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Decision Guide For Partnership Research:
To Partner or Not To Partner?
Information for Lived Experience Experts
Partnership research is about meaningful collaboration between researchers and people with lived
experience of the topic. Lived experience experts might include patients or their family members.
Partnership research is especially helpful for ensuring the study being conducted is relevant and
valuable for the people it affects most.
Deciding to partner in research can be challenging for both the lived experience expert and the
researcher. Taking time to consider some key areas can help you make an informed decision about
whether partnering in a project is right for you. The following guide offers key information and
prompts for reflection to help you make an informed decision.
Begin by considering each question below and place an X along the sliding scale. Next, discuss
your guide with your potential research partner. The researcher should complete the Researcher
companion decision guide and discuss their results with you as well.
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Experience experts* are people whose own experiences have equipped them to become experts in a
certain area. These could be people with a handicap or illness or their family or friends, for example.
However, it is often the case that they have no input into projects and research which are aimed at
improving care. Projects just pass them by and their voices go unheard throughout the process.
Input from experience experts is not automatically included in projects and so for this reason, in
Experience experts* are people whose own
experiences
have equipped them to become experts in a
with a group of experience experts, a tool to promote their input into projects has
Input from experience collaboration
experts is not
automatically included in projects and so for this reason, in
developed.
certain area. These could be people withbeen
a handicap
or illness or their family or friends, for example.

EET

The project should align
with your personal values
and feel safe for you.
Your expertise might even
be financially
compensated.

collaboration with a group of experience experts, a tool to promote their input into projects has
The tool

the case that they have no input into projects and research which are aimed at
nvolvement Matrix: FACTSHEET However, it is often
been developed.
The tool is known as the Involvement Matrix. It is a resource for project leaders and researchers.
improving
care. Projects just pass them by
andthis
their
voicesenables
go unheard
process.
The Involvement
Matrix:
Using
resource
themthroughout
to enter intothe
dialogue
with experience experts about the various
DID
YOU
KNOW?
ing about us
without
us
The
tool
Nothing about
us
without
us
roles that experience
experts
canand
playso
at for
each
phase
of a project.
Based on a literature search and
Input from experience experts is not automatically
included in
projects
this
reason,
in
Involvement
Role
theInvolvement
views of expertMatrix.
panels, five
roles
of involvement
have been
incorporated
into the Involvement
The
tool
is
known
as
the
It
is
a
resource
for
project
leaders
and researchers.
uter Smits, Marjolijn Ketelaar (Center of Excellence for Rehabilitation Medicine Utrecht), Karen van Meeteren, Marjolein Kloet
collaboration with a group of experience experts, a tool to promote their input into projects has

I am seeking …

Dirk-Wouter Smits, Marjolijn Ketelaar (Center of Excellence for Rehabilitation Medicine Utrecht), Karen van Meeteren, Marjolein Kloet

Matrix:
the
Listener,
the Co-thinker,
the Advisor, the Partner and the Decision-maker.
nzicht), Rebecca ter Mors, Lauren Sluiter
(FNO youth
panel),
Johannes
Verheijden
(BOSK)
and
Femke
van
Schelven
(Nivel,
(OuderInzicht),
Rebecca
ter Mors,
Lauren Sluiter
(FNO this
youth
panel),
Johannes
Verheijden
(BOSK)
and
Femke
van Schelven
(Nivel,
Using
resource
enables
them
to enter
into
dialogue
with experience experts about the various
Netherlands Institute
for Health
Services Research)
been
developed.
ands Institute for Health Services Research)

There are a variety of roles that experience
of aperson
project. Based
on a role
literature
search and
Listenerexperts can play at each phase
The
in this
is given
information
Background
The toolfor the views of expert panels, five roles of involvement have been incorporated into the Involvement
involvement
roles
gives the lived experience expert a project
Experience experts* are people whose own experiences have equipped them to become (e.g.,
experts in researcher
a
The tool isbeknown
as
thethe
Involvement
Matrix.
It is aorresource
for project
and
researchers.
Matrix:
Listener,
the
Co-thinker,
theleaders
Partner
and
the Decision-maker.
ence experts* are people whose
have
equipped
them
to become
experts
inthe
a Advisor,
certainown
area.experiences
These could
people
with a handicap
or illness
or their
family
friends,
for example.
plan to review)
lived experience
experts
this
resource
them
toprojects
enter into
dialogue
with
experts about the various
However,
is Using
often the
case
that they
have
input
into
and
research
which
areexperience
aimed at
n area. These could be people
with aithandicap
or
illness
orenables
theirnofamily
or
friends,
for
example.
CoThe
person
in
this
role is asked to give their opinion
Associated
products
improving care.
Projects
just
pass them by
and their
voices
goat
unheard
throughout
the
process.Based on a literature search and
in
the
research
process.
roles
that
experience
experts
can
play
each
phase
of
a
project.
ver, it is often the case that they have no input into projects and research
which are aimed at
Thinker
(e.g., lived experience expert gives their opinion about an

ground

Listener

Co-thinker

Advisor

Partner

Decision-maker

We have
a number
Input from experience experts is not automatically included in projects
anddeveloped
so for this reason,
in of products to help to use the Involvement Matrix:

thetheir
views
of expert
panels, five
roles of involvement
have been incorporated into the Involvement
ving care. Projects just pass them
by and
voices
go unheard
throughout
the process.
The
Involvement
Matrix
explanation on
the second
collaboration
with
a group
of experience
experts,
a tool to promote
their
input
into projects
has with a brief
information
letter
for page
study participants)
Matrix: the Listener, the Co-thinker, the Advisor,
the Partner
and the
A digital
ofDecision-maker.
the Involvement Matrix that can be filled in
been
developed.
from experience experts is not
automatically
included in projects and so for this reason,
in form version
An animated film about the ideas behind the Involvement Matrix
Listener
Co-thinker
Advisor
Decision-maker
Advisor
The
person
inPartner
this
role gives
solicited
The toolexperts, a tool to promote
A practical
on the
practical use
of
the Involvement
Matrixboth
as a resource
to
oration with a group of experience
their
input into projects
has guide focused
promote dialogue
The tool is known as the Involvement Matrix. It is a resource for project leaders and researchers.
unsolicited advice
developed.
A checklist for using the Involvement Matrix
Associated products

These roles vary in the
and
degree of time and
Using this resource enables them to enter into dialogue with experience experts about the various
(e.g.,
lived experience expert proposes improvements to a
participation
required as
ool
roles that experience experts canWe
play have
at eachdeveloped
phase of a project.
Based onof
a literature
search
a number
products
to and
help to use the Involvement Matrix:
Some examples of input from
experience experts
the views
ofcomfort
expert
five roles
involvement
have been
incorporated
into the Involvementsurvey or speaks up about an overlooked barrier)
as your
ol is known aswell
the Involvement
Matrix.
It ispanels,
a resource
forof project
leaders
and
researchers.
The
Involvement
Matrix
with a brief explanation
on theDecision-maker
second page
Listener
Co-thinker
Advisor
Partner
Matrix: the Listener, the
Co-thinker, the Advisor,
the Partner and the
Decision-maker.
Partner
The
person
in this role works as an equal partner
this resource enables
them
to
enter
into
dialogue
with
experience
experts
about
the
various
A digital form version of the Involvement Matrix that can be filled in
level in sharing ideas.
(e.g., lived experience expert and researcher write a grant or
An overview with examples from an existing project illustrating how the roles are filled by phase

Listener

Co-thinker

Advisor

Partner

Decision-maker

- Access to a request
for a subsidy

- Giving an opinion
- Input into a
- Co-analysis
- Giving a conference
about an idea for a
recruitment letter
of interview
presentation
project
data
An animated film about the ideas behind
the Involvement Matrix
- Being present at a
- Recommending
- Building and
A practical guide project
focused
on the practical
use
Matrix
as a resource
to
meeting
- Trying
outof
a the Involvement
topics for
- Co-writing
an
maintaining
a
interviews
article, e.g. for
website for
promote dialogue- Receiving a clear and questionnaire
patients/experience
a patients’
understandable
Brainstorming
on
Giving
advice
on
experts
association
A checklist
for using
the Involvement
Matrix
Advisor
Partner
Decision-maker
version
of the results
dissemination of
a post-project
magazine
An overview with examples from an existing
project illustrating
how the roles are filled by phase
project results
follow-up plan

hat experience experts can play at eachAssociated
phase of a project.
Based on a literature search and
products
article together)
ews of expert panels, five roles of involvement
been incorporated
into the Involvement
We havehave
developed
a number of products
to help to use the Involvement Matrix:
x: the Listener, the Co-thinker, the Advisor, the Partner and the Decision-maker.
TheCo-thinker
Involvement Matrix
with a brief explanation on the second
Decision
Thepage
person in this role takes initiative and makes
Listener
A digital form version of the Involvement Matrix that can be filled in
Maker
decisions
Associated productsAn animated film about
the ideas behind the Involvement Matrix
(e.g.,experts
lived
expert develops a website about the
Some
examples
ofInvolvement
input
from
We have developed aAnumber
of products
help to use
Matrix:
practical
guide to
focused
on the
the
practical
use
ofexperience
thecan
Involvement
Matrixexperience
as a(people
resource
* ‘Experience
experts’
be broadly interpreted
here
with ato
disability, young people, parents, relatives, etc.)
presents results
at a conference)
Listener
Co-thinker
Advisorproject orPartner
Decision-maker
promote
dialogue
The Involvement
Matrix with
a brief explanation on the second
page
A digital form version
of the -Involvement
Matrix
that can be -filled
in an opinion
Access
a request
Giving
- Input into a
- Co-analysis
- Giving a conference
A checklist
for
usingtothe
Involvement
Matrix
An
animated
film
about
the
ideas
behind
the
Involvement
Matrix
for a subsidy
about an idea for a
recruitment letter of interview
Listener
Co-thinker
Advisor
Decision-maker
An overview
withPartner
examples from an
existing
project illustrating
how the roles are filled by phase presentation
A practical guide focused on the practical use of the Involvement Matrix as a resource to

Think about these
roles and decide,
which feels best for
you?

project

data

promote dialogue
- Being present at a
- Recommending
Some
examples
of input
from experience
experts
A checklist
for using
the Involvement
Matrix
project
meeting
- Trying
out a
topics for
- Co-writing an
ve developed a number of products
to help
to
use
the
Involvement
Matrix:
An overview
with
examples
from
an
existing
project
illustrating
how
the
roles
are
filled
by
phase
questionnaire
interviews
article, e.g. for
Listener
Co-thinker
Advisor
Partner
Decision-maker

ciated products

- Building and
maintaining a
website for
patients/experience
experts

www.participatiematrix.nl

Be sure to ask the researcher what role they are seeking to ensure a good fit between yourself and the project.
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Do you understand your role and the role of others? What role fits best for you?
1.
I understand my role very well

I am unclear on my role

2.
I understand the role of other
team members very well

I am unclear on the role of
other team members

3.
After considering the different involvement
roles and talking to the researcher, the role
they are seeking matches for me

After considering the different involvement
roles and talking to the researcher, the role
they are seeking doesn’t match for me

Do you have the necessary knowledge, personal connection, and training?
4.
I have a lot of knowledge about the topic

I have little knowledge about the topic

5.
I have a close personal connection
to the topic

I have no close personal connection
to the topic

6.
I or my family member are similar
to the people the study is about

I or my family member are different
from the people the study is about

7.
I have the training and support I
need to partner in the project

I don’t have the training and support I
need to partner in the project

What further knowledge and skills might you need to partner in the research project (e.g., research
ethics training, confidence speaking in a group, conflict management):

Do you have time?
8.
I have a lot of time to offer to the project

I have little time to offer to the project
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9.
I have flexible days and times to offer

I only have specific days and times available

Are your personal values aligned?
10.
The research project aligns with my physical,
emotional, and spiritual values (e.g.,
comfortable with the topic, content,
intervention)

The research project does not align with my
physical, emotional, or spiritual values (e.g.,
uncomfortable with the topic, content,
intervention)

11.
I feel physically, emotionally, and spiritually,
safe to talk about the research topic

I feel physically, emotionally, or spiritually
unsafe to talk about the research topic

12.
The topic and partnering with researchers
does not trigger negative feelings for me

The topic and partnering with researchers
triggers negative feelings for me

13.
I would like to be financially compensated for
my contribution to the project

What personal barriers might get in the way
when partnering in the research project:

I would like to contribute to the project
without financial compensation

What personal facilitators might help when
partnering in the research project:

After considering the role, knowledge, time, values, and benefits associated with the research project,
it’s time to decide!
14.

Partnering in this research project
is a good fit for me right now

Partnering in this research project
is not a good fit for me at this time
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