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Pelvic floor
disorders

* Urinary
Incontinence

e Fecal incontinence

* Pelvic organ
orolapse
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The context of PFDs

* A major public health problem in Ethiopia

e Result in emotional, physical, social, and economic suffering of women

and their families

* Much has not been done in making the health care services available and

accessible

e To give patient centered solution, generating robust evidence is

paramount



the context ....

* To date research has been done by researchers, pharmaceutical

and technology industries

e There is mismatch between the uncertainties researched and the

guestions by end users

* |nvolving patients, carers, and health care providers to identity

uncertainties is found to be crucial



the context ....

* Priority setting partnership(PSP) methodology developed
by James Lind Alliance (JLA) a non-profit initiative(2004)
partner of NIHR

* JLA PSP brings patients, carers, and clinicians together
* JLA PSP has been exercised in developed countries

* |t has never been practiced in Ethiopia



James
Lind

Alliance How does a JLA PSP work? : \4

altina Fartnershios

Complate readiness quastionnai JLA allocates a JLA Adviser to |
mlﬂ)lelyo'nﬁlngm& Chair the PSP Stweering Group J

Create a Steering Group
Composad with aqual represantation of patiants, carers and dinicans, this group agreas the plan of action <

or “‘protocol” and takes responsibility for the PSP

Gather evidence uncertainties
By asking patiants, carars and dinidans to respond to a survay asking what questions they have for resaarch,
and by searching existing Iiterature to find evidance gaps.

o Summarising the responses gathered
With the help of an Information Specalist, the PSP sorts all the responsas and craates summary questions.
This bacomas the long list of summary gquestions.
o Evidence checking
The long list of summary mudnckodagurmmn\grmard\mmmrctlwmm

uncartainties. Any guastions that have already bean answarad by charor

e Interim Priority setting
To reduce the remaining long list of summary questions to a shortar list so thoy can be discussad at 2
workshop, 2 wide range of patiants, carars and diniclans are askad to vote on tha most Important quastions
In an Interim priority satting survay. This i usually via an online ranking survey.

Workshop
e The highast ranked 25-20 questions from the intarim pricrity saetting survey are discussed In a workshop of
pationts, carars and clinicians who togethar agree the “Top 107 st of priornities.

Publish and promote Top 10 research priorities

Top 10 is announcad and published on the JILA wobsite and promotad to researchers and fundars. Tha PSP
works with rescarchers and funders to further develop the priontias inmto spedcfic research questions.

Possible publication of fulll report Continue long-term promotion
or artidaes about PSP findings of resaarch prioritias Long-tarm tracking of Impact of PSP
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The aim of the
study

e To identify top 10 unanswered guestions

* In the first phase gathering the questions
survey 392 participants were involved (251
patients, 69 carer and 72 health
professional

* The second phase 124 participants (72
patients, 15 carers and 37 health
professionals )

* The next step will be to hold a workshop
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Examples of questions

Ambharic

NoPE vh9°s AATITT+?

0PLLL O MG FETVF 070,04 2hh9PT PEHET aTnge W79 T
AATINFN?

MG +Lt $LTe A 12.NAMD- WAT1L:L1?
a7 ANG AL NAAD- +&GF?

P9y aP@-AVF YRIPS LPArFILVTIHE AOFII9 Y AG
+0999. k7 (tavAnetk

hvh°qeo- A PAD- 4P T aPqaAS hvh9°T - 14T h&GTAD-
NA®< AAINGTFD- 04 NFarant

02,09 WATL.aoMm- FCT?
T4 PAVFD7 AT A28 T T AIRTLFA?

NPAAT Ve AL AAAD- T&T AG UNIPS ALTTE W78 T 14D
aoQ’C WILFN?

N7NEP VeP T AL AAAD- +XT?

P& vhg°q NA tavA( oot (P9711CTHT) A&7 OtarAn-+

English

Which are the factors and obstacles/delays affecting seeking treatment for women
with PFDs in the Amhara region of Ethiopia?

How can the capacity (skill) of Health Professionals be improved at primary health
care units?

How can PFD healthcare be prioritised (on a health care system level) ?

What psychological impacts do PFDs have on women in the Amhara region?

How safe, effective, as well as adapted to the local livelihood are the different surgical
and nonsurgical/noninvasive treatment options of POP in the Amhara region of
Ethiopia

How do women’s quality of life improve after receiving successful treatment of
POP/Ul and how does that compare with the hopes they have before receiving
treatment?

Are there other complications or increased likelihood of developing other conditions
because of untreated PFDs (POP/UI) in the context of the Amhara region?

How can identification of women with PFD be done closer to home, proactively?

What are PFDs’ (POP/UI) impacts for a woman’s daily life, occupation, and economic
situation and which coping strategies are women using when treatment is not
available?

What are PFDs’ social effects for a woman from the Amhara region? Include
community events such as funerals, religious gatherings, contact with neighbors

How likely is recurrence after POP/Ul-related surgery (considering rural women’s
livelihood)?



Uncovered Ethical
ISSUes

* Maintaining the following integral
principles of JLA PSPs:

e Equality in understanding

* Transparency

* Going back to untreated women
for ranking
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Ethical issues...

Equal in understanding

All participants were given equal opportunities
and rights

A steering committee was organized using equal
representation

Each step was under the steering committee's
guidance

Participants had difficulty of comprehending the
essence of the survey

* Audio recorder used to be able to review
their responses

The process raises the ethical dilemma of being
heard, given that the process is using external
rather than internal synthesis.

€¢/81/T1
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Ethical issues....

Transparency

12/18/23

It is about having clear insight into
the process and how it operates

Comprehending and checking the
process makes it unrealistic to
conclude about transparency

The steering committee closely
followed and guided each step of the
process

Audio recorders were also used not
to miss the contextual meanings
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Ethical issues....

Going back to the same women to ask them to
prioritise

* While knowing the women are still waiting for
treatment, but then we do not help them

* Should we offer priority treatment to them?

* s this fair to other women, who have not
been involved in the interviews?

* Some new women, were approached which
would give more new participants

* Facilitated the treatment of few women who
have been found severely ill and required
urgent treatment.
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Conclusions and Recommendations

* Tools proven in the global north is not without consequences of ethical
dilemma ,however, it was possible to develop research priorities representing

participants (carers and patients) by making context dependent methodologic

modification

* Thirty-six questions have been developed and the top 20+ were prioritized

which will ultimately help these women

* Methodologically proven ways of research priority Setting Partnership for

global south is required while maintaining the basic principles of PSPs.



Thank you for your attention!



