Empowering communities through citizen science and participatory action research: implementation of a schistosomiasis communication campaign in Uganda
Authors: Maxson Kenneth Anyolitho1,2,4*, Tine Huyse3 Caroline Masquillier4,5,6, Viola Nilah Nyakato2 and Poels Karolien7
Supplementary Table 1: Contextualised prioritised problems regarding schistosomiasis 
	Sub County 
	Three most pressing problems 

	Kanara 
	1. Inadequate clean water 
2. Inadequate access to health care services for bilharzia 
3. Inadequate Bilharzia Drugs in health centres 

	Ndaiga
  
	1. Lack of clean safe water 
2. Limited access to health facilities 
3. Open defecation 

	Kyatereker
a  
	1. Poor health-seeking behaviour 
2. Inadequate knowledge about bilharzia 
3. Poor sanitation 

	Mpeefu  
	1. Risky water Practices 
2. Inadequate Knowledge 
3. Lack of testing 

	Bwikara
  
	1. Open defecation 
2. Poverty 
3. Lack of access to clean water 
4. Irregular supply and delivery of bilharzia drugs 


Supplementary Table 2: Social and cultural risk factors regarding schistosomiasis  
	SN 
	Key Issues 

	1 
	Poverty/low level of income 

	2 
	Myths and misconceptions surrounding schistosomiasis 

	3 
	Insufficient/inadequate knowledge of schistosomiasis by the community 

	4 
	Negative attitude towards preventive measures 

	5 
	Lack of access to health care services for Bilharzia 

	6 
	Lack of awareness about the disease 

	7 
	Inadequate bilharzia drugs in health centres 

	8 
	Inadequate motivation/facilitation for VHTs and health workers 

	9 
	Low latrine coverage 

	10 
	Inadequate clean water/lack of access to clean and safe water 

	11 
	Lack of equipment for testing bilharzia 

	12 
	Open defecation 

	13 
	Poor road networks 

	14 
	Poor health-seeking behaviours 

	15 
	Domestic violence 

	16 
	Stigmatization 

	17 
	Risky water practices 

	18 
	Lack of protective gear 

	19 
	Insufficient resource allocation to control and prevention of bilharzia 

	20 
	Insufficient knowledge of schistosomiasis by health workers 

	21 
	Illiteracy/ignorance 

	22 
	Irregular supply and delivery of bilharzia drugs 


Supplementary Table 3: Contextualised communication strategy for the study area 
	NDAIGA SUB-COUNTY

	Goal: Improved Health of the community through reduced bilharzia infection by June 2022 

	Group 1 

	Objective 1 
	Message  
	Audience  
	Actors 
	Channels 

	To increase the access and utilization of clean and safe water 
	-drink boiled water 
-proper use of latrines -use of chlorine and water guard 
-avoid washing clothes near water sources  
	· children 
· fishermen 
· women 
 
	· VHTS 
· Citizen researcher 
· local leaders 
	 

	Group 2 

	Objective 2 
	Message 
	Audience 
	Actors 
	Channels 

	To improve sanitation and hygiene at the household level 
	-Proper latrine use and construction 
-proper use of handwashing facilities 
-proper waste management  
	•  Community 
	· VHTs 
· citizen researchers 
· local leaders 
· religious leaders 
· opinion leaders 
· civil society organizations 
	· community dialogues 
· local radios 
(mukarakasa) 
· churches 
· community meetings 
· house-to-house home improvement campaigns 

	Group 3 

	Objective 3 
	Message 
	 Audience 
	Actors 
	Channels 

	To increase knowledge, attitudes, and perceptions about bilharzia 
	-bilharzia is a killer disease -always seek medical attention whenever you fall sick 
-always take drugs as directed by health workers 
-swollen bellies and dysentery are commonly caused by bilharzia 
-Faeces cause bilharzia 
-unsafe water is dangerous 
	· parents 
· local leaders 
· religious leaders 
· fishermen 
· children 
· traditional healers and herbalists 
	· VHTs 
· local leaders 
· NGOS 
· CBOS 
· Technical 
staff 
	· posters 
· meetings 
· places of worship 
· use of megaphones 
· public address systems 
· social media 


	BWIKARA SUB-COUNTY

	Goal: A reduced bilharzia burden for a healthy and prosperous community by 2026
	 Bwikara
	

	Group 1 

	Objective 1 
	Message 
	Audience 
	Actors 
	Channels 

	To increase access to and utilization of clean and safe water sources 
 
	-advocacy meetings for the construction of 
water sources 
 
	-community members 
	-community leadership -Parish councillors 
-VHTs 
	-Radio talk shows -churches 
-voice of Bwikara 
(mukarakasa) 

	
	-proper use of clean safe water 
	-community members 
	-Bwikara drama group 
	-drama 

	
	establishment of a functional water source committee 
	-water users 
	-local council 1leaders 
	-village meetings 

	
	Construction of safe 
water sources 
 
	-su county leaders 
-NGOS 
-development partners like raising the village, 
IMESCO, HOCRDEO 
	_sub county councillors 
	-meetings 

	Group 2 
	

	Objective 2 
	Message 
	Audience  
	Actors 
	
	Channels 

	To increase latrine coverage and raise awareness of its proper utilization. 
 
	-Community mobilization and sensitization on how to use latrines 
	-household members 
-women groups 
-youth groups 
 
	-VHTS 
-Citizen researchers -Community 
leaders 
-cultural leaders 
-teachers 
	
	-house to house sensitization -community dialogue 
-meetings, burial ceremonies -church services 

	
	-construction of 
latrines 
-proper use of latrine 
-handwashing 
facilities 

	-households 
-households 
-children 
-women groups 
-households 
	-HH heads 
-health assistant 
-parish chief 
-local leaders 
-VHTS 
-CR 
-LC leaders 
-Religious leaders 
-VHTs 
-Local leaders 
-CR 
	
	-use of local materials like poles, reeds, 
grass; bricks 
-House-to-house sensitization -community announcements on megaphones 
-community announcers -house to house 
sensitization 

	Group 3 

	Objective 3 
	Message 
	Audience 
	Actors 
	Channels 

	To increase awareness and strengthen the distribution of bilharzia drugs in the community. 
 
	-community to be informed about how bilharzia is spread -community to be informed about the 
signs and symptoms of bilharzia  
-advocacy for VHT 
facilitation 
 
	-community members 
-family members 
-schools 
-government officials 
	-religious leaders -VHTs and local 
leaders 
-teachers 
-health workers 
-VHTs 
-district leadership 
	-churches 
-schools -burial ceremonies -community 
meetings 
-radio programs 
-posters -school 
assemblies 
-though meetings -a sampling of follow-up households 

	KANARA TOWN COUNCIL 

	Goal: A healthy community with reduced bilharzia burden by 2023 

	Group 1 

	Objective 1 
	Message  
	Audience 
	Actors 
	Channels 

	To improve sanitation, hygiene, and water practices in Kanara town council 
	-Have Clean latrines 
-use Safe water 
-Avoid defecating in the lake 
	-fisher men 
-women 
-men 
	chairman 
VHTs 
Local leaders 
Church leaders 
	-Community meetings -House to house -Local radios churches 

	Group 2 

	Objective 2 
	Message 
	Audience 
	Actors 
	Channels 

	To increase knowledge, attitudes, and perceptions regarding bilharzia in Kanara town council 
	-defecating in water doesn’t bring a lot of 
fish 
 
	 -church gathering 
-market places 
	Local leaders 
VHTs 
Citizen science 
	Churches 
Public address system-microphone 
House to house  
 

	Group 3 

	Objective 3 
	Message 
	Audience 
	Actors 
	Channels 

	To improve   access to and utilization of Health care services in Kanara town council 
	-availability of drugs at the health unit 
-availability of testing machine at the health centre 
-health education at the health units
	-government leaders 
-Ministry of Health 
	-councillors 
-technical staff 
-political leaders 
	-meetings 

	KYATEREKERA SUB-COUNTY

	Goal: A healthy community through reduced bilharzia burden by August 2022 

	Group 1 

	Objective 
	Message 
	Audience 
	Actors 
	Channels 

	To improve health care services among affected communities 
	To advocate for the Supply and availability of drugs 
	government  
	In charge of 
health facility 
VHTS 
	management committee meetings 

	
	To advocate having enough 
health facilities 
	government 
	Sub-county leaders 
	Councillor meetings 

	
	Tell the community to go for bilharzia testing 
	community 
	-Citizen researchers -Health workers 
-local leaders 
	-meetings 
-house-to-house visits 

	
	Advocate for the training of VHTs 
	NGOs 
government 
	Health Assistant 
Community 
leaders 
	-meetings 
workshops 

	Group 2 

	To promote water, sanitation, and hygiene practices 
	Drinking boiled water 
Use clean water and soap to wash 
hands and bathing 
Eat washed vegetables and fruits 
	Household heads 
 
	VHTs 
Citizen researchers 
	Out reaches. 
Drama 
meetings 

	
	Proper disposal of rubbish 
Avoid swimming in contaminated water sources 
	Household heads 
	VHTs 
	Church Gathering 
Burial and wedding ceremonies 
Local radio (mukarakasa) 

	Group 3 

	To increase the level of knowledge, attitudes, and perceptions about bilharzia among the communities. 
 
	change the mindset through counselling and 
guidance 
	Household head 
Cultural, traditional, and birth attendants 
	VHTs 
Citizen researchers 
	House-to-house meetings 
Church meetings 

	
	 proper use of latrines 
 
	Household heads 
Local leaders  
Parish chiefs 
	Religious and leaders 
	Burial and wedding ceremonies 

	
	 
	Health assistants 
	
	

	
	 causes of bilharzia 
and the signs and 
symptoms 
 
	Household heads 
LC1 leaders 
Schools 
Health centre’s 
	Bilharzia survivors 
	VSLA Groups 

	
	Proper use of clean and safe water 
	Household heads Sub- County staff 
	 
	Mobile communication 

	
	facilitation of 
VHTs and citizen researchers 
	 
	Citizen researchers 
	Workshops and meetings 

	MPEEFU SUB-COUNTY 

	Goal: A Healthy Community with reduced burden of bilharzia by 2026

	Group 1 

	Objective 1 
	Message 
	Actors 
	Audience 
	Channels 

	To improve on the level of knowledge, attitudes, and perceptions of the community regarding bilharzia. 
 
	-Modes of bilharzia transmission -The hosts n bilharzia germs -The signs and 
symptoms of bilharzia -Habitant of bilharzia snails Treatment and control of bilharzia 
	-citizen researchers 
-health care workers 
-sub county staff 
-Ministry of Health 
-Local leaders 
-Religious leaders 
-Heads of institutions 
	Youth 
-households 
Opinion leaders 
Local leaders 
Elderly group 
Women groups 
Men  
politicians 
	-churches 
-house to house 
-radio programs 
-public 
addresses(mukarakasa) 
-community gatherings 
-cultural functions 
-institutions of learning 

	Group 2 

	Objective 2 
	Message 
	Actors 
	Audience 
	Channels 

	To improve on water, sanitation, and hygiene 
practices/behaviours 
regarding bilharzia 
 
	-use clean water 
-proper disposal of waste products like faeces 
-avoid stepping in 
the water barefoot 
-proper use of latrines 
-construction of latrines 
	-local leaders 
-VHTs 
--Family heads 
-water source 
committees 
-religious leaders 
-citizen researchers 
	-family heads 
-youth groups 
-women groups 
-local leaders 
-congregations like churches 
	-house to house 
-posters 
-meetings 
-schools 
-churches and mosques 
-community radios 
-peer to peer 

	Group 3 

	Objective 3 
	Message 
	Actors 
	Audience 
	Channels 

	To improve health services delivery in the community regarding bilharzia 
	-identify bilharzia patients and treat them in the early stages of the illness -improve the provision of praziquantel tablets as a preventive measure 
-to form a bilharzia 
task force in the community 
-training personnel at local levels 
	-VHTs 
-Local council 
-Ministry of Health 
-citizen researchers 
	-women groups 
-youth  
-elderly 
-children 
-disabled 
-witch doctors 
	-churches 
-posters 
-gathering places like burials 
-public radios 
-house to house campaigns 


Supplementary Table 4: Summary of households covered during the awareness intervention. 
	District / Sub- County
	 Village 
	 ACTIVITY 

	
	
	 House to house 
	 Estimated audience 
	 community meetings 
	 drama, songs, and dance 
	 Football tournament 
	 Stakeholders dialogue 
	 Total 

	NTOROKO
Kanara 
	 Ntoroko east A 
	          33 
	    165 
	            -   
	           -   
	           -   
	         -   
	     165 

	 
	 Ntoroko Central A  
	             27 
	        135 
	            -   
	          80 
	           -   
	         -   
	          215 

	 
	 Kisenyi A and B 
	               7 
	          35 
	            -   
	 
	           -   
	         -   
	           35 

	 
	subtotal
	             67 
	        335 
	            -   
	          80 
	           -   
	         -   
	          415 

	KAGADI
Ndaiga 
	 Nyamsoga 
	           133 
	        665 
	            -   
	           -   
	           -   
	         -   
	          665 

	 
	 Songarao 
	           298 
	     1,490 
	            -   
	           -   
	           -   
	         -   
	       1,490 

	 
	 Kitebere 
	             -   
	          -   
	            -   
	        600 
	           -   
	         -   
	          600 

	 
	subtotal
	           431 
	     2,155 
	            -   
	        600 
	           -   
	         -   
	       2,755 

	 Kyaterekera 
	 Lyanda 
	             40 
	        200 
	           30 
	           -   
	           -   
	         -   
	          230 

	 
	 Katerera 
	             -   
	          -   
	           50 
	           -   
	           -   
	         -   
	           50 

	 
	 Kyaterekera Central & East 
	             50 
	        250 
	            -   
	          30 
	      2,000 
	         -   
	       2,280 

	 
	subtotal
	             90 
	        450 
	           80 
	          30 
	      2,000 
	 
	       2,560 

	 Mpeefu 
	 Nyakatoj 
	             82 
	        410 
	            -   
	           -   
	           -   
	         -   
	          410 

	 
	 Rugarama 
	           102 
	        510 
	            -   
	           -   
	           -   
	         -   
	          510 

	 
	 Mutule 
	             57 
	        285 
	            -   
	           -   
	           -   
	         -   
	          285 

	 
	 Kayera 
	             49 
	        245 
	            -   
	           -   
	           -   
	         -   
	          245 

	 
	 Kanyamunguse 
	             64 
	        320 
	            -   
	           -   
	           -   
	         -   
	          320 

	 
	subtotal
	           354 
	     1,770 
	            -   
	           -   
	           -   
	         -   
	       1,770 

	 Bwikara 
	 Nyamarembo 
	             70 
	        350 
	            -   
	           -   
	           -   
	         -   
	          350 

	 
	 Kisuura A 
	          80 
	        400 
	            -   
	           -   
	           -   
	         -   
	          400 

	
	subtotal
	        150 
	        750 
	            -   
	           -   
	           -   
	         -   
	     750 

	 Kagadi 
	 
	             -   
	          -   
	            -   
	           -   
	           -   
	         50 
	       50 

	 
	 TOTAL 
	     1,092 
	     5,460 
	         80 
	        710 
	     2,000 
	         50 
	  8,300 


Supplementary Text 1: Question guide for data party, prioritisation, and ranking exercise 
1. What is it that surprised you most from the report?  
2. What do you already know about schistosomiasis that was confirmed by the report?  
3. What did you expect to see or hear about schistosomiasis that is missing in the report?  
4. What other key information do you see in the d-report that has not been discussed?  
5. What other comments do you have about the report?  
6. What key issues/problems associated with schistosomiasis in your community from the report would you identify?  
7. What are the three most pressing problems associated with schistosomiasis from the identified issues would you select? 
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