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Overview

This report details the dissemination outputs, stakeholder engagement events (herein
referred to as ‘Engagement Activities’) and their underlying principles conducted by the NIHR
Funded Project: NIHR Global Health Research Group on estimating the prevalence, quality
of life, economic and societal impact of arthritis in Tanzania.

Guiding Principles

Engagement activities were designed acknowledging that inequalities and injustices are writ
large in the field of Global Health. Just as social, economic, political, racial and gendered
inequalities impact individuals’ health experiences, we also recognise that these same
inequalities can be reproduced and reinforced by institutions, organisations and (most
pertinent to us) research groups purporting to tackle health issues (Bliyim et al. 2020).
Engagement activities were therefore designed from a commitment to make Global Health
more equitable, with the following interrelated principles underpinning all engagement
efforts. As such, we paid close attention not only to what we did but how we did it striving
towards a goal of activating equitable engagement.

PRINCIPLE 2: VALUE
KNOWLEDGES

Just as research should not be
extractive, dissemination of
findings should not be
unidirectional nor opportunities
for ‘knowledge application’. Rather
spaces of dissemination should

We believe that communities,

publics and countries should not

be places of 'data' extraction'.

Valuing the contributions. of those

who took part in, and facilitated ,
research involves the

in ethical and

value

appropriate ways knowledges
~F

PRINCIPLE 3: DECENTRE
WESTERN VOICES

In valuing knowledges, we believe
in creating enabling environments
for those often intentionally
silenced or unheard. Spaces, within
and beyond the research team,
where Western ‘experts’ ‘lean
out’ (Buylm et al., 2020) rather
than act as voices of authority.

decentre
western
voices

°. ¢
@)~
o'.‘. ¢ '..'o

nurture
equitable
relationships

Activating Equitable Engagement

facilitate dialogue between
researchers and publics where the
diverse knowledge of publics are
valued and respected and
incorporated into research.

PRINCIPLE 4: NURTURE
EQUITABLE
RELATIONSHIPS

We believe that research, within
and beyond the project, should be
carefully constructed and nurtured
in order to produce ethical and
equitable research. Relationships
should be inclusive, acknowledge
complexity and reflect in-country
priorities. Care should be taken to
mitigate impacts of unidirectional
or imbalanced relations.
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Stakeholders, Publics and Levels

To ensure engagement activities were appropriate to target audiences, key stakeholders were
broadly separated into three groups, with the report structure mirroring these levels:

Village leaders and District Medical Officers and éﬁy sftakedholtld%rgrincluding the
enumerators from Hai District Health Care IehecicalUIICEn;

District, Tanzania who were Providers who provided representatives from ke

involved with the large approvals and vital research bodies such COSTECH

Community Household facilitation of the research and NIMRI, and medical
Survey orofessionals working in the

ield

This report will detail the steps and processes associated with each engagement level, how
these tie with our underlying principles, and offer reflections upon the lessons learnt along
the way.

Dissemination Approach

Dissemination activities were included in monthly project discussions; however, to ensure
alignment with Principle 3: Decentre Western Voices within the team, a MSForms was
circulated to all team members. This anonymous MSForm allowed the identification and
prioritisation of activities and delivery modes and provided a platform for people to raise
concerns about any proposed approach. These ideas provided the scaffolding for the
following activities to be built around.

Activating Equitable Engagement 4
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Community Level Engagement Overview
Community Level Engagement had four objectives:

e Disseminate research findings to enumerators and research communities

e Provide some evidence-informed small-scale advice and next steps to those with joint
pain in culturally appropriate ways

e Create a space for community leaders to discuss the research process and raise
questions and queries

e Ensure we provide enumerators with an opportunity to inform the design and
development of communication material

To achieve these, Community Level Engagement involved:

1. Creation of the Community-facing Flyer
2. Holding a Community Workshop in Hai District
3. Distributing the Community-facing Flyer

How did Community Level Engagement align with our Principles?

The flyer and workshop allowed the findings based on the research
conducted within Hai to be shared with the enumerators present. The finalised findings -
communicated through the flyer - were distributed throughout the community more widely.
Principle 2: Value Knowledges - The workshop created a platform for dialogue rather than
having overly prescribed presentations of results. We created space for questions and
discussions. Crucially, to ensure feedback was not unidirectional, a practical element of the
workshop involved participants contributing to creating the flyer.

Principle 3: Decentre Western Voices - The workshop was delivered by members of the
research team from KCRI (Prof. Blandina Mmbaga, Dr. Nateiya Yongolo and Dr. Sanjura
Biswaro) and was conducted in Swahili to ensure maximum participation. Conducting the
research in Swahili created space for research participants to discuss and contribute actively
and be actively involved in creating the flyer. Mitchell and Laurie et al., (2023) note that
“creating space for such linguistic diversity ensured the valuing of contribution of all
participants”.

Principle 4: Nurture equitable relationships - Members of the research team (Dr. Nateiya
Yongolo and Dr. Sanjura Biswaro) were well known to the workshop participants. Returning
to the community to disseminate results demonstrated reciprocity and appreciation for the
willingness and cooperation they gained from the enumerators and village leadership to
complete the project

Activating Equitable Engagement 6
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1. Community-facing Flyer

Creation of the flyer began on the 28™ April 2022 with a ‘Community Dissemination
Workshop’ held in the School of Geographical and Earth Sciences, University of Glasgow.
Many project members from Tanzania were in Glasgow for the British Royal Rheumatology
Society Annual Conference, so the workshop had broad in-person representation across
disciplines, work strands, and institutions.

The workshop introduced principles of health communication, based upon learnings from
Centre Disease Control and Prevention (CDC) with a particular project specific focus on
ensuring those reading the flyer did not feel stigmatised by, or blamed for, their condition in
line with in ethical and appropriate ways.

Each work strand was asked to feed in its key findings before the meeting for inclusion in the
workshop slide pack. We structured the workshop around the themes of i) Prevalence of joint
pain within the community of Hai ii) Social impacts of joint pain and quality of life iii) Economic
impact of joint pain.

We took each theme in turn, with discussion points and a communication checker for each
message (see Figure 1 for example slides).

Ly,

Prevalence .,D,”M‘
‘ | “g" Ly
What are the What knowledge What are the key %‘v

challenges of does the audience phrases or words that

communicating - need to know to should be included (or
prevalence to the . understand the avoided) when talking
community? information about  about prevalence?

8.3% GALS +ve prevalence rate?

d factors age (n par), female, BMI, taking modern

ation, having physi phy, taking exercise (-ve)

Prevalence
\xd' 7 3
?\/ . How should we answer the question: ‘What is the

'v& community prevalence of joint pain/arthritis?'in
\y¢r 150-200 words/visuals

avoid blaming or laying guilt or causing undue

e any other unintended consequences that could arise from
sage?

Figure 1 Example Slides from Community Flyer Workshop for Theme 1 Prevalence of Joint Pain in Community of Hai
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These themes allowed for cross disciplinary discussion, paying close attention to the potential
consequences of messages, and working to ensure that messages were both culturally
appropriate and scientifically sound.

After the workshop, three potential flyers were designed (see Figure 2) and circulated around
the team to agree on the preferred style and key questions for further input.

Impacts of
arthritis &
joint pain in
Hai District

O s o
g

SR

Figure 2 Possible flyer designs circulated around the team for decision and input

Style 3 was the preferred option by the team, and a complete mock of the flyer was then
produced, based on the wording agreed upon in the workshop. The mock-flyer was then
circulated around the group for further input and reflection, in alignment with Principle 3:
Decentre Western Voices to ensure decisions were not being made by a select few in the
team.

Once all agreed with the wording in English, translation to Swahili took place, and the first
draft of the flyer was produced (see Figure 3 overleaf) ready to be taken to the Hai Community
Workshop.

Activating Equitable Engagement 8




Ugonjwa yabisi/maumivu ya 1
viungo ni nini? Asante!
Neno ‘yabisi’, limetumika kuelezea maumivu,
uvimbe, ulaini na/au ugumu kwenye kiungo au
viungo. Ugonjwa yabisi unaweza kuhitaji Ushiriki wenu kwenye mradi huu umetusaidia
msaada wa kutafuta sababu yake. Sehemu kupata maarifa ya maana sana na uelewa

kubwa ya sababu zake zinaweza kusaidiwa katika kukadiria kuenea kwa maumivu ya
vizuri zikigundulika mapema.

Zaidi ya watu milioni 350 duniani wana ugonjwa Fngeie Inst b L Athari za ugonjwa

yabisi (Mtandao wa Global Rheumatoid Maelezo haya ni muhimu kwasababu . o i
Arthntis 2021 tutayatumia kuwaeleza watunga sera kuhusu yab|S| na maumivu
Ufanye nini kama unafikiri una athari pana za rrfaumivu ya viungo kwenye y a Vil.ll'l g o kw a
ugonjwa yablsl? maisha ya watu. ) .
watu wanaoishi

wilaya ya Hai

Asanteni nyote mlioshiriki katika utafiti huu.

Kama una maumivu ndani ya viungo
au kuzunguka viungo ambayo
hayaondoki baada ya siku chache,
utafaidika kwa kumuona daktari
ambaye ana uwezo wa kujua kwa
uhakika iwapo ni tatizo hili na
kulishughulikia.

Hatua zinazofuata za mradi:

Matokeo ya mradi huu yatashirikishwa kwa
wafanyakazi wa afya na pia kwa watunga sera
Tanzania.

Kama daktari wako wa kawaida
atashauri kukupeleka kwenye kituo
cha afya cha juu zaidi, kwa mfano,
hospitali ya wilaya au ya mkoa, hili
linashauriwa.

Ni matumaini yetu kwamba kuwashirikisha

matokeo haya kunaweza kusaidia katika hatua za
kwanza za kuboresha uelewa na tiba ya matatizo
ya viungo Tanzania.

Kwa wale wenye uhitaji, kuna kliniki ya viungo
katika hospitali ya KCMC ambayo inakuwepo
kila alhamisi kwa ajili ya mtu ye yote mwenye
matatizo ya viungo na misuli na mifupa.

Mradi huu unafadhiliwa na

SN,
Taasisi za Uingereza za i

KCRI:

Utafiti wa Afya (NIHR) na < {
unafanywa kwa ushirikiano KCMC S
kati ya Chuo Kikuu cha @ eiveniey
Kuona ni kitu gani ki babish ivu | Glasgow, Scotland na Taasisi . sy
kwako ni jambo la msingi katika kupata tiba | ya Utafiti wa Kitabibu i e
sahihi na pointi / chaguzi za kujisaidi y Kilimanjaro (KCRI)
Watu wengi wanaoishi wilaya ya Hai i i
walishiriki kwenye utafiti huu kuwasaidia Matokeo ya utafiti Athari za maumivu 78

watafiti waelewe kuenea kwake na athari za viungo Hai
msingi za maumivu ya viungo/Ugonjwa

yabisi kwa watu wanaoishi wilaya ya Hai.

Matnl + n.' y y h .
Utafiti huu ulikuwa na kichwa: Ugonjwa wa maumivu ya viungo mﬁﬁfﬁ?ﬁz‘; Y‘;;w‘%ﬂaﬁr‘mﬂ”‘m ? /3
'Kuhdlr::h Im?ma kwa]l::‘ubm wk:' umezoe\:;:ca klasl:ail?li katika :Natuhwg:nﬁtuambiaisuwamba '
maisha, athari za yabisi kwenye HEVERENGE nasababisha maumi
uchumi na kwa jam!l Tanzania” —
3 . Na pia imeathiri uwezo wao wa kufanya
&2 Matokeo ya mradi wetu yafuatayo:

yanaonyesha kwamba
mshiriki 1 kati ya washiriki

Kufanya shughuli za kila siku,

17 alionyesha dalili za kama vile kufua na kuvaa nguo

matatizo ya viungo. SSEaneE SN RErasEsanEEa s e ne
ili linafanana na makadirio '§ ) i' Kufanya kazi

ya jamii nyingine duniani. R . e

Mtu yo yote anaweza kupatwa na maumivu Kutembea tembea

Na unaweza kuwafanya watu
kukosa raha na kuwa na msongo
wa mawazo

e N .

[ W . N ya viungo lakini wale ambao wana
uwezekano mkubwa zaidi ni wanawake na

Utafiti uliofanyika wilaya ya Hai wale ambao wana umri mkubwa

ulihusisha nini?

Viungo ambavyo vimezoeleka zaidi kupatwa
na ugonjwa huo ni vidole na magoti

o Z
S N\

Gharama za kuwa na matatizo ya
viungo Hai.

Vijiji

Watu kmtt);(tq Jamii hi“ amblg: =}

wana matatizo ya viungo kwa

wastani, huturmya mara mbili ==
—

vilichaguliw:
katika wilaya ya zilipitiwa
Hai

zaidi kwenye maswala ya afya
kuliko watu wasio na matatizo ~=
ya viungo.

Hii inamaanisha wakazi wa Wilaya ya Hai
walihakikisha ufaulu wa mradi mkubwa kabisa

wa aina yake Tanzania - asanteni sana. Pia una athari

nyingine kwenye
Kipeperushi hiki kinaonyesha kwa ufupi yale ya ﬂuwfif,‘;;”f;;’?;';'
msingi tuliyoyaona hadi leo. kujipatia kipato.

Figure 3 First Draft of Swahili Community Flyer
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2. Hai Community Workshop

The Hai Community Workshop was central to our commitment to

research findings, and not using Hai District solely as a place of ‘data extraction’. The
workshop was attended by members of the NIHR Arthritis research team; village leaders from
Hai District who had facilitated and approved the research; enumerators who had been vital
members of the research team conducting the household survey; and the District Medical
Officer (DMO) - Dr. Itikija Msuya.

The Hai Community Workshop took place in KKKT Hall, District of Hai on August 30t 2022,
see Figure 4 for a selection of images from the day.

Figure 4 Images from Hai Community Workshop

Hai Community Workshop Itinerary

8:00 - Arrival of invited guests and the guest of honour (DMO of Hai District - Dr. Itikija
Msuya)

8:30 - Opening the meeting with welcome and a word of prayer (Prof. Blandina Mmbaga)
8:45 - |dentification and introductions

9:00 - Introduction of the research project & findings (Prof. Blandina Mmbaga, Dr. Nateiya
Yongolo and Dr. Sanjura Biswaro)

Activating Equitable Engagement 10
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10:00 - Questions and answers session (Prof. Blandina Mmbaga, Dr. Nateiya Yongolo and Dr.
Sanjura Biswaro)

11:00 - A word from the DMO

11:15 - Breakout group discussions (facilitated by Dr. Nateiya Yongolo, Dr. Sanjura Biswaro
and Dr. Thea Sindato)

12:30 - Providing recommendations regarding changes to the flyers for the community
13:00 - Reimbursement of travel expenses for all participants.

13:30 - Lunch + Departure (all)

Aligned with principles to Principle 2: Value Knowledges and Principle 3: Decentre Western
Voices the Community Workshop attendees worked in groups to review the flyer, making a
series of changes as detailed in Figure 5:

Ugonjwa yabisi/maumivu ya

viungo ni nini?
Neno ‘yabis?, limetumika kuelezea maumivy,
uvimbe, ulaini na/au ugumu kwenye kiungo au
viungo. Ugonjwa yabisi unaweza kuhitaji Ushiriki wenu kwenye mradi huu umetusaidia
msaada wa kutafuta sababu yake. Sehemu kupata maarifa ya maana sana na uelewa

Kubwa ya sababu zoke zinaweza kusaidiwa :
Vizuri zikigundulika mapema. katiks kukadiria kuenea kwa maumivu ya

Zakdiya waturmillon 350 dunaniwana e M2 000 I8 Misl Rnyserv e Athari za ugonjwa

yabisi (Mtandao wa Global Rheumatoid Maelezo haya ni muhimu kwasababu
itis, 202

Arthritis, 2021) Ml::'t'umln lumuelezawatw:aseﬂhlw yabiSi na maumivu
" E at al umivu H
e yaviungo kwa

watu wanaoishi
Ka:mun.m;.\urpwundanl;vav.‘ S .I H .
e i wilaya ya Hai
:

kulishughulikia.

uhakika iwapo ni tatizo hili na Hatua zinazofuata za mradi:
i

Matokeo ya

Kama daktari wako wa kowaida | 1972003
atashauri chkk:dkwenvo kituo
zaidi,

spitali y

Kwa wale wenye uhitaji, kuna kliniki ya viungo
| “JPatika hospitali ya KCMC ambayo inakuwey
kila alhamisi kwa ajili ya mtu ye yote mwenye

matatizo ya viungo na misuli na mifupa.

Activating Equitable Engagement 11
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W“Z[pzesg oN

Watu wengl wanacish wilaya ya Hel 20 ya utafiti Athari za maumivu ya

wenye utafiti huu kuwasaidia
watafitl waelm;u\nm kwake na athari za viungo Hai
msingi za maumivu ya viungo/Ugonjwa
yabisi kwa watu wany.ohhl wilaya ya Hal. Mab tion °
okeo tul 30na yanaonyesha
e A o T kil [T s
v 1zoeleka kiasi gani katika {rrsidbbasadsan by )
Wilaya ya Hai? inasababisha maumivu
o Matok  ya mradi wetu * i i i ;‘:lr:ulyo im0 eu isiore
R, A Z “a kwamba . N
< N ia W kati ya washiriki i i | * = Kufanya shughuli za kila siku,
! 2 i kama vile kufua na kuvaa nguo

Mtu yo yote anaweza kupatwa na maumivu

yaviungo lakini wale ambao wana |
uwezekano mkubwa zaidi ni wanawake na »

wale ambao wana umri mkubwa

o

Watu kutoka jamil hii ambao =
Viungo ambavyo vimezoeleka zaidi kupatwa mmn‘m‘ ==

\ - esha dalili za
& / ¥ | 7 matay 0 ya viungo i ' ------------------------
Hill linafanana na makadirio § $ i’ H
e 3 yajamii nyingine duniani.  § B I

na ugonjwa huo ni vidole na magoti zaidi maswala ya al

mlumm namtu“ l& ==
inamaanisha wakazi ‘ Wilaya ya Hai ya viungo.

walihakikisha ufaulu wa '/ mkubwa kabisa

wa aina yake Tanzania W sana.

nyingine kwenye
kwa ufupi yale ya l(uimy:v l::z(l-n:
0. kujipatia kipato.

Figure 5 Edits to flyer based on discussion with participants at Hai Community Workshop

Demonstrating our commitment to Principle 2: Value Knowledges all changes were adopted
to create the final flyer design (see Figure 6) which will be distributed through paid
enumerators to the communities who were part of the research, in our commitment to

Activating Equitable Engagement 12




Ugonjwa yabisi/maumivu ya ,
viungo ni nini? Asante!

Asanteni nyote mlioshiriki katika utafiti huu.

Neno ‘yabisi’, limetumika kuelezea maumivu,
uvimbe, ulaini na/au ugumu kwenye kiungo au
viungo. Ugonjwa yabisi unaweza kuhitaji Ushiriki wenu kwenye mradi huu umetusaidia
msaada wa kutafuta sababu yake. Sehemu kupata maarifa ya muhimu sana na uelewa

"“bw,a 79 EabRDl ZeKe R nateza i dICinG katika kukadiria kuenea kwa maumivu ya
vizuri zikigundulika mapema.

Zaidi ya watu milioni 350 duniani wana ugonjwa pengo s jins,i inav.yoathiri N, Athari za ugonjwa

yabisi (Mtandao wa Global Rheumatoid Maelezo haya ni muhimu kwasababu

Arthids, 2020) tutayatumia kuwaeleza watunga sera kuhusu yabiSi na maumivu
Ufanye nini kama unafikiri una athari pana za maumivu ya viungo kwenye .

Y onliea yablel? maisha ya watu. ya Vll.ll'lgo k.wa ’

watu wanaoishi

wilaya ya Hai

Kama una maumivu ndani ya viungo au
kuzunguka viungo ambayo hayaondoki
baa‘;ia ya siku chache, rr'l(ugne‘:iaktar:i i
ambaye ana uwezo wa kujua kwa uhakika .
iwapo ni tatizo na kulishughulikia. Hatua zlnazc?fuata Zﬂ. mradi:
Matokeo ya mradi huu yatashirikishwa kwa
wafanyakazi wa afya na pia kwa watunga sera
Tanzania.

Ni matumaini yetu kwamba kuwashirikisha
Kwa wale uhitaji, kuna kliniki ya viu ya k idia katika hatua za
pital Iya KCMC kila alhami si kwanza za kuboresha uelewa na tiba ya matatizo
kuar\zla saa tatu asubuhi hadi saa tisajioni  ya viungo Tanzania.
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mwenye matatizo ya viungo, misuli na mifupa.
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uxaid

Baadhi ya watu wanaoishi katika wilaya ya Matokeo ya utafiti Athari za maumivu ya
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Wilaya ya Hai? inasababisha maumivu
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Mtu yeyote anaweza kupatwa na maumivu Kutembea tembea
yaviungo lakini wale ambao wana |
uwezekano mkubwa zaidi ni wanawake na Na unaweza kuwafanya watu
wale wenye umri mkubwa kukoea mh;ammw
Gharama za kuwa na matatizo ya
viungo katika wilaya ya Hai.
Watu kutoka jamii hii nmbao =3
wana matatizo vuungo =
mastan pesam =
hadlswdckwenyemaswala n--

fyala.ﬂ(owatuwasiona

Hii inamaanisha baadhi ya wakazi wa Wilaya ya

Hai walihakikisha ufaulu wa mradi mkubwa -

kabisa wa aina yake Tanzania - asanteni sana. Viungo ambavyo vimezoeleka zaidi kupatwa
na ugonjwa huo ni vidole na magoti

Kipeperushi hiki ki ha kwa ufupi
matokea yale ya msingimllyoyaona hadi leo.

Figure 6 Final version of Community-facing Flyer incorporating edits from Hai Community Workshop
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3. Community Flyer Distribution

In March 2023, Drs Sanjura Biswaro and Nateiya Yongolo returned to Hai District to
disseminate the community flyers (Figure 7), aligning with . Nateiya
and Sanjura travelled around the study sites meeting with 12 enumerators who had been part
of the research team. Enumerators were part of the Hai Community Dissemination Workshop,
so it was also an opportunity for them to see how we had responded to their inputs into the
flyer design - a demonstration of Principle 2: Value Knowledges.

Sanjura and Nateiya visited health centres, community gathering sides and joined
enumerators as they began to distribute fliers within their communities. With the
enumerators well-known within their village, they went on to distributed flyers within their
own village. Enumerators distributed the flyers to study participants and the wider
community; while not everyone in a village was selected to participate in the study directly,
the presence of the research team within the community meant the study had impacted the
wider community.

In total, 3000 flyers were distributed, with very positive feedback from village leaders and
enumerators who noted that most people come to collect data and they do not give feedback
of any kind. They appreciated the effort in returning with findings, as Nateiya noted, “ | could
witness smiles on their faces whenever they went through the contents of the flyers
particularly on signs and that there is a clinic at KCMC”.

Figure 7 Community flyers distributed to community enumerators to distribute more widely
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Reflections and Lessons Learnt from Community Level Dissemination

¢ The small word count and ‘simple language’ of the Community-facing flyer belied the complexity
of the task. Condensing complex findings down to bite-sized assessable chunks requires time and
careful consideration.

e The interdisciplinary nature of those attending the initial brainstorming workshop in April 2022 was
vital for practising Principle 4: Nurture equitable relationships, with diverse disciplines highlighting
different potential issues with how we communicated ideas.

o Especially challenging was communicating issues relating to the economic impact of joint pain and
quality of life, with concern about the potential negative consequences of communicating these
messages. Careful considerations of how messages would be received and the ethics of what we
communicated was vital.

e Input from Community Workshop participants into the Community-facing Flyer was vital and
strengthened our belief in Principle 2: Value Knowledges for, despite careful attention and input
from across the team, there remained elements of the Community-facing flyer that could have been
problematic

e Conducting the workshop in Swahili was fundamental in ensuring Principle 3: Decentre Western
Voices. As Mitchell and Laurie et al., (2023) note creating space for non-English discussion is an
opportunity for Western researchers to give up authority and ensure participation from those most
important. This involves accepting that “knowledge cannot always be produced for, or be known by,
those facilitating” (Ibid.)

» Having the Director of KCRI, and project co-Pl, Prof. Blandina Mmbaga, travel to the community to
lead the workshop was instrumental in displaying the value and importance of participants role in
the project. At the same time, the presence and active involvement of key team members familiar
to participants, such as Drs. Nateiya Yongolo, Sanjura Biswaro, Thea Sindato and Stef Krauth were
critical for Principle 4: Nurture equitable relationships in building upon trust, developing rapport and
connections.

¢ The location of the Community Workshop was key. There was a shift in power dynamics in the team
travelling to Hai in an area most convenient and comfortable for participants rather than a space of
convivence for the research team.

¢ Adhering to in-country hospitality culture and norms was significant to Principle 2: Value
Knowledges. For example, providing guests with refreshments, reimbursements and lunch was an
meaningful gesture to demonstrate our appreciation and how we valued their time and
contributions.

¢ The workshop and flyer reaffirmed our commitment to to ensure that
communities are not spaces of ‘data extraction’ and research findings are returned ethically and
appropriately. All of this requires budgeting and planning throughout the research project.
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District Level Engagement Overview
District Level Engagement had two objectives:

e Disseminate research findings to district level stakeholders to highlight the scale of
MSK disorders in the Hai district

e Include district level stakeholders in both community and policy level dissemination
events

To achieve these, District Level Engagement involved:

1. Creation of a 2-page research summary report for dissemination at Hai district level
(Figure 8)

2. Inviting the District Medical Officer (DMO) of Hai district to both the Community
Workshop (Part 1) and the Policy Dissemination Day (Part 2)

How did District Level Engagement align with our Principles?

The research summary brief ensured that district level stakeholders

were briefed on the scale of MSK disorders specific to their local authority area (Hai district).
Principle 2: Value Knowledges — As district level stakeholders, we recognise the unique position
they occupy between the community and policy level. It was, therefore, crucial that they were
invited to both the Community Workshop (Part 1) and the Policy Dissemination Day (Part 2) to
share their knowledge and experiences as intermediaries between community and policy level
stakeholders
Principle 3: Decentre Western Voices — The DMO of Hai district (Dr. Itikija Msuya) was invited to
the Community Workshop (Part 1) and was considered a guest of honour by both the participants
and the arthritis team. Rather than members of the team, it was the DMO who played a key role
in summarising the key points of the workshop to participants, as well as motivating participants
to be mindful of the key messages disseminated.
Principle 4: Nurture equitable relationships — District officials are important gatekeepers for
conducting research with communities, as well as in influencing how project findings are acted
upon. Building upon these connections, can facilitate continued engagement and buy-in from
district stakeholders for future projects.

1. Research Summary Report

A summary report distilling project results into 2-pages was created for dissemination at the
district level. The report was written collaboratively by all team members, ensuring all disciplines
and institutions were represented. To do this, a shared MSWord document was circulated to all

Activating Equitable Engagement 17
—



team members, allowing them to directly input content under specified headings. See Figure 8,
for the final version of the research summary report.
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Figure 8: Arthritis Research Summary Report
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2. DMO attendance at community and policy dissemination events

In Tanzania, district level stakeholders occupy a crucial position between the community and

policy level. In recognising the importance of their role in acting as intermediaries between these
spaces, it was important to invite them to both community and policy level dissemination events.
The District Medical Officer of Hai District, Dr Itikija Msuya, attended both the Community
Workshop (Part 1), as a guest of honor, as well as the Policy level Dissemination Day (Part 2). In

doing so, he was able to participate and contribute to both levels of dissemination i.e. as

representing higher level leadership at the community event and as a community representative
at the policy event. Other district stakeholders present at the policy event included: the DMO of
Moshi municipality and health workers and researchers working within Moshi district.
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Reflections and Lessons Learnt from District Level Engagement

Principle 2: Value Knowledges - District level stakeholders provide valuable contributions as their
knowledge, experience and positioning as mid-level health providers allow them to occupy and bridge
the gap between community and policy level spaces.

In line with careful thought should be given to how to tailor dissemination
material and events to the district level, and how this differs from the community and policy level, i.e.
it should be specific to the local authority area, include top-line results, be concise.

In order to ensure Principle 4: Nurture equitable relationships, and build trust it was vital to engage
with with district officials at the outset and throughout the project. Although district personnel
changed during the project, the established relationships between pre-existing officials and the team
facilitated buy-in and engagement from incoming personnel.

Principle 4: Nurture equitable relationships - Engagement with district officials is crucial from the
outset and throughout the project lifetime, not only at the dissemination stage.

By including district stakeholders in dissemination, we align with Principle 3: Decentre Western Voices

so that they are visible as voices of authority on MSK disorders in their respective local contexts and
not only the project team.

Figure 9: DMO Dr ltikija Msuya and Pl Prof. Emma Mclintosh at Community Workshop in Hai District




V¥ Activating Equitable Engagement

Part 3:
Policy Level Engagement




Policy Level Engagement Overview

Policy Level Engagement had three objectives:

e Disseminate research findings to key influential stakeholders in Tanzania, including
the Chief Medical Officer, to highlight the scale of the MSK disorders in Tanzania

e |dentify policy implications from findings, and work with key stakeholders to adapt
recommendations and co-develop pathways to impact

e Create a space for key stakeholders to meet and discuss challenges and opportunities
relating to MSK disorders in Tanzania and East Africa

To achieve these, Policy Level Engagement involved:

1. Creation of an Evidence-based Policy Brief
2. Holding a Policy Level Dissemination Day

How did Policy Level Engagement align with our Principles?

The policy brief and presentations ensured that the project shared
research findings with key stakeholders who are influential in MSK policy and praxis in Tanzania.
Principle 2: Value Knowledges - The day was designed to create space for questions and critical
dialogue between the research team and participants and ensure input from participants around
policy implications.

Principle 3: Decentre Western Voices - A practical exercise was designed to best use the in-
country expertise in the room, ensuring participants were not passive recipients of knowledge
but rather maximise the input from all and ensure a breadth of voices from within and beyond
the team were heard.

Principle 4: Nurture equitable relationships — An essential aspect of our dissemination
recognised that the team alone could not achieve changes in MSK policy but rather required
engagement and buy-in from in-country experts. The dissemination day helped to build new, and
maintain existing, connections with those who are crucial to influencing policy change around
MSK disorders in Tanzania

1. Policy Brief

Central to policy level engagement was the creation of a 4-page Policy Brief. Co-authoring the
Policy Brief was vital for our inclusive approach, ensuring that each discipline was accurately
presented, but this was also a challenge given the group size. In order to facilitate inclusion, we
created and shared an MSWord document. We drafted overview sections while providing space
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for anyone in the group to edit or comment, and we asked each work strand to draft its relevant
section. We invited everyone in the team to draft policy recommendations and comment on live
drafts — writing openly and transparently. Two subsequent meetings took place over the drafting
of the Policy Brief to facilitate further discussion around the content (including shared
terminology). This led to the creation of the Evidence-based Policy Brief (see Figure 10).

e 3 BTy ety dhon B

Policy Briet

Understanding the extent and impact of arthritis and joint
problems in Tanzania

Understanding the extent and impact of arthri
problems

Our findings reveal 2 major
reduction in quality of life of
around 15% for those who
have arthritis.

25 Newcastle
~ University

== B
K R T =5

R N . 8

Figure 10 Final Evidence Based Policy Brief
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The Policy Brief was given to all attendees as part of their wider delegate pack, which had a range
of material prepared, and included:

e Glossary of Key Terms

e Example Survey Questions

e Joint Clinic Summary

e Training Summary

e Community Level Flyer (with
opportunity to leave feedback)

e Research Summary Report

e ltinerary

2. Policy Level Dissemination Day

The Policy Level Dissemination Day was held SV

BN 9
in Kilimanjaro Wonders Hotel, Moshi, August > DD \
315 2022. : S

In line with Principle 2: Value Knowledges
and Principle 3: Decentre Western Voices .1

the day was designed to ensure the event was
not unidirectional with spaces for questions,

Wl

critical dialogue and active input. &t _ , i

Participants included Dr Aifello Sichalwe -

Chief Medical Officer (CMO) of Tanzania; e~
representatives of working clinicians, E= e _%5§’:
including Dr. Francis Furia (Muhimbili ‘ - ; -
National Hospital) Dr. Sanna Said and Dr. . L |

Ahlaam Armour (Zanzibar Mnazi Mmoja ¢
Hospital, Zanzibar), as well as representatives e 1 .
from Tanzania NCD Association, including [l e~ X g (7
Prof Bruno Sunguyaand Prof Kaushik - l

O —
A

=0

Ramaiya. _ . N
Figure 11 Images from Policy Level Dissemination Day

Activating Equitable Engagement 23




Policy Day Itinerary

8.15: Reception and arrival
8.45: Welcome and opening remarks - Prof. Blandina Mmbaga
9.00: Round table introductions and day set up

What is arthritis?

9.15: An introduction to NIHR Global Health Research Group on estimating the prevalence,
quality of life, economic and societal impact of arthritis in Tanzania - Prof. Emma Mclntosh
9.30: Introduction to arthritis and musculoskeletal disorders - Dr. Francis Furia

Presentation of project findings

9.45: Community understandings of joint pain - Ms. Elizabeth Msoka

10.00: Community prevalence and disability impact of joint pain and arthritis in Hai District - Dr
Stefanie Krauth and Dr Nateiya Yongolo

10.15: Clinical findings and joint clinic set up and evaluation - Dr Nateiya Yongolo and Dr.
Sanjura Biswaro

10.45-11.15: Comfort break

Presentation of project findings continued

11.15: Lived reality of arthritis - Ms. Elizabeth Msoka and Dr. Chris Bunn

11.30: Economic and quality of life impacts of arthritis - Dr. Eleanor Grieve

12.00: Capability and wellbeing - Prof. Jo Coast, Dr. Edith Chikumbu and Victor Katiti
12:15-12.45: Q&A on project findings

12.45: Lunch break

Interactive activity sessions

1.45: Presentation of project policy recommendations - Prof. Blandina Mmbaga

2.00: Discussion and activity around implications and policy recommendations - facilitated by
NIHR team members

3.00-3.15: Comfort break

3.15: Continuation of discussion and activity around implications and policy recommendations
4.00: Each group presents 5 minute overview of pathway to implementation of policy
recommendation

4.30: Closing remarks - Chief Medical Officer Dr. Aifello Sichalwe

4:45: End of session survey

5:00: Group photo
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Interactive Session Overview

A deliberate decision was made to limit presentation time to allow for half of the day to be
interactive, aligned with Principle 2: Value Knowledges and Principle 3: Decentre Western
Voices. Limiting presentations ensured that dissemination was not a display of ‘knowledge
application’ but that a broad range of individuals, each bringing their own valued knowledge,
could contribute to the day.

Drawing on various ‘workshop meeting’ techniques from previous experience, internet
suggestions and ‘Pip Deck Workshop Tactics’, we designed the following activity and required
stationery for Activating Research for Change. The team was prepped before the event to ensure
smooth facilitation and engagement.

Activating Research for Change Instructions

Stage 1: Each group has a ‘Policy Recommendation’ - Stage 1 involves discussing the policy and
deciding whether to ‘Adapt, Adopt, Reject’

Adapt: Make an edit to the policy recommendation, writing new recommendation on the blank
sheet

Adopt: Keep the policy recommendation as is

Reject: Reject the policy recommendation, writing an entirely new policy recommendation

Now place the adopted or new policy recommendation at the opposite end of the table as the
Today card.

Stage 2: Take an Action card, writing the first action needed to achieve the policy
recommendation as agreed in Stage 1.

Action: What would need done?

“Action
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Stage 3: For the Action card, identify all the stakeholders that would need to be involved in order
to enact that Action. For each stakeholder complete a Stakeholder card, identifying the

stakeholder and their role. Complete as many Stakeholder cards as is required for any one Action
card.

Stakeholder:

Stakeholder

Consult Inform

Authorise

Stage 4: After identifying all the stakeholders, select a Challenge and Solution card identifying

any challenges that could be encountered for that action, and what the potential solution could
be.

Challenge:

/.

C;I'h'allenge &
Solution

Once all challenges and their solutions have been identified return and complete Stages 2-4,
identifying the next action needed to get to the next step.

Stage 5: After all actions have been identified to reach the enactment stage of the agreed Policy
Recommendation one final card - the Evaluation card - should be selected. This should relate to
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the policy recommendation as a whole and not to one specific action, to decide how the success
of that policy recommendation could be evaluated.

recommendation has been successful?

‘ How would you evaluate whether the‘Policy

Evaluation

The following pages show the Route to Activating Change Map from each group from their
Activating Research for Change activity for 4 Groups (a shift on the day meant that Group 1 did
not run; to correspond with policy recommendation this is presented as Group 2-5).
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Original Policy Recommendation 2: Use our study
dissemination materials to raise awareness and skills In
primary care facilites through education materials
developed in the project

Adapted Policy Recommendation 2: Primary care
professionals are more aware of and more skilled in
diagnosis and treatment of MSK




Adapted Policy Recommendation 2: Primary care professionals are more aware of and more
skilled in diagnosis and treatment of MSK

Authorise and accredit MSK
in-service CPD programme




Adapted Policy Recommendation 2: Primary care professionals are more aware of and more
skilled in diagnosis and treatment of MSK

as procurement iIssue

Evaluate: Output measures

Cirriculum in place in on year and accreddited

Associations and university ready to deliver courses in one year
Increase diangosis of MSK

Increase in referrals to secondary & tertiary services
Increase in treatments for MSK

Permission to prescribe for MSK for different cadre of proffesionals as appropriate




Original Policy Recommendation 3: Use Tanzanian-led
training video to develop clinical skills via GALS and REMS
screating to detect arthrtis and other joint problems

Adapted Policy Recommendation 3: Use Tanzanian-led
training video and create posters about detecting and
recognising arthritis




Adapted Policy Recommendation 3: Use Tanzanian-led training video and create posters about
detecting and recognising arthritis




Adapted Policy Recommendation 3: Use Tanzanian-led training video and create posters about
detecting and recognising arthritis
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Adapted Policy Recommendation 3: Use Tanzanian-led training video and create posters about
detecting and recognising arthritis

Evaluate: Output measures

e Number of people we engage and numbers who have seen video; how many stakeholders
agree to include the video; video being included in CPD.

Numbers of patients who have MSK examination or diagnosis

Numners of dept. that agree to use the video

Engagement (comments) on video - ask people to 'like' if they think the video is useful
Annual patient pull, pre- and post video

Dept. engaging with training video post-videos




Original Policy Recommendation 4: Develop guidelines
for referral pathways and treatment for the many forms
of arthritis (for example, identifying available and
affordable drugs and/or appropriate lifestyle changes)

Adopted unchanged




Policy Recommendation 4: Develop guidelines for referral pathways and treatment for the many

forms of arthritis (for example, identifying available and affordable drugs and/or appropriate
lifestyle changes)




Policy Recommendation 4: Develop guidelines for referral pathways and treatment for the many

forms of arthritis (for example, identifying available and affordable drugs and/or appropriate
lifestyle changes)




Policy Recommendation 4: Develop guidelines for referral pathways and treatment for the many
forms of arthritis (for example, identifying available and affordable drugs and/or appropriate
lifestyle changes)

Evaluate: Output measures

Is the policy adopted and implemented

Track resource allocation & utilisation

How many training instituions have adopted the program
Number of trainees completed

Clinical audit - referrals, differential breakdown

Patient survey - satisfaction

Cost effectiveness




Original Policy Recommendation 5: Use KCMC arthritis and

joint pain clinic as a model for roll out to other zonal
hospitals In Tanzania

Adapted Policy Recommendation 5: Adapt KCMC
arthritis and joint pain clinic as a model for roll out to

other zonal, regional, district and national hospitals in
Tanzania '




Adapted Policy Recommendation 5: Adapt KCMC arthritis and joint pain clinic as a model for roll
out to other zonal, regional, district and national hospitals in Tanzania




Adapted Policy Recommendation 5: Adapt KCMC arthritis and joint pain clinic as a model for roll
out to other zonal, regional, district and national hospitals in Tanzania

Evaluate: Output measures for a mobile clinic

e Number of patients screened
¢ No of trainees in clinics
¢ Number of referral centres that have been trained pre- and post- test period




Reflections and Lessons Learnt from Policy Level Dissemination

o The budget and work involved in arranging bookings, catering and travel arrangements for
international and in-country participants are significant. The work from administrators Eliza
Kussaga (KCRI) Miriam Yentumi (UoG), Yujin Du (UoG) was vital and should be acknowledged

¢ Ensuring attendance, participation, and key-stakeholder buy in required significant work on
Principle 4: Nurture equitable relationships from a range of team members including Prof.
Blandina Mmbaga, Eliza Kussaga, Dr Nateyia Yongolo and Dr Sanjura Bisawro, which was vital
to the overall success of the day

e Being co-committed to equitable interdisciplinary and international collaboration to
Principle 4: Nurture equitable relationships requires whole team buy-in. While individuals may
‘lead’ on activities, being supported by a responsive team and navigating different opinions
constructively was critical to ensure the genuine co-authorship of dissemination material and
activities - umoja ni nguvu utengano ni udhaifu

¢ Indemonstrating Principle 2: Value Knowledges it was key to ensure participation incentives
commensurate with Government of Tanzania guidelines were offered. This requires budgeting
from the outset and demonstrates value for money in the long term

e In demonstrating Principle 2: Value Knowledges and Principle 3: Decentre Western Voices
we considered the balance of speakers and sought to prioritise Tanzanian expertise within and
beyond the team. This included recognising the esteem of the CMO and inviting him to provide
opening and closing remarks, as well as the expertise of Dr. Fancis Furia who was invited to
deliver a pivotal presentation that introduced the topic of MSK

e As an interdisciplinary project, we recognise the importance of Principle 2: Value
Knowledges bringing together diverse knowledges, expertise and different perspectives on
reducing the burden of MSK and joint pain in Tanzania, which was reflected in the diversity of
participants from policy makers, clinicians, researchers and research facilitators in ways which
also align with Principle 4: Nurture equitable relationships

o Recognising that the project findings were just one source of knowledge on the subject of
MSK, we deliberately focused on concise presentation of results to demonstrate
while leaving time to practise Principle 2: Value Knowledges and Principle 4:
Nurture equitable relationships , while Principle 3: Decentre Western Voices by:
o Creating space and time for critical dialogue on project results
o Creating an activity that recognised the diverse and important knowledges on MSK and
Tanzanian policy landscape in the room

¢ It was essential to plan carefully but on the day be flexible to impromptu changes - the best
laid schemes o' mice an' men gang aft a-gley
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Concluding Thoughts

Throughout the engagement activities undertaken as part of the NIHR Arthritis project, we have
strived to instil our core principles in every dissemination effort and at every level of
dissemination.

While often overlooked, dissemination was crucial for ensuring that
the Hai district and the communities within were not seen solely as
a place of extraction. A key goal of our dissemination, therefore, was
to ensure those who were instrumental in the project's success (i.e.
participants, enumerators, and external stakeholders) could receive
and engage with research findings. At district and policy level
dissemination, we aimed to ensure that those with the most
influence in the field of MSK disorders in Tanzania have
opportunities to engage with the findings to enact change. As a team, we took time and effort to
carefully tailor our dissemination activities and critical messages to three levels (community,
district, and policy) to maximise understanding and engagement in ways most appropriate to the
contexts within which each level lived and operated.

Principle 2: Value Knowledges
We devised each dissemination event in a way that was not purely

prescriptive ‘knowledge application’ where participants passively
received information gathered by the team but rather was focussed
on hearing from participants themselves. While each event had
dedicated time for the presentation of project results, there was a
subsequent space for dialogue (whether through open discussion,

Question and Answers, or tailored participatory activities) to listen to
digest and be challenged by the expertise in the room.

Principle 3: Decentre Western Voices
Most dissemination events were led, delivered and facilitated by

decentre
western
voices to the Policy level Dissemination Day. This was a deliberate effort
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in-country team members, from the Community Workshop in Hai

to decentre the focus on western members of the team and
highlight Tanzanian expertise.
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Principle 4: Nurture equitable relationships
Dissemination activities were instrumental in developing new, as

nurture
equitable

relationships

() ()

well as maintaining existing, relationships within the project. By
returning to the Hai community to disseminate results, we
endeavoured to reciprocate the trust, willingness and cooperation
they displayed by agreeing to participate in the research. The policy
level Dissemination Day was vital for developing relationships with

experts who hold key positions in the Tanzanian government and
could influence policy change around MSK disorders.

And Back Again

The dissemination activities detailed here have been important as we begin to formally end the
NIHR Global Health Research Group on estimating the prevalence, quality of life, economic and
societal impact of arthritis in Tanzania project. Dissemination activities need not be portioned
off as ‘end activities’ but rather be used as a springboard for future work. Thus, while we argue
the importance of activating research to engage with key stakeholders and policy, we also believe
this engagement can serve to inform ongoing and future academic research with two questions
to consider:

1. How can academic research engage with key stakeholders and policy?

S;rakeholder &

policy
engagement

2. How can such engagement with key stakeholders inform future research?

This report has detailed our response to the first, but the second can include:

e Strengthening existing plans for final project activities based on knowledge gained
through dissemination (including the improved community flyer and altering plans for the
training video (as detailed in Group 3 stakeholder map)

¢ I|dentifying and nurturing relations with key stakeholders for future projects

e Understanding key priorities to inform impact activities, develop theories of change, and
inform research agendas for future projects.

To activate equitable engagement activities considering the routes from research, to policy,
and back again is vital.
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'NIHR Global Health Research Group on estimating the prevalence, quality of life, economic
and societal impact of arthritis in Tanzania' was a research collaboration between:

B University
S L T of Glasgow

K.C.M.

M E I R U E% University of
%ﬁ Epidemniology and m BRISTOL

Intervention Research Unit

Newcastle
Q) university

This research was funded by the National Institute for Health and Care Research (NIHR) (project
number 17/63/35) using UK aid from the UK Government to support global health research. The
views in this publication are those of the author(s) and not necessarily those of the NIHR  =ge=
or the UK Department of Health and Social Care. V-A'k;

| FUNDED BY |

NIHR | [torairstine  UKaid

This report has been authored by: Emma Laurie, Jennika Virhia, Nateiya Yongolo, Sanjura Biswaro,
Emma Mcintosh and Blandina Mmbaga on behalf of the NIHR Global Health Team.

If you require further information about this report and
dissemination activities please contact:

: Dr. Emma Laurie
IR Global Health Research ) Email: emma.laurie@glasgow.ac.uk
Group on estimating the =

conomic and societal impact of
arthritis in Tanzanla y

If you require further information about the project more
broadly, please contact:

Professor Emma McIntosh
Email: emma.mcintosh@glasgow.ac.uk

Professor Blandina Mmbaga
Email: b.mmbaga@kcri.ac.tz
Project Pl's
Prof. Emma Mcintosh &
Prof. Blandina Mmbaga
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