 15.3323 0.000120
village (Rengen/Kacheri) -0.028 0.0644 0.799893

community reports on enacted stigma towards PLWHA 0.042 1.9722 0.161622
CONSTANT 1.484 133.7845 0.000000

0.27Correlation Coefficient: r^2 �
�
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Gender n means SD
female 108 1.5* 0.7

male 123 1.1* 0.8
Education

< 2 years of education 207 1.4* 0.7
> 2 years of education 23 0.5* 0.7

Shaming PLWHA (0-3)
no shame 35 1.1* 0.9

more than one shame 195 1.3* 0.7
Village

Kacheri 122 1.5* 0.7
Kanawat 47 0.7* 0.9
Rengen 62 1.3* 0.7

Experiences of disclosure by PLWHA in the community
no 214 1.3* 0.8

yes 17 0.9* 0.9
Community reports on enacted stigma towards PLWHA (0-14)

few experiences 218 1.3* 0.8
much experiences 13 1.2* 0.7

* The difference between row categories is statistically significant. (p<0.05, Chi-squared test)

fear to buy from PLWHA (0-2) (n=231)

�
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"������%�	#������	%���%����������

Fear to buy PLWHA n % n % n % n % n % n %
looking strong and healthy 115 49.8 67 62.0 48 39.0 68 55.7 17 36.2 30 48.4

with signs of sickness 186 80.5 92 85.2 94 76.4 111 91 21 44.7 54 87.1

Gender Village
TOTAL 
(n= 231)

female 
(n=108)

male 
(n=123)

Kacheri 
(n=122)

Kanawat 
(n=47)

Rengen 
(n=62)
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52����	�����������2��	%�%��������1����	�����#	�����	�������������%�
1�����������	%��������8���������:<��	%�������:)��
�
�	���� /������������	������#������	�����1�	#����������	�%����������������������������	������	#�
�&/
"�������������	����
Variable Coefficient F-test P-Value

age 0.009 1.9781 0.161004
gender 0.325 2.3233 0.128890

village (Kanawat/Kacheri) 0.383 2.2186 0.137799
village (Rengen/Kacheri) -0.397 3.7061 0.055509

education -0.136 2.1281 0.146049
fear to contract HIV 0.061 1.5817 0.209861

shaming PLWHA 0.720 56.0805 0.000000
CONSTANT 4.720 180.6179 0.000000

0.38Correlation Coefficient: r^2 �
�
�	���� 1������������	������#������	�����1�	#����������	�%����������������������������	������	#�
�&/
"�������������	�����
Variable Coefficient F-test P-Value

age 0.008 4.4634 0.035755
gender 0.956 65.7235 0.000000

village (Kanawat/Kacheri) -0.185 1.4760 0.225705
village (Rengen/Kacheri) -0.159 1.5831 0.209645

marital status -0.214 2.4608 0.118158
fear to buy from PLWHA 0.236 9.9344 0.001848

blaming PLWHA 0.274 56.8285 0.000000
CONSTANT -0.545 3.4595 0.064224

0.51Correlation Coefficient: r^2 �
�
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 31 

�	���� 2�����������������������������%��	%������%��&/
"��

Gender n means SD means SD
female 108 6.2* 1.6 1.6 1.2

male 123 7.4* 1.5 2.8 0.6
Village 

Kacheri 123 7.0* 1.4 2.4 1
Kanawat 47 6.9* 1.6 2.1 1.2
Rengen 61 6.4* 1.8 2.0 1.2

Age
< 20 7 7.6* 1.1 2.9* 0.4

21-30 64 6.4* 1.9 1.9* 1.2
31-40 75 6.7* 1.6 2.1* 1.2
41-50 37 7.2* 1.3 2.3* 1
51-60 27 6.9* 1.7 2.4* 1
61-70 13 7.8* 0.6 2.9* 0.3

>71 7 7.6* 0.8 2.8* 0.4
Education

< 2 years of education 207 6.8 1.6 2.2 1.1
> 2 years of education 23 6.7 2.0 2.3 1.1

Fear to buy from PLWHA (0-2)
no fear to buy (0) 46 6.7 2.0 1.9* 1.3

fear to buy (1-2) 184 6.9 1.5 2.3* 1.1
Shaming PLWHA (0-3)

less shame (0) 35 5.0* 2.0
high shame (1-3) 196 7.2* 1.3

Blaming PLWHA (0-8)
less blame (0-3) 11 0.6* 0.8
high blame (4-8) 220 2.3* 1.1

* The difference between row categories is statistically significant. (p<0.05, Chi-squared test)

Shaming PLWHA             
(0-3) (n=231)

Blaming PLWHA         
(0-8) (n= 231)
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Shaming PLWHA n % n % n % n % n % n %

Blaming PLWHA

female 
(n=108)

VillageGender 
male 

(n=123)
Kacheri 
(n=123)

Kanawat 
(n=47)

Rengen 
(n=61)

TOTAL

36

31

34

173

154

187 72.3

66.7 36.1

66.0

59

59

5897.9

38

41

41

45

43

55.3

40

44

46

26

105

106

117

116

86.2

92116

68

105

105

72

40

117

116

116

113

175

211

226

156

187

184

221

218

75.8 66.7 83.7 75.693103

62.3

98.3 99.1

67.8 37.4 94.3 75.4

97.6 100

85.1 68.9

93.6 88.5

42

54

87.2 60.7

41

37

106

113

122

91.5

120

94.3 95.1 95.7

91.9

10791.3 96.3 87.0 91.9104

95.1

96.7

64.8 95.1 85.4 87.2 67.2

96.7

97.2

97.2

73.881.3 67.3 93.5 10872 115 34 45

81.0 70

People with HIV/AIDS are promiscuous.

88.5

79.7 63.0 94.3

95.7

94.4 94.3

People with HIV/AIDS are to blame for 
bringing the disease to the community

Promiscuous men are the one who 
spread HIV in our community

Promiscuous women are the one who 
spread HIV in our community

HIV is a punishment from God

HIV is a punishment from the spirit world

It is the women prostitutes that spread 
HIV in our community

People with HIV/AIDS should be 
ashamed of themselves

HIV is a punishment for bad behavior

I would be ashamed if someone in my 
family has HIV/AIDS

I would feel ashamed if I was infected 
with HIV

68.9

93.5 68.3 72.3 59.0

100

84

81.390.2 4274.9 57.4 111

115

62
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���#����������%�������������	�����
Variable Coefficient F-test P-Value

Age -0.009 1.4576 0.228622
experience of disclosure by PLWHA in the community 1.467 13.3034 0.000331

fear to buy from PLWHA 0.158 1.2185 0.270880
education 0.292 7.7606 0.005810

knowledge about prevention of HIV -0.365 13.7525 0.000265
knowledge about transmission of HIV 0.263 13.2600 0.000339

gender 1.022 14.3320 0.000198
shaming PLWHA 0.140 1.5518 0.214213

CONSTANT -0.495 1.3899 0.239701

0.25Correlation Coefficient: r^2 �
�
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Gender n means SD n % n % n %
female 108 0.1* 0.7 0 0.0 1 0.9 0 0.0

male 124 1.2* 2.2 44 26.6 33 26.6 23 18.5
Knowledge about transmission of HIV (0-14)

correct answers (0) 110 0.1* 0.4 1 0.9 4 0.0 0 0.0
one of more mistakes (1-14) 122 5.2* 2.3 43 35.2 30 0.3 23 18.9

Knowledge about prevention of HIV (0-11)
correct answers (0) 117 0.2* 1.2 2 1.7 4 3.4 0 0.0

one of more mistakes (1-11) 115 1.2* 2.1 42 36.5 30 26.1 23 20.0
Experience of disclosure by PLWHA in the community

no 215 0.6* 1.4 41 19.1 4 14.4 22 10.2
yes 17 1.8* 4.2 3 17.6 30 17.6 1 5.9

Education
< 2 years of education 208 0.5* 1.2 35 16.8 24 11.5 18 8.7
> 2 years of education 23 2.1* 3.6 8 34.8 9 39.1 4 17.4

Village
Kacheri 123 0.8 1.6 28 22.8 19 15.4 21 17.1

Kanawat 47 1.1 2.8 5 10.6 8 17.0 1 2.1
Rengen 62 0.3 0.8 11 17.7 7 11.3 1 1.6

* The difference between row categories is statistically significant. (p<0.05, Chi-squared test)

Enacted Stigma                   
TOTAL                           
(n=232)                                
(0-16)

People 
reporting on 
gossip about 

PLWHA 
(n=44)

People 
reporting on 
exclusion of 
PLWHA from 
gatherings 

(n=23)

People 
reporting on 

different 
treatment of 

PLWHA 
during 

gatherings 
(n=34)
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TOTAL 
(n=232)

Gender n n %
female 108 13 12.0

male 124 4 3.2
Knowing somebody with HIV without signs

no 123 6 2.8
yes 19 11 57.9

Community reports on enacted stigma towards PLWHA
no 178 14 7.9

yes 54 3 5.6
Economic status (0-10)

Low economic status 180 8 4.4
high economic status 52 9 17.3

Village
Kacheri 123 3 2.4

Kanawat 47 8 17.0
Rengen 62 6 9.7

Experience of 
disclosure by PLWHA 

in the community 
(n=17)
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5J��

n % n % n %
Ways of knowing somebody is HIV+ in the community

when the person looks ill and has lost a lot of weight 140 60.3 66 61.1 74 60.2
from general rumors/gossip 76 32.8 14 31.1 62 50.4

from HIV+ person's friends neighbors 30 12.9 17 15.7 13 10.6
PLWHA discloses their status 18 7.8 13 12.0 5 4.1

from the health center/health worker where the 
person got tested 6 2.6 1 0.9 5 4.1

from HIV+ person's family 2 0.9 1 0.9 1 0.8

female (n=108)Total (n=232)
Gender 

male (n=123)
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Advise to (dis)close HIV+ status n % n %
tell no body 2 4.5 5 2.2

tell only family 2 4.5 17 37.8
make available to the community 32 71.1 176 75.9

don't know 9 20.0 34 14.7
Reason to keep HIV+status secret

personal problem 3 6.7 0 0.0
people act differently toward PLWHA 2 4.5 3 1.3

person would be neglected 1 2.2 4 1.7
no one would care for the person 0 0.0 1 0.4

Reason to disclose HIV+ status to the community
to avoid spreading HIV by PLWHA 25 11.3 123 53.0

PLWHA can teach others to prevent spreading 
HIV 8 17.8 34 75.6

PLWHA can creat opportunity for care and 
support from the community 4 8.9 12 5.2

to reduce stigma against PLWHA 0 0.0 5 2.2

PLWHA (n=45)
Community 

members (n=232)
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5J���������
TOTAL 
(n=45)

Gender n n %
female 31 28 90.3

male 14 8 57.1
Period of time PLWHA have known their HIV+ status

< 6 months 4 1 25.0
6-12 months 6 5 83.3

1-3 years 33 30 90.9
Village

Kacheri 13 7 53.8
Kanawat 17 14 82.4
Rengen 15 15 100

Age
< 20 0

21-30 10 10 100
31-40 17 15 88.2
41-50 16 10 62.5
51-60 1 1 100
61-70 1 0 0.0

>71 0
Economic status

low economic status 26 21 80.8
high economic status 19 15 78.9

Member of HBC program
no 26 17 65.4

yes 18 18 100
Health condition of PLWHA

very poor 1 0 0.0
poor 5 4 80.0

neither poor or good 28 24 85.7
good 10 8 80.0

very good 1 0 0.0

PLWHA that 
disclosed their HIV 

status (n=36)
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n %
Person who revealed status without PLWHA consent 

mother 6 13.3
health provider 4 8.9
partner/husband 3 6.7

brother 3 6.7
total 16 35.6

PLWHA (n=45)
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"�1������������1����������%�1���������������	��	���

TOTAL 
(n=45)

Gender n n %
female 31 16 36.4

male 14 0 0.0
Marital status

with partner 30 6 20.7
no partner 15 10 66.7

Period of time PWLHA have known their HIV+ status
< 6 months 4 0 0.0

6-12 months 6 3 42.9
1-3 years 33 13 40.6

Ever status 
revealed without 

their consent 
(n=16)
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Variable Coefficient F-test P-Value

age -0.034 2.6566 0.112089
knowledge of transmission of HIV 0.376 12.1418 0.001345

gender -0.889 4.2899 0.045775
village (Kanawat/Kacheri) 0.786 2.8853 0.098268
village (Rengen/Kacheri) 0.672 2.4137 0.129273

marital status -0.405 1.0092 0.321981
knowledge about cure of AIDS -1.096 3.5431 0.068127

knowledge that healthy person can have HIV 1.254 5.0906 0.030406
CONSTANT 2.440 6.0321 0.019155

0.49Correlation Coefficient: r^2 �
�
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Gender n mean SD n % n % n %
female 31 1.6* 1.1 16 48.4 27 87.1 23 74.2

male 14 1.2* 1.7 5 35.7 3 21.4 2 14.3
Knowlegde about transmission of HIV (0-14)

correct answers (0) 28 1.3* 0.7 13 46.4 22 78.6 18 64.3
one or more mistakes (1-14) 17 1.9* 1.9 8 47.1 8 47.1 7 41.2

Village
Kacheri 13 1.0 1.4 3 23.1 5 38.5 4 30.8

Kanawat 17 1.9 1.6 9 52.9 12 70.6 12 70.6
Rengen 15 1.5 0.6 9 60 13 60 9 60.0

* The difference between row categories is statistically significant. (p<0.05, Chi-squared test)

Internalized stigma 
of PLWHA   (0-7)  

(n=45)

Not to get 
married 
(n=21)

Not to get a 
child    

(n=30)

Change of 
life goals 

(n=25)
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Community Baseline Individual Questionnaire 
     

INTRODUCTION 
     

INFORMED CONSENT - read, agreed, signed, approved 
     

SECTION 1: Respondent and Household Characteristics 
     

no Questions Coding categories Skip 
     

104 village ………..   
  

In which village and parish do 
you live? parish ………..   

104a How long do you stay in this 
place? 

years ………. 
  

104b marriage  1   
  Other (specified)……… 95   
  

When you stay here less than 
1 year, what was the reason 
that you moved to this place?       

105 Have you ever attended 
school? None 

1 
  

  Less than P2 2   
  

If so, what is the highest level 
of school you attended Less than P5 3   

    Less than P7 4   
    Completed P7 5   
    Less than S4 6   
    Completed S4 6a   
    less than S6 6b   
    Completed S6 7   
    University 8   

106 Yes 1   
  

Do you have a wife or 
husband? 

No 
0 

  
106 
AA Divorced 

2 
  

  Widowed 3   
  

If no, are you divorced, 
widowed or never married? 

Never Married  4   
106a only one 1 

 two or three 2 
skip for 
women 

 

if yes, how many wives do you 
have? 

more than three 3   
106b first wife 1 

 second or third wife 2 
skip for 

men 
 

if yes, what position do you 
have  

third of more  3   
none/depending on others 0   107 What is your source of 

income? keeping cows 1   
    keeping sheep, goats 2   
    keeping chicken 3   
    selling beer 4   
    shop keeping 5   
    business 6   
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    employment 7   
    peasant  8   
    builder/constructor 9   

  no     yes   
1. blanket 0         1   
2. saucepan 0         1   

Does your household have the 
following items? 

3. mattress 0         1   
  4. radio 0         1   
  5. bicycle 0         1   
  6. mobile 0         1   

107a 

  
7. generator 

0         1 
  

107b Type of house roof grass 1   
   iron sheets 2   
   Other (specified)……… 95   

107c Type of house walls mud 1   
    cement 2   
    Other (specified)……… 95   

108a piped into residence/yard 1   
  public tap 2   
  

What is the main source of 
drinking water for members of 
your households? public well 3   

    river/stream 4   
    pond/lake 5   
    bottled water  6   
    water tanker or water seller 7   

108b less than 30 min. walking 1   
  less than 60 min. walking 2   
  

What is the distance to the 
source of water for members 
of your households?  more than 60 min walking 3   

     
SECTION 2 Knowledge of HIV 

     
(INTRODUCTION :) Now, I would like to talk with you about HIV and AIDS 

No Questions Coding categories   Skip 
     

201 No 0   
  

Is there a difference between 
HIV and AIDS? Yes 1   

    Don't know 98   
202 No 0   

  Yes 1   
  

In your opinion, if a mother is 
pregnant and has HIV, would 
the virus be passed on to the 
baby? Sometimes/rarely 

2 
  

    Don't know 98   
    Depends………………….. 90   

  no      yes   
2. During delivery 0         1   
3. During breastfeeding 0         1   

202a When a woman is pregnant 
and has the virus, can the 
virus be transmitted to the 
baby? 

Other (specify)…………………… 95   
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203  no      yes   
  1. unprotected sex/sex without condom 0         1 

  
  2. sharing needles 0         1   
  

Please tell me all the ways you 
know of that HIV can be 
transmitted 

3. blood transfusions 0         1   
    4. Mother-to-child transmission 0         1   
    5. sex with prostitutes 0         1   
    6. sex with multiple partners 0         1   
    7. Kissing 0         1   
    8. shaking hands 0         1   
    9. mosquito bites 0         1   
    10 sharing razors/blades 0         1   
    11. sharing food/drink/eat utensils 0         1   
    12. sharing same toilet area 0         1   
    13. sweat  0         1   
    14. saliva  0         1   
    15 don't know 98   
    16. other (specify)…………………… 95   

204 1. abstain from sex 0         1   
  2. use condoms 0         1   
  3. be faithful to one uninfected partner 0         1   
  

How can people protect 
themselves from getting HIV? 

4. limit number of sexual partners 0         1   
    5. avoid sex with prostitutes 0         1   
    6. avoid sex with persons who have sex 

with many partners 
0         1 

  
    7. avoid sharing razors/blades 0         1   
    8. avoid sharing needles 0         1   
    9. avoid injections 0         1   
    10. avoid kissing 0         1   
    11. avoid mosquito bites 0         1   
    don't know  98   
    other (specify)…………………………… 95   

205 no 0   
  yes 1   
  

Can a healthy and strong 
looking person have HIV? 

don't know/not sure 98   
206 Is there a cure for AIDS? 

no 
0 go to 

208 
    yes 1   
    

don't know/not sure 
98 go to 

208 
207 if yes, what kind is it? modern medicine 1   

   traditional medicine 2   
   faith healing/prayer 3   
   other (specify)…………………………… 95   

208 
no 

0 go to 
209 

  

Do you know of treatment that 
can prolong the life of 
PLWHA? yes 1   
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208a  if yes, what treatment 1. local herbs 0         1   
    2. treatment of opportunistic infections 0         1   
    3. faith healing/prayer 0         1   
    4. ARV 0         1   
    5. good nutrition 0         1   
    other (specify)…………………………… 95   

209 please tell me if you are worried/have fear, or not worried about contracting HIV, in response to 
the following statements:  

209.1 have fear 1   
  

Being exposed to the saliva of 
a person with HIV or AIDS do not have fear 2   

209.2 have fear 1   
  

Being exposed to the excreta 
of a person with HIV or AIDS do not have fear 2   

209.3 have fear 1   
  

Being exposed to the sweat of 
person with HIV or AIDS do not have fear 2   

209.4 have fear 1   
  

Your child could become 
infected with HIV if they get 
care from somebody who has 
HIV or AIDS 

do not have fear 2 

  
209.5 have fear 1   

  
Caring for a person with HIV 
or AIDS do not have fear 2   

210 no 0   
  

in a market of several food 
vendors, would you buy food 
from a person with HIV or 
AIDS looking healthy and 
strong? 

yes 1 

  
210a will still buy 1   

  
and what about if they were 
showing signs/symptoms?  will not buy anymore 2   

     
SECTION 3 Shame and Blame 

     
No Questions Coding categories Skip 

     
301 Do you agree/disagree with the following statements  

301.1 agree 1   
  

It is the women prostitutes that 
spread HIV in our community disagree 2   

301.2 agree 1   
  

People with HIV/AIDS should 
be ashamed of themselves disagree 2 

  
301.3 agree 1   

  
I would be ashamed if 
someone in my family has 
HIV/AIDS disagree 

2 
  

301.4 agree 1   
  

People with HIV/AIDS are 
promiscuous. disagree 2   

301.5 agree 1   
  

Promiscuous men are the one 
who spread HIV in our 
community disagree 

2 
  

301.6 agree 1   
  

Promiscuous women are the 
one who spread HIV in our 
community 

disagree 2 
  

301.7 agree 1   
  

HIV is a punishment from God 
disagree 2   
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301.8 agree 1   
  

HIV is a punishment from the 
spirit world disagree 2   

301.9 agree 1   
  

I would feel ashamed if I was 
infected with HIV disagree 2   

301.10 agree 1   
  

HIV is a punishment for bad 
behaviour disagree 2   

301.11 agree 1   
  

People with HIV/AIDS are to 
blame for bringing the disease 
to the community disagree 2 

  
302 How do you think most people in your community would answer the following questions:  

302.1 agree 1   
  

It is the women prostitutes that 
spread HIV in our community disagree 2   

302.2 agree 1   
  

People with HIV/AIDS should 
be ashamed of themselves disagree 2   

302.3 agree 1   
  

I would be ashamed if 
someone in my family has 
HIV/AIDS disagree 

2 
  

302.4 agree 1   
  

People with HIV/AIDS are 
promiscuous. disagree 2   

302.5 agree 1   
  

Promiscuous men are the one 
who spread HIV in our 
community disagree 

2 
  

302.6 agree 1   
  

Promiscuous women are the 
one who spread HIV in our 
community disagree 

2 
  

302.7 agree 1   
  

HIV a punishment from God 
disagree 2   

302.8 agree 1   
  

HIV is a punishment from the 
spirit world disagree 2   

302.9 agree 1   
  

I would feel ashamed if I was 
infected with HIV disagree 2   

302.10 agree 1   
  

HIV is a punishment for bad 
behaviour disagree 2   

302.11 agree 1   
  

People with HIV/AIDS are to 
blame for bringing the disease 
to the community 

disagree 2 
  

     
SECTION 4: Enacted Stigma Questions - Primary Stigma 

     
No Questions Coding categories   Skip 

     
401 no 0   

  yes 1   
  

Do people in your community 
toward people suspected of 
having HIV/AIDS or people 
with HIV/AIDS treat 
differently? 

Don't know 98 
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402 
  

Do you personally know someone who in the last 12 months has had the following happen to 
them because they were known to have, or suspected of having, HIV or AIDS? 

402.1 yes 1   
  no 0   
  

Excluded from a social 
gathering (wedding, funeral, 
party, community association 
group) 

how many people with HIV?............. no…… 
  

yes 1   
no 0   

402.2 Treated differently/ignored at a 
social gathering 

how many people with HIV?............. no……   
402.3 yes 1   

  no 0   
  

Abandoned by their 
spouse/partner 

how many people with HIV?............. no……   
yes 1   
no 0   

402.4 Abandoned by their 
family/sent away to the village 

how many people with HIV?............. no……   
yes 1   
no 0   
how many people with HIV?............. no……   

402.5 Isolated in household e.g., 
made to eat alone/made to 
use separate eating 
utensils/made to sleep alone 
in own room   

  
  

402.6 yes 1   
  no 0   
  

no longer visited, visited less 
by family and friends 

how many people with HIV?............. no……   
yes 1   
no 0   

402.7 Visitors increased to 'check 
them out' 

how many people with HIV?............. no……   
402.8 yes 1   

  no 0   
  

Teased, insulted or sworn at 

how many people with HIV?............. no……   
yes 1   
no 0   

402.9 Lost customers to buy their 
products/good or lost a job 

how many people with HIV?............. no……   
402.10 yes 1   

  no 0   
  

Lost housing or not been able 
to rent housing 

how many people with HIV?............. no……   
yes 1   
no 0   

402.11 not allowed/denied religious 
rites/services (marriage, 
communion, burial, prayers/ 
not allowed to go to church 

how many people with HIV?............. 

no…… 

  
402.12 yes 1   

  no 0   
  

Given poorer quality health 
services, for example: not 
given medicines, denied 
treatment, treated harsh) how many people with HIV?............. 

no…… 
  

yes 1   
no 0   

402.13 Had property (land, household 
goods, animals etc) taken 
away how many people with HIV?............. no……   

402.14 yes 1   
  no 0   
  

Lost respect/standing within 
the family and/or community 

how many people with HIV?............. no……   
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yes 1   
no 0   

402.15 Gossiped about 

how many people with HIV?............. no……   
402.16 yes 1   

  no 0   
  

Physically assaulted (i.e., hit, 
kicked punched) 

how many people with HIV?............. no……   
     

SECTION 5: Disclosure 
     

No Questions Coding categories   Skip 
     

C501 the infected person discloses his/her 
status 

1 
  

  from general rumours/gossip 2   
  

In what way do you know if 
somebody in your community 
has HIV? 

from the HIV+ person's family 3   
    from the HIV+ person's 

friends/neighbours 
4 

  
    from the health centre/health worker 

where the person got tested  
5 

  
    when the person looks ill and has lost a 

lot of weight 
6 

  
    other (specify) …………………………. 95   

no 0   
yes 1   
      
      

C502 Is there anyone who is 
currently living in this 
community that you know of 
who has HIV, but has not yet 
shown signs and symptoms of 
AIDS?       

506 tell nobody 1   
  tell only family 2   
  make available to the community 3 go to 

506b 
  

imaging, somebody is coming 
to you. He/she is HIV+, but is 
not yet showing 
signs/symptoms of AIDS. 
What would you advise to 
him/her to do?  

don't know 98 
go to 507 

personal problem 1   
people act differently toward a person 
with HIV 

2 
  

person would be 
isolated/neglected/avoided 

3 
  

no one would care for the person 4   

506a If you recommend that people 
with HIV should keep their 
status secret, why? 

other (specify) …………………………. 95   
506b To avoid spreading HIV by PLWHA 1   

  PLWHA can encourage/teach others to 
prevent spreading HIV 

2   

  PLWHA can create opportunity for care 
and support from community 

3   

  To reduce discrimination/stigma against 
PLWHA 

4   

  

If you recommend that HIV+ 
status, be made available to 
the community, why?  

other (specify)………………. 95   
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507 yes 1   
  no 0   
  

Are there people you 
personally know who have 
either disclosed their 
HIV+status directly to you or 
publicly? 

how many? …………. no…. 

  
     

�
�
�
�
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STIGMA INDICATOR PLWHA QUESTIONAIRE 
     
INTRODUCTION 

     
INFORMED CONSENT - read, agreed, signed, approved 

     
SECTION 1: Respondent and Household Characteristics 

     
no Questions Coding categories Skip 

     
104 village ………..   

  
In which village and parish do 
you live? parish ………..   

104a How long do you stay in this 
place? 

years ……….   

104b marriage  1   
  Other (specified)……… 95   
  

When you stay here less than 
1 year, what was the reason 
that you moved to this place?       

105 Have you ever attended school 
? None 

1 
  

  Less than P2 2   
  

If so, what is the highest level 
of school you attended Less than P5 3   

    Less than P7 4   
    Completed P7 5   
    Less than S4 6   
    Completed S4 6a   
    less than S6 6b   
    Completed S6 7   
    University 8   

106 Yes 1   
  

Do you have a wife or 
husband?  No 0   

Divorced 2   
Widowed 3   

106 
AA 
  
  

If no, are you divorced, 
widowed or never married? 

Never Married  
4 

  
106a only one 1 
 two or three 2 
 

if yes, how many wives do you 
have? 

more than three 3 

skip for 
women 
  

first wife 1 
second or third wife 2 

106b if yes, what position do you 
have  

third of more  
3 

skip 
for 

men 
  

none/depending on others 0   107 What is your source of 
income? keeping cows 1   

    keeping sheep, goats 2   
    keeping chicken 3   
    selling beer 4   
    shop keeping 5   
    business 6   
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    employment 7   
    peasant  8   
    builder/constructor 9   

  no      yes   
1. blanket 0         1   
2. saucepan 0         1   

Does your household have the 
following items? 

3. mattress 0         1   
  4. radio 0         1   
  5. bicycle 0         1   
  6. mobile 0         1   

107a 

  7. generator 0         1   
107b Type of house roof grass 1   

   iron sheets 2   
   Other (specified)……… 95   

107c Type of house walls mud 1   
    cement 2   
    Other (specified)……… 95   

108a piped into residence/yard 1   
  public tap 2   
  

What is the main source of 
drinking water for members of 
your households? public well 3   

    river/stream 4   
    pond/lake 5   
    bottled water  6   
    water tanker or water seller 7   

108b less than 30 min. walking 1   
  less than 60 min. walking 2   
  

What is the distance to the 
source of water for members of 
your households?  more than 60 min walking 3   

     
SECTION 2 Knowledge of HIV 

     
(INTRODUCTION:) Now, I would like to talk with you about HIV and AIDS 

No Questions Coding categories   Skip 
     

201 No 0   
  

Is there a difference between 
HIV and AIDS? Yes 1   

    Don't know 98   
202 No 0   

  Yes 1   
  

In your opinion, if a mother has 
HIV, would the virus always be 
passed on to the baby? Sometimes/rarely 2   

    Don't know 98   
    Depends………………….. 90   

  no      yes   
2. During delivery 0         1   
3. During breastfeeding 0         1   

202a in your opinion, when can the 
virus that causes AIDS be 
transmitted from a mother to 
her baby? 

Other (specify)…………………… 95   
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203  no      yes   

  1. unprotected sex/sex without condom 0         1   

  2. Sharing needles 0         1   
  

Please tell me all the ways you 
know of that HIV can be 
transmitted 

3. blood transfusions 0         1   
    4. Mother-to-child transmission 0         1   
    5. sex with prostitutes 0         1   
    6. sex with multiple partners 0         1   
    7. Kissing 0         1   
    8. shaking hands 0         1   
    9. mosquito bites 0         1   
    10 sharing razors/blades 0         1   
    11. sharing food/drink/eat utensils 0         1   

    12. sharing same toilet area 0         1   
    13. sweat  0         1   
    14. saliva  0         1   
    15 don't know 98   
    16. other (specify)…………………………… 95   

204 1. abstain from sex 0         1   
  2. use condoms 0         1   
  3. be faithful to one uninfected partner 0         1   
  

How can people protect 
themselves from getting HIV? 

4. limit number of sexual partners 0         1   

    5. avoid sex with prostitutes 0         1   
    6. avoid sex with persons who have sex with 

many partners 
0         1   

    7. avoid sharing razors/blades 0         1   
    8. avoid sharing needles 0         1   
    9. avoid injections 0         1   
    10. avoid kissing 0         1   
    11. avoid mosquito bites 0         1   
    don't know 98   
    other (specify)…………………………… 95   

205 no 0   
  yes 1   
  

Can a healthy and strong 
looking person have HIV? 

don't know/not sure 98   
206 Is there a cure for AIDS? 

no 
0 go to 

208 
    yes 1   
    

don't know/not sure 
98 go to 

208 
207 if yes, what kind is it? modern medicine 1   

   traditional medicine 2   
   faith healing/prayer 3   
   other (specify)…………………………… 95   

208 
no 

0 go to 
209 

  

Do you know of treatment that 
can prolong the life of PLWHA? 

yes 1   
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208a  if yes, what treatment local herbs 0         1   

    treatment of opportunistic infections 0         1   
    faith healing/prayer 0         1   
    ARV 0         1   
    good nutrition 0         1   
    other (specify)…………………………… 95   
     

SECTION 5: Disclosure 
(INTRODUCTION:) Now, I would like to ask you some questions about your experience about disclosing your 
HIV status.  

No Questions Coding categories   Skip 
P501 less than 6 months 1   

  
How long have you known that 
you are HIV+? 6 - 12 months 2   

    1-3 years 3   
    more than 3 years  4   

P502 no 0   
  directly when I knew 1   
  

Have you told anyone about 
your HIV+ status and when did 
you tell it  after ……………….months 2   

503 They would tell someone else 1   
  

Why have you not told anyone 
about your status? I would be gossiped about/laughed at 2   

    It would become news around here 3   

    I would be physically isolated 4   
    I would lose respect 5   
    I would lose my income, house, livelihood 6   

    It would be difficult to get medical services 7   

    I'd be treated differently 8   
    I would be afraid of being stigmatized 9   
    private matter 10   
    don't know 98   
    other (specify)……………….. 95   

505 
no 

0 go to 
506 

  

Has your HIV status ever been 
revealed without your consent? 

yes 1   
505a partner/husband 1   

  
Who revealed your status 
without your consent?  mother 2   

    father 3   
    sister 4   
    brother 5   
    health provider 6   
    religious leader 7   
    traditional leader 8   
    don't know 98   
    other (specify)………………. 95   

506 tell no one 1   
  tell only family 2   
  

Image, somebody is coming to 
you. He/she is HIV+, but is not 
yet showing signs/symptoms of 
AIDS. What would you advise 

make available to the community 3 go to 
506b 
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  to him/her to do?  don't know 98 go to 
601 

506a personal problem 1   
  people act differently toward a person with 

HIV 
2   

  

If you recommend that HIV+ 
status, be kept private, why?  

person would be isolated/neglected/avoided 3   
    no one would care for the person 4   

    other (specify)………………. 95   
506b To avoid spreading HIV by PLWHA 1   

  PLWHA can encourage/teach others to 
prevent spreading HIV 

2   

  PLWHA can create opportunity for care and 
support from community 

3   

  To reduce discrimination/stigma against 
PLWHA 

4   

  

If you recommend that HIV+ 
status, be made available to 
the community, why?  

other (specify)………………. 95   
     

SECTION 6: Experiences of support  
     

No Questions Coding categories   Skip 
601 How is your health in general?  very poor 1   

    poor 2   
    neither poor nor good 3   
    good 4   
    very good 5   

602 no 0   
  yes 1   
  

Have you ever had HIV/AIDS 
related signs/symptoms (e.g. 
skin rash, loss of weight, 
herpes) visible in your physical 
appearance? 

  

    

603 
no  

0 go to 
606 

  yes 1   
  

In the past 12 months, have 
you had any health 
concerns/worries that required 
medical attention?      

604 spouse 1   
  child 2   
  parent 3   
  brother in law 4   
  other relative 5   
  no one  6   
  

In the past 12 months, when 
you had health problems that 
required medical advice or 
treatment, who in your 
household took primary 
responsibility to facilitate your 
health care? 

other specify……… 95   
605 Government health facility 1   

  private health facility 2   
  NGO health facility 3   
  pharmacy/drug shop 4   
  traditional practitioner 5   
  

In the past 12 months, where 
did you seek medical 
advice/treatment ?  

other (specify)………………. 95   
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606 no 0   

  yes 1   
       
  

In the last 12 months, did you 
or your household receive 
support from any organisation 
to help you with basic social, 
economic, and medical care  
needs (e.g. food, medicines, 
medical advice, clothing, 
school fee)?  

    

606a What organisation was this? Government 1   
   Religious based organisation 2   
  …………………………………… other NGO 3   
  ………………………………….. local community 4   
   CBO 5   
   other (specify)………………. 95   

608 no  0   
  yes  1   
  

Are you a member of any 
social support group of 
PLWHA? name of the 

group…………………………………. 
   

     
SECTION 5: Internal Stigma 

     
No Questions Coding categories   Skip 
701 sometimes, having HIV changes what someone plans to do in his/her life. Would you please tell me if 

you have ever done any of the following because of your HIV status?  

701.1 no 0   
  

avoided or withdrawn from 
applying for school further 
training, or scholarship? 

yes 1   

701.2 not applied for a job  no 0   
    yes 1   

701.3 no 0   
  

avoided or isolated yourself 
from your friends or family? yes 1   

701.4 no 0   
  

decided not to go for social 
gatherings? yes 1   

701.5 no 0   
 

avoided travel to another area 
of Uganda? yes 1   

701.6 no 0   
  

decided not to get married or 
have a sexual partner? yes 1   

701.7 no 0   
  

decided not to have (more) 
children yes 1   

701.8 no 0   
  yes 1   
        
  

Are there any other life goals or 
hopes you had that have 
changed because of you 
HIV+status? Please describe       

  …………………………………………………………………………………………………… 
…………………………………………………………………………………………………………………… 

�
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            PLWHA / COMMUNITY 
 Introduction:  * to get insight in level of stigma 

NO NAME………………………….    * prevent HIV transmission 
     * how programs are doing 
VILLAGE / PARISH ………………………  Beneficiaries:  * appreciation after interviewing  
GENDER:  FEMALE / MALE      
AGE……………. Method:  * there is no wrong answer 
     * tell the truth from YOURSELF  

NAME INTERVIEWER …………………  Confidentiality: 
* names separate from 
questionnaire  

     
* use number instead of real 
names 

DATE AND DAY OF INTERVIEW: ……………………      
NAME Lc 1 OF THE VILLAGE:…………………….    AGREE / DISAGREE 
�

no
 Participation Scale                                                                                        

Compare to you peers… 
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    0       1 2 3 5   

1 Do you have equal opportunity as your peers to find 
work?   0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

2 Do you work as hard as your peers do? (same hours, 
type of work etc.)   0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

3 Do you contribute to the household economically in a 
similar way to your peers?    0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

4 
Do you make visits (travel) outside your village / 
neighbourhood as much as your peers do? (except for 
treatment) e.g. Bazaars, nearby villages / 
neighbourhoods. 

  0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

5 Do you help other people (e.g. neighbours, friends or 
relatives)?   0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   
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6 
Do you take as much part in casual recreational/social 
activities as do your peers? (e.g. sports, chat, 
meetings) 

  0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

7 Are you as socially active as your peers are? (e.g. in 
religious/community affairs)   0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

8 Do you visit other people in the community as often as 
other people do?   0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

9 Are you comfortable meeting new people?   0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

10 Do you have the same respect in the community as 
your peers?   0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

11 
Do you move around inside, outside the house, and 
around the village/neighbourhood just as other people 
do?  

  0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

12 
In your village / neighbourhood, do you visit all the 
public places/common places? (including schools, 
shops, offices, market and tea/coffee shops) 

  0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

13 
Do you have opportunity to take care of yourself 
(appearance, nutrition, health etc.) as well as your 
peers? 

  0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

14 In your home, do you do household work?   0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

15 In family discussions, does your opinion count?   0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

16 In your home, are the eating utensils you use kept with 
those used by the rest of the household?   0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

17 Do you take part in major festivals and rituals as your 
peers do? (e.g. weddings, funerals, religious festivals)   0                 
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  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

18 Do you feel confident to try to learn new things?    0                 

  (If sometimes, no or irrelevant) how big a problem is it 
to you?           1 2 3 5   

                 

 Comment:           TOTAL 

                 
 Grades of participation restriction             

 
No significant 

restriction Mild restriction 
Moderate 
restriction Severe restriction Extreme restriction  

 0 - 12 13 - 22 23 - 32 33 - 52 53 - 90  
�
�
�
�
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