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FREQUENTLY ASKED QUESTIONS
What is a Priority
Setting Partnership
(PSP)?

A Priority Setting Partnership is a group of
people living with a specific condition, their
caregivers, the healthcare professionals who
treat them, as well as the organizations that
represent them. Together they work to focus
on a specific condition or healthcare issue.

What does a PSP do?

In general, PSPs provide a unique opportunity
to those living with a specific condition, as
well their healthcare workers, to collectively
find and prioritize important questions that
can be answered through research.

How does the PSP work?

The PSP will ask people to complete an
anonymous survey to identify the questions
they most want to see answered through
research. Those questions are then prioritized
into a final list of Top 10 Research Priority
Questions which will be available to
researchers and research funders. The entire
process is overseen by a UK-based, non-profit
organization called the James Lind Alliance.

What is the James
Lind Alliance?

The James Lind Alliance is a non-profit
organization that was set up in 2004. It brings
patients, caregivers and healthcare
professionals together to find and prioritize
the unanswered questions about different
health conditions. It is funded by the National
Institute for Health Research. For more
information, please visit their website at
www.jla.nihr.ac.uk.

Who is involved
in the Myeloma PSP?

Myeloma Canada is funding the Myeloma PSP.
The Myeloma PSP is guided and overseen by a
steering group that includes people living with
myeloma, caregivers, and healthcare providers.

Why are PSPs important
and why is Myeloma
Canada investing in one?

As a grassroots, charitable organization, it is
important to Myeloma Canada that the
research they fund and support reflects the
needs of Canadians impacted by myeloma.
The Myeloma PSP involves and empowers
those affected by myeloma to play an active
role in helping to influence the direction of
future research.

THE SURVEY
How can I participate in
completing the survey?

The easiest way to complete
the survey is online, by going to
http://bit.ly/MyelomaPSP or
visiting www.myeloma.ca/psp
The survey will open on October 29, 2019
and run for approximately 6 weeks.
The survey is open to people living in Canada
with myeloma, their caregivers, clinicians and
health care professionals.
If you would like a paper version of the
survey, or if you are having difficulty
completing it online, please contact Lauren
Cook, the Myeloma PSP Coordinator via
email Lauren.Cook@Horizonnb.ca or
by phone at (506) 638-2410.

Do I have to write a
question and then
check to see if it is
unanswered by research?

No. The most important thing is to draw on
your personal experiences with myeloma.
Tell us something that is important to you
but you don’t have an answer for. We’ll take
these survey responses and turn them into
questions. Next, a Myeloma PSP team member
will check to see if these questions have or
have not already been answered by research.

Why is the Myeloma
PSP asking for my age,
gender, ethnicity
and role?

We want to make sure that the Myeloma
PSP reaches as many people as possible, and
that the research priorities we receive through
the survey are representative of the opinions
of all people affected by myeloma. Being
able to track this information (which will be
kept anonymous and separate to any contact
information you may provide) will help us
do just that.

How will the Myeloma
PSP use and store my
information?

The survey is anonymous. The information
you provide will be kept on secure servers
and will only be used to help to develop
narrowed-down questions for the 2nd survey.
We’re collecting contact information so
that we can get in touch with you to see if
you’d like to take part in the 2nd survey and
also to let you know about the results of
the project. Rest assured that we will not
be using your information for fundraising or
any other purpose, and that you are under
no obligation whatsoever to participate in
the 2nd survey even if you do provide us
with your contact information. You are
always free to change your mind!

AFTER THE 1 st SURVEY
What will happen to
the questions I submit?

All questions will be checked by a Myeloma
PSP team member to ensure that they haven’t
already been answered by previous research.
Questions that haven’t been answered will be
grouped together to create the questions for
the 2nd survey. This 2nd survey will be sent to
those that have provided their contact
information and have indicated that they
would like to continue participating in the
project. This 2nd survey will help us pinpoint
the Top 10 Research Priority Questions that
matter most to respondents.

Can I be involved
in the 2nd survey?

Yes. If you provide your contact information
when you submit your questions in the
first survey, we will get in touch with you
when the 2nd survey is ready. If you’d rather
not provide your contact information, you
can still look out for the survey on Myeloma
Canada’s website.

How will the Myeloma
PSP get to the Top 10
Research Priority
Questions?

The 2nd survey will help reduce the long list of
questions to a short list. This short list will then
be brought forward to the final stage, which will
be a face-to-face workshop involving people
affected by myeloma and healthcare
professionals. Together, they will determine
the Top 10 Research Priority Questions.

Can I be involved
in the final workshop?

Possibly! A limited number of people can
participate in the final workshop. It’s
important for us to ensure that we have as
wide representation as possible, however it
may not be possible for everyone who is
interested, to be involved. Everyone who has
expressed interest in attending and who has
provided their contact information will be
considered.
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THE RESULTS
AND THEIR IMPACT
What will happen
to the unanswered
Top 10 Research Priority
Questions?

We will widely publicize the final Top 10
Research Priority Questions to researchers
and organizations who support and fund
myeloma research. These priorities could
influence those who work in universities,
academic institutions, government agencies
or in industry.

What happens to the
questions that don't make
the Top 10 Research
Priority Questions list?

These questions will not be lost. All questions
will be published on the James Lind Alliance
website and will be viewable by Myeloma
Canada, researchers and other organizations
that fund research.

Please visit http://bit.ly/MyelomaPSP
and complete the Myeloma Priority Setting Partnership Survey today.
This study has been approved by the Horizon Health Network Research Ethics Board (RS 2019-2788)

IF YOU HAVE ANY
ADDITIONAL QUESTIONS,
PLEASE CONTACT:

LAUREN COOK, Myeloma PSP Coordinator
Lauren.Cook@Horizonnb.ca
Tel.: 506 638-2410

