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Research has improved survival so that people diagnosed with multiple People across Canada living with myeloma, their caregivers, and clinicians We have made it our mission to ensure the Top 10 priorities get into the hands of the EE
myeloma are living on average 2-T years longer after diagnosis. were invited to take part in a2 survey to tell us their questions about people that can help to answer them, with the ultimate goal of closing the knowledge =2
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As 3 result, there are new questions  being asked about the. disgnosis, myelama. to practice gap .I'ur mulhplrhm:elama and improve the lives o e J_a.
treatment, and management of this disease. However, when it comes to individuals worldwide living with this disease. (S
answering these questions, research is olten laching. Asked Us Traditional Approach
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Al the same time, given the slow uptake of study results, researchers continue I‘-uplalllulnu wn;h;-w s, ‘mo“.:-':::::“. It is important that the research Bl'lrﬂrl:‘l?s we ‘Iﬂ:n:”::s .:I: ::.:::‘ nr:n:‘r:hz:
to stuggle to close the "knowledge-to-practice” gap. Spyke tbrbe it doloaiss researchers and clinicians, because of this, we felt | p
") These questions were then compared against previous research, including traditional knowledge translation activities to do so:
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It takes approximately 17 years to get research

systemalic reviews, clinical practice quidelines, and grey literature to ensure E E o E E 2l
the guestion was unanswered: f

evidence integrated into practice. "
To address these challenges, researchers need to focus on the needs of the Only 7 of those 66 quelslinns ashe:] E ';?‘;2.;;“1 \in Pesr Em‘ PE::;:{:RE;
myeloma community. To this end, our study identified the Top 10 research were answered by previous researc .
riorities shared by three hey groups: Primary Goal: To encourage researchers to answer our priorities.
| 4 : . s &3 Forty-five of the remaining questions were selected by the steering group
| v People living with myeloma, for inclusion in a priontization survey, where 651 people living with Highlighting Experiences
* ¥ Thei myeloma, caregivers, and clinicians chase and ranhed their top 10. Having a national steering group for this project before and during the COVID-19
heir caregivers, and
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iiThe cliniciahs wha kreatthin; = participants of an equal mix of people living with myeloma, their caregivers, PauEits s ¥ i ¥
and their healthcare providers to determine the final Iist of research With our patient partners, we hosted educational webinars to share @ |
recommendations and lessons learned for future projects. =

priarities for myeloma:

METHODS Primary Goal: To improve patient engagement.
To elicit and prioritize unanswered questions about MM, our praject followed Table 1: To esearch Priorities for Myeloma

the robust and transparent approach developed by the James Lind Alliance,
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Promoting Uptake

How can we cure myeloma? To promote uptake of our priorities, we partnered with Myeloma Canada who is

A using our findings to accomplish its primary mission of impraving the daily lives of
T ] ?

B Sl B T tisti O] myziofaz those within the MM community, Initiatives they have taken an include:

How can we improve the diagnosing of myeloma, and what is the impact

of earlier diagnosis on patient outcomes? Creating educational materials to address frequently ashed questions
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Gather the Process and Prioritizing  Consensus Bullding
I et Vi Shar L Workshos What are new treatments for myeloma patients that will improve life that were already answered by research.
uestions erity {f 2 expectancy with fewer adverse side effects? E E
A national steering group oversaw the project to ensure relevance of results, How can we personalize a patient's treatment based an their type of Funding prionity-related research proje through )
and people living with MM, caregivers, and clinicians all had equal myeloma and genetic profile, and what is the impact of personalized grants that will award at least $100,000 to research >
medicine on treatment efficacy and disease autcomes? teams focusing on our identified priorities in 2022 E ol

representation on this commitiee

How can we prevent bone deterioration and/or repair bones that have

been damaged without negative side effects or surgery? Ta promote our research priorities and educate patients.

Primary Go

How can we safely reduce, cycle, or stop the use of medications to

reduce the side effects of treatment and maintain control over CONCLUSION
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How can we reduce or manage the short-term effects and lang-term Clinical and scientific experts on MM, as well as research funders, all have a pivotal .
effects of myeloma treatment? role to play when it comes to acknowledgeing the experiences and needs of those

What is the most effective way to treat refractory, relapsed, and drug impacted by MM and investigating their prionty concerns.

resistant myeloma?
A focus on stakeholder-identified priorities (s cruclal as it will lacilitate the uptake of

Can we develop treatments specifically for high rish or aggressive : Sl izl :
myeloma that will improve outcomes for these patients? meaningful research into practice and improve the quality of life of people living with
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MM and their caregivers.




