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The 5S foundation project aims to end neglect of two stigmatizing skin diseases (Podoconiosis
and Scabies) in Ethiopia through bringing the social sciences to bear on these conditions by
identifying interventions informed by social science perspectives at the level of the patient, the
community and national and international poli®dodoconiosiss a progressive, debilitating

form of leg swelling experienced by barefoot farmers, and scabies an extremely itchy infectious
condition caused by skin burrowing mites. These conditions are huge public health problems and
attract stigma towards patientsHthiopia The conditions mainly afflict the poor and have not
beengiven sufficient attention.Social sciences are in best position to understand the effect of
poverty and other structural factors on the disea¥et, little effort is made to utilize the

perspective of social sciences to this end.

Cognizant of thisthe projectaimsto utilize oci al sci encesd theoretica
methodsto end the neglect of podoconiosis and scabies and the stigmata associated with the
conditions. Part d this initiative is buildingthe capacity for social science disciplines in

Ethiopia. Accordingly, te projectruns a postdoctoral study ana numberof PhD research

projectson scabiesndpodoconiosis

The 5S foundation has a strong commitment to engage the public in the project activities. A
public engagement team has beehupto disseminate information about the project and receive
feedback from stakeholders including the local commuA$ya fird step to involve the public,

the teamorganizeda oneday inception workshop odanuary28, 2021 at Ras Amba Hotel,

Addis Ababathe capital of Ethiopidringing together various stakeholdémom different parts

of the country The workshop agenda is included in Annex his reportsummarizeshe results

of theworkshop

The workshopaimedto get buy in and aligntheS pr oj ect objectives wif
activities. It was held with the hme that the workshogvould foster better coordination and
cooperation among the concerned stakeholders in fighting stigma against Podoconiosis and
Scabies.Beyond this, it aimed at gathering inputs from the participants foraakzation of

projectobjectives
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A total of 39 participaits (nine female) from federal and regional government organizations,
academia, Non-Governmental Organizations (NGOs) Health Institutions and professional
associatiorattended the workshop list of participants is included in AnneX The workshop

was kickedoff by Professor Genet Tadeleountry Pl of the projectby welcomingand
expressing his sincere gratitudettee attendees. Professor Getmgtve abrief history of the
projectand introduced the teamembers beforeviting the welcoming an@peningspeakers

The welcoming speakebr. Truphena EMukunaExecutive Directoof Organization for Social
Science Research in Eastand Soutbrn Africa (OSSREA), highlighted the core objective of
OSSREA andunderscored the need ftris kind of dialgue with people fromacaderna and
government agencies, afidm civil society organization to create linkaged synergy. The
opening speakeDr. Mitike Molla V/President for Research & Technology Transfeddi&

Ababa University and Srategic Advisory Board (AAU) member of5-S Foundation also
underlined that the social sciences have been underutilized in relation to NTDs. In addition,
opportunities to explore the social contexts of these conditions and the policies designed to
control them in light of scial data have mostly been missed. As a result, designing and
implementing a research project which focuses on the social science perspective is very

important to fill these gaps.

After the welcoming and opening speecheasjous papers related to the jat and community
theatre orpodoconiosisand scabiesvere presented to the invited participaritse participants
actively engaged in each presentation by raisingtgumssand providing constructiv@mments

that wouldcontribute tahe successfudcconplishment of therojectobjectives

In this section, a summary of presented papers about the project, rgsegrabals ofpost
doctoralresearch fellovand PhD students, amdmmunity theatre opodocotosisand scabies
is provided. In each sub sections, the focus of each presentation is summarized and followed by

respective discussien
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1.1 Social Sciences for Severe Stigmatizing Skin Dise&Esundatiox Anover view

of the 5S foundation project
Professor Getnet Tadel€ountry Rincipal Investigator (Pl)of 5S project provided a over
view of the 5S foundationProfessor Getngiresented theision, aimsandexpectedmpact of
the project. He alsohighlighted howsocial sciencgerspectivecan contributeto achieve the
projecb sision andaims The guiding framework of the parent project was also presented. In

addition,Professor Getnet discussed the proposed methodology for the project.

Figure 0.1: ProfessorGetnet Tadele, Country Pl di-S projectwhile giving his presentation

1.2 PostDoctoral and PhD Research Proposals
This subsectiorprovidessummaries of presentations of tRestDoctoral research fellonand

PhD studensbresearclproposalsand the corresponding discussions.

1.2.1 Evaluation of an existing social intervention which aims to mitigater®&tBd
stigma in Ethiopieb{Sfoundation
Dr. Kibur Engdaworka postdoctoral research fellomn the 5-S research preict, presentetis

research proposal titleBvaluation of an existing social intervention which aims to mitigate
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NTD-related stigma in EthiopiaHis presentation included a background informatiostudy

aims, study design and settingnticipated outputs angtogress to date.He explainedhat a
social i ntervention known as fANext Steps for
selected for the assessment and will be evaluated U$iegcontext and implementation of

compkex intervention (ClQlframework

|
P

V)
‘ o/

N

Figure 0.2: Dr. Kibur Engdawork, postdoctoral research fellovat 5S project

Discussion: Responding to a request to elaboratethe selection criteria used to choose an
intervention for the evaluatiolr. Kibur explainedthata predefinedset of criteria, grouped into
relevance and exclusion, has been used to select one intervention from 11 social intsrvention
that have beemplementedo prevent and control podoconiadisterventions that have stigma
reduction programs wemeemedo be relevant for the evaluation; and those interventions that
won't be active during the fieldwork were excludeain the selectionHe also sited thatsome
interventionswere precluded from the selection as their sites may not be accessible to

researchers due to security concerns.

1.2.2 Understanding how precarity & marginalization affect refugagéserability tQ

illness experiences of & resporde scabies in Ethiopia

Addisu Tsegaye, doctoralstucentat 5-S research projecpresented his proposed research titled
Understanding how precarity & marginalization affect refugees' vulnerability to, illness

experiences of & responses to scabies imdpia. Mr. Addisu presentedbout the context of
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scabies in Africa in general and Ethiopia in particulde also presented thabjectives and
research design of his proposs#ddy. Furthermore, hexplained thaStructural Violencewill

be usedas amanalytical frameworkn his research project.

Figure 0.3: AddisuTsegaye, doctoral student in tfeS project

DiscussionnKey di scussions on Addisuds presentation

A The feasibility of conductingthnographic research given strict legal context of refugee
camp administration and the difficulty aefccessingnformants.Mr. Addisu explained
that hehad made discussions with the federal and regiddatinistration for Refugees
and Returnees AffailARRA), who expect the researcher to provide letter from the
Brighton and Sussex Medical SchoBEMS) and prepare ToR in advance.

A The secondssue of discussiowas howhe is going to deal with people who are ill with
scabies that he may encounter during the fieldwdPk@fessor Getnet, Country ,PI
suggestedhat the researcher wilarrangereferral linkagesfor people suspected of the
disease

1.2.3 Everyday life of peopldfacted by scabies in Amhara regional st&ihiopia

Dereje Wondga doctoral student ithe 5S research projectpresented his research proposal
titted Everyday Life of People Affected by Scabies in Amhara Regional State, Etilopia
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Dereje gave backgund information of his proposed study, existing gaps, objectives, and
research design (including method of data collection and data sources). He also briefly explained

his proposed research guiding frame wadrkeory of Social Suffering and Structural Yéoce

Figure 0.4: DerejeWonde, doctoral student in thg&S project

Discussion:The following issues were raised after his presentation.

1 The relevance of including other theoretical frameworks suc ast h u r Kl ei nma
Explanatory model of illness behaviparallel tohis social suffering theoryMr. Dereje
stated that he would consider using the model to observeetiith seeking behavior of

individuals affected by scabies

A Mr. Dereje was asked teeflect onwhy the period 2015 was associated with scabies
outbreak in the Amhara region particularand Ethiopiain general Derejereplied that
although scabiess an ancient health disorder in Ethiopiat has beeaffecing people
for a long periof time, the severwater shortage and drought following the incident of
El Nino was regarded as the immediate cause fowtlespread outbreasf scabies in
the Amhara regiom 2015
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A He was also askedotv infrastructual and institutional determinants of scabies
prevalence will be approached bhis study Dereje explained thahis study embraces
both micro level realities of scabies and meso level factors contributing to the prevalence

of scabies in the study community.

1.2.4 Communication for hderstanding: Role of Community Conversations to Empower
Communityand Reduce Stigma against Podoconiosis Patients in Amhara Region,
Ethiopia

TseganesiMulugetg a doctoral studentait Addis Ababa Universityand a public engagement

officer of the 5S found&n presentd her research proposal titleGommunication for

Understanding: Role of Community Conversations to Empower and Reduce Stigma against

Podoconiosis Patints in Amhara Region, Ethiopin her presentation, Tseganesh provided a

brief background, pblem statement, objectisestudy desigrand conceptual framework of her

proposed project

Figure 0.5: TseganestMulugeta, doctoral student in thé&-S project

Discussion:The following were points of discussion

A One of the participants stated thiae tfocus on healtbommunicatioris significant and
remarkable. Behavior change communication is the most widely agpbachbut
difficult to implement The participant askediow Tseganeshis going to measure
behavioal changesShe responded to the questlmnunderlining that her researeill
focus on the role of communication (community conversation) to create awareness and

Page [



empower the community tenhanceshoewearing behviors and reduce stigmatizing
attitudes against podoconiosis patients.

Another participant also stated thaete is always a relapse of old behavior after the
implementation of intervention to change behavidrere arealsodifferentsuperstitious
atitudesand perceptions regardipgpdoconiosighat hinder the interventiod.seganesh

was asked how she is going to achieve her objexitivehis regard. She replied that her
focus is not whether community conversation brings behavior change d&tatber, her
intention is to create understanding and empower the community (by using community
leaders) to make their own decision/ choice to wear shoes (shoes wearing behaviors) and
reduce stigmatizing attitudes against podoconiosis patihis.underlied that in her

study, communication will be used not as a means but an empowerment process.

Tseganesh was asked whether sheblaggline studies fdrer researchin implementing

her intended research deign. Similarly, she was also asked how she igogmntrol the

effect of confoundingvariablesin the quastexperimentatesearch metho&he said that
there are so many baseline studies iigtused to suppotter arguments including Dr.
Ki bur 6 s P h DShalaise alded thaa different procestuwill be used to control
the effect oiconfounding factorsin her quasexperimental research.

A participant also askedvhat is unique about her studygiven that ommunity
conversation has been implementmdsomany NGOs and governmental organizations

as an interventiarShe stated that she is not going to optimize previous CC interventions.
However, she stated that she might use these interventions as a baseline for her research.
As a researcher, her intervamti will introduce an approach which includes different
empowerment communication activities such as a training, community theatrbaficst
experience of podoconiosis patients and using communication materials such as posters.

1.3 5-S Foundation fhiopia Project Impact, Communication and Engagement (ICE)

Strategy

Alemu TesfayePublic Engagement Officaaf 5-S Foundation EthiopidrojectandKnowledge

ICT Managerof (OSSREA) made a presenation on the 5-S Project simpact,

communication anéngagemenstrategyto the participantdn his presentation, MAlemu gave

a due emphasis that theoject envisios change at three levelmacro (national/regional policy

agenda), meso (community awareness and action against stigmaljzatcbmicro(individual
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experience and wellbeing)He also briefed the participants about tlegét audience

communication ksannels activities andoutputsof the project.

Figure 0.6:Alemu Tesfaye, Public Engagemefficer 5-S Foundation Ethiopia Project Knowledge and ICT Manager

Discussion:there was no question or comment givento Mi. e mu6s pr esentati ol
discussion sessioBut during the lunch break one of the participants advised to incloe

producersn thestakeholders lisspecially the ones who are already producing for podo patients

1.4 ForumTheater on Podoconiossed Scabies

Following the presentation of all papee,communitytheater, focuse@n podoconiosisand
scabies was delivered to the audience. All of the participants were highly immersed in the
theatre.Thetheatrical performance showed misconceptions gbaimconiosis and scabidsow

this could affect patientsd health and access
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Figure 0.7: AAU Theatrical Art Students whilgoresenting theatre opodoconiosis and scabies

Discussion: appreciating the strong sides of the theatre, the participants also gufcaiche
constructve comments to the producens$ the theatreFor example, there is a scene where one
of the performer attributesogoconiosigo the sin(stealing oxengfommitted by higgrandparent

Orhe actod believedthat podoconiosigs not treatable by modern medicine. On the other hand,
one of the relatives to the family was struggling to convince the patientgisib health
institutionsfor treatmentln this regard, it will be better if there is scene that shows a person who
has committed siarime butnot affectedoy podoconiosisr scabiesThis will easily influence

the community to detach the association betweédunrgime andpodoconiosis or scabies

Breakout sessioand General Discussion

In addition to discussioaftereachpaper andheatricalpresentatios, breakout session was held
Three groups were formed. The grewgerearrangedn such a way thatach group comprises
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participants from different background such as acadgmhealth, NGO, civil society

organizationandmedia.

Figure 0.1: DiscussionGroups

The summary of discussions madehiagroupsis presenteih the following sub sections

7

1.5 Alignmento5-SLINR 2S00 6AGK LI NGAOALI yGAQ I OGAJA
Each discussion groups were asked whether the projectine with their activities, plans and

t he ¢ ount Alytlediscpssants, evihoeame from differbackgroundreplied that the
projectaligns good fitwith their activities They noted tht the projectfits well with academic

activities in terms of teaching, research, and community services. For instanoce/erges with

courses such awmedical sociology, medical anthropology, rural and development sociology. It

can befurtherresearchd by the universitystaff members, students, aotherorganizations. The
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research result from the study can be an input for policy formuldtimalso reflectedhatthe
5S foundation aligns with the counheninedNSD NTD m
priorities in Ethiopia. In addition, it alignsith the NaPAN plan of developing SBCC strategy

for eliminating podoconiosis.

One of the three discussion growguggested that research on podoconiosis and scabies needs to
focuson intervention (implementationresearch)lt is also underlined thahe research project

should come with comprehensive data since it might be used as an input for policy formulation.

1.6 Reflection on problems/challenges with existing policies and guidelines

Most of the participantbroadly endorsethat the existing policy about podoconiosis andbies

is at an interim level. Aereis lack of access to the existing policies and guidelines at all levels
from region toPrimary HealthCare Unit (PHCU). In additon, the existing policies and
guidelineswere not informed by theocial scienceperspective to sustainab} control and
eliminae the NTDs. The existing guidelines only focus on public health perspective but no or

little attention to social sciengerspective.

1.7 Proposed approaches to improve/refine NTD policy, guidelines and strategies
Discussants in eadojroup were asked to suggest an approaciorder to improve/refine NTD
policy, guidelines and strategies and to make them informed by the scieiate perspectives

The followingsuggestions were made by thiferentgroups.

E The existing policies, guidelines, and strategies lack social aspects, andsodiae nt i st s
perspectives. Thereforapcial scientists should be involved in the formulaticand
implementdion of policy

E Organizing social science conferences and symposiunteeddTDs. This will play a
huge role in informingNTD policy, guidelines and strategigdsom social science
persgctives

E Parallel to organizing social science conference and symposium on Nidasnga
forum that bring public health experts and social scientists on bealdprove to be
effective

E It was stated that thective engagemertf socialscientistsin the NTD Task force and
Technical Working GroupIl(WG) is vital.
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E It was also suggested thduet policy needs to be participatoand follow a bottomup

approachn a bid to make iinclusive and comprehensive.

1.8 Recommendation to improve stakeholder engageinaaml policy debate by various

NTD actors and social scientists
Each discussion groups provided suggestianhowto improve stakeholder engagement and
policy debate by various NTD actors and social scientists on issues related to skin diseases and
associted stigma.Accordingly, it was suggested that atloncerned stakeholdersuch as
community leaders, religious leadeend opinionleaders should be invited and engaged

training and workshop on how to end podoconiosis and scabies.

More specifically,organizingregular stakeholder meeting and workshops, establishing strong
networking that link NTD actors and social scientists, and public and community mobilization

through electronic and print media were recommended

1.9 Recommended channelstire converston of NTDs and their social dimensions
Participants in each discussion grewere also asked to suggest communication channels which
best suitin order to increase the number and type of actors involved in the conversation of NTDs

and their social dimesions The followingchannels were recommended

D

Preparingesearclsymposium on NTDs argkin diseases and associated stigma

D

Using community radio/mass media amttlertaking sociahedia campaign

D

Identifying and engaging appropriate stakeholdiens various backgrounds

D

Using health extensiomworkers healthdevelopment armyand gychaesocial workerdo
communicate interventigrabout skin diseases and associated stigma
€ Establishing information desk at Kebele level asthg existingadministratiorstrudures

in order to dissemina informationor campaignfor treatment or awareness

D

Using religious institutions: For example, awareness raising about NTDs will be
successful if it is made on Sungaround churches (for Christians) and Frislayound

Mosques (foMuslims) by using religious leaders.

1.10 What could prticipantscontribute tothe success dhe project
Finally, the discussants in eagloupwere asked what and how theould like to contribute to

the success of the projecthe dscussants expressed their willnmggsto contribute to the
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success of the project in accordance wiitb mandateof the institutionsand organization they

belong toasfollows.

A Participants from academic institutions mentioned that their contributionbwilby
planning and executinglTDs andskin diseases and associated stigma in research and
community services

A Participans from FMOH said that the contribution will bethrough the provision of
innovative BCC strategies anby creating the enabling emgnment and sharing
information

A Participants from ARRA also stated that their organization will contribugepsoviding
the required permit and support for the research in refugeeeandee settings

A Similarly, NaPAN representativepromised thathey will support and engagde patient
identification and community mobilization

A Most of the participants in each graugiso underlined that they will contribute to the
success of the project by disseminating information about the treatment of podigconios
and scabies through social networks arehting awareness about the probldéy using

the existing structures

Professor Getndghanked all the participants for their actigad enthusiastic engagement and
providing constructive commes and suggestions, and willingness to contribute for the success

of the project.

Professor Getnet also underlined that shggested inputs and commenidl be addressedn
addition, he reaffirmed that stakeholdawho were not invitedor this inception workshop will
be invited in future workshops. He asked the participants to%iikteam with other stakeholders
in order to engage them in future workshops and other pabiagemenactivities. He also
thanked the project coordinators based at BSM®& I[dational Institute for Health Research
(NIHR).

Finally, thebusinessf the day was concluded by gig applaud to all members of the project

teamfor their unreserved commitment and contribution to the success of the workshop.
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Annex I Workshg Agenda

Time Agenda Presenter Facilitator
8:307 8:50 Registration 5S Team 5S Team
8:50-9:00 Introduction Prof. Getnet T.
9:00-9:10 Welcoming speech Dr. Truphena E.

Executive Director
OSSREA
9:10-9:20 Opening Speech Dr. Mitike M.
V/President for
Research &
Technology Transfer
AAU and SAB
member of 5S F.
9:20- 9:50 An over view of the 5 foundation project | Prof. Getnet T. Dr. Teshome G.
Country Pl of 5S
project
9:5071 10:10 Evaluation of an existing social interventi¢ Dr. Kibur E. Dr. Teshome G.
which aims tamitigate NTDrelated stigma ir
Ethiopia
10:10- 10:30 | Understanding how precarity Addisu T. Dr. Teshome G.
marginalization affect refugees' vulnerabil
to, illness experiences of & responses
scabies in Ethiopia
10:307 10:55 Discussion Dr. Teshome G.
10: 557 11:10 Coffee Break Ras Amba Hotel
11:1071 11:30 | Everyday life of people affected by scabieg Dereje W. Temesgen C.
Amhara regional state
11:30- 11:50 | Communication for Understanding: Role | Tseganesh M. Temesgen C.
Community Conversations to Empower 34
Reduce Stigma against Podoconiosis Pati
in Amhara Region, Ethiopia
11:50 12:05 | Impact, Communications and Engagem| Alemu T. Temesgen C.
(ICE) Strategy Ethiopia
12:057 12:30 Discussion Temesgen C.
12:3071 13:30 Lunch Break Ras Amba Hotel
13-30- 14:00 | Community Theater on Podoconiosis Actors Zerihun B.
14:00- 14:45 | Breakout session / Group discussion Participants Prof. Getnet and Dr
14:45- 15:30 | General Discussion Kibur
15:30 Closing remark Prof. Getnet T.

Tea and Coffee
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Annex Il: Names and Organizations loiception WorkshogParticipants

S.N | Name Sex | Organization Responsibility Region
1.| Dr. Truphena  E| F OSSREA Executive Director Addis Ababa
Mukuma
2. | Dr. Mitike Molla F Addis Ababal V/President for Researg Addis Ababa
University & Technology Transfer &
SAB member of 59
Foundation
3. | Prof. Getnet Tadele M | AAU, 5S Project| Country PI Addis Ababa
Ethiopia
4. | Dr. RuthLikassa F ALERT Consultant Addis Ababa
5.| Dr. Teshome Gebre | M | Task Force foil Region Director Addis Ababa
Global Health
6. | Dr. Saba Lambert F ALERT Clinical Research Fellow| Addis Ababa
7. | Fikre Hailekiros Network Nationall Executive Director Addis Ababa
Podoconiosis
Action Network
8. | Fikire Siefe M | Ministry of Health | Ethiopia National NTD Addis Ababa
Task Force Team Leader
9. | Anteneh Mekonen M | Ministry of Health | WASH-NTD Technical| Addis Ababa
Working Group Expert
10| Heven Sime F Ethiopian  Public | Researcher Addis Ababa
Health Institute
11| Melisew Chanyalew | M | Amhara Bureau o] Director of Diseas¢ Amhara
Health Prevention and Contrg
dept.
12| Addisu Abebe M | Amhara Bureau o] NTD Case Team leader | Amhara
Health
13| Abrham Amsalu M | Amhara Public | DHEM Director Amhara
Health Institute
14| Tilahun Muche M | Amhara Bureau of| Expert Amhara
Labor and Socia
Affair
15| Ojulu Ojulu Okello M | Gambela Bureau g Bureau Head Gambella
Labor and Socia
Affair
16| Ojulu Omud M | Gambella Bureau g Maternal & Child Care Gambella
Health Director
17| Daba Lamessa M | Gambella Head Gambella
Administration for
Refugees an
Returnees Affair
18| Habtamu Fikadu M Jimma University | Head, Department g Oromia
Sociology
19| Hayelom Abadi M | Wollo University Head, Department of Amahra
Sociology
20| Dr. Kibur Engidawork | M | AAU, 5S Project| Post Doc research Fellow Addis Ababa
Etiopia
21| Temesgen Chibsa M | Addis Ababa| Lecturer and researcher | Addis Ababa
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University

22| Asabneh Molla M | Addis Ababa| Lecturer and researcher | Addis Ababa
University

23| Tsige Amberbir F International Program Manager Addis Ababa
Orthodox Christian
Charities

24| Eyob Welde Gebreal | M | Federal Expert Addis Ababa
Administration for
Refugees an
Returnees Affair

25| Frehiwot Nadew F CDT-Africa S.C. Manager Addis Ababa

26| Desta Ayode M | DAC Consultancy | Head and Researcher | Addis Ababa

27| Zelalem Mekuria M | Ministry of Social| Expert Addis Ababa
Affairs

28| Hiwot Abbay F Ethiopian Society o] Program Coordinator Addis Ababa
Sociologist, Socia
Workers &
Anthropologists

29 Mengisteab Teshome | M | Ethiopian Presy Editor Addis Ababa
Agency

30| Bikilla Ayelle M | Addis Ababa PhD student Addis Ababa
University

31| Molla Yissmaw M | Addis Ababa| PhD student Addis Ababa
University

32| Mekuaria Asaye M | Addis Ababa] MA student Addis Ababa
University

33| Addisu Tsegaye M | Wollo Univ. & 5S| PhD student Addis Ababa
Project Ethiopia

34| Dereje Wonde M | Jimma Univ. & 5S| PhD student Addis Ababa
Project Ethiopia

35| Tseganesh Mulugeta | F Bahirdar Univ. & | PhD student Addis Ababa
5S Project Ethiopia

36| Alemu Tesfaye M | 5S Project Ethiopia| Public Engagemen Addis Ababa

Officer
37| Zerihun Berhanu M | 5S Project Ethiopia| Community Theatrg Addis Ababa
Specialist

38| Alazar Emiru M | 5S Project Ethiopia| Finance Officer Addis Ababa

39| Garedew Yilma M | 5S Project Ethiopia| Project Coordinator Addis Ababa

40| 5 actors(3 female & 2 AAU Actors Addis Ababa

male)
41| Seven Kana TV crev Kana TV Journalist, cameramal Addis Ababa

members

director, light and soun
man
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