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1. Best Practice Recommendations for  
Patient-Oriented Research

The purpose of this document is to provide Patient-Oriented Research (POR) Best 
Practice Recommendations for researchers undertaking research in Northwestern 
Ontario. The goal is to contribute to building a sustainable, accessible, and 
equitable process, which can support clients and community stakeholders to be 
fully engaged in the creation of knowledge that can inform health services and 
maximize therapeutic outcomes. Ultimately, these recommendations can be used by 
researchers with the aim to strengthen the therapeutic alliance between clients and 
health professionals and improve healthcare systems, services, and health outcomes.

2. Unique context of Northwestern Ontario

Hospitals (16)

t� 4U��+PTFQI�T�$BSF�(SPVQ� 
(Thunder Bay)

t� 5IVOEFS�#BZ�3FHJPOBM�)FBMUI� 
Sciences Centre 

t� 4JPVY�-PPLPVU�.FOP�:B�8JO� 
)FBMUI�$FOUSF

t� 3FE�-BLF�.BSHBSFU�$PDIFOPVS� 
.FNPSJBM�)PTQJUBM

t� -BLF�0G�5IF�8PPET�%JTUSJDU�)PTQJUBM�
(Kenora)

t� (FSBMEUPO�%JTUSJDU�)PTQJUBM

t� "UJLPLBO�%JTUSJDU�)PTQJUBM

t� 3JWFSTJEF�)FBMUI�$BSF�	'PSU�'SBODFT


t� %SZEFO�3FHJPOBM�)FBMUI�$FOUSF

t� .BSZ�#FSHMVOE�$PNNVOJUZ� 
)FBMUI�$FOUSF�	*HOBDF


t� &NP�)FBMUI�$FOUSF

t� 3BJOZ�3JWFS�)FBMUI�$FOUSF

t� /JQJHPO�%JTUSJDU�.FNPSJBM�)PTQJUBM

t� .BOJUPVXBEHF�%JTUSJDU�)PTQJUBM��

t� .D$BVTMBOE�)PTQJUBM�	5FSSBDF�#BZ


t� .BSBUIPO�8JMTPO�(FOFSBM

Community Primary Care  
Health Providers (6)

t� )FBMUI�$BOBEB�

t� 4JPVY�-PPLPVU�'JSTU�/BUJPOT� 
)FBMUI�"VUIPSJUZ

t� 4IJCPHBNB�'JSTU�/BUJPOT�$PVODJM

t� 8JOEJHP�'JSTU�/BUJPOT�$PVODJM

t� *OEFQFOEFOU�'JSTU�/BUJPOT�"MMJBODF

t� 'JSTU�/BUJPO�$PNNVOJUZ� 
)FBMUI�%JSFDUPST�

Regional Research  
Organisations (4)

t� -BLFIFBE�6OJWFSTJUZ�

t� /PSUIFSO�0OUBSJP�4DIPPM�PG�.FEJDJOF

t� $POGFEFSBUJPO�$PMMFHF

t� 5IVOEFS�#BZ�3FHJPOBM�)FBMUI� 
3FTFBSDI�*OTUJUVUF�	5#3)3*
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3. The District of Thunder Bay

)PTQJUBMT�JO�5IVOEFS�#BZ
�0OUBSJP�BSF�QBSU�PG�UIF�/PSUI�8FTU�-PDBM�)FBMUI�*OUFHSBUJPO�/FUXPSL�
	-)*/

�XIJDI�DPOTJTUT�PG�mWF�TVC�SFHJPOT��1SJODJQMFT�VOEFSMZJOH�DMJFOU�JOWPMWFNFOU�BT�SFTFBSDI�
QBSUOFST�BMJHO�XFMM�XJUI�CPUI�UIF�4U��+PTFQI�T�$BSF�(SPVQ�	4+$(
�BOE�5IVOEFS�#BZ�3FHJPOBM�
)FBMUI�4DJFODFT�$FOUSF�	5#3)4$
�.JTTJPO�BOE�7JTJPO�TUBUFNFOUT��5IFTF�QSJODJQMFT�FODPVSBHF�
collaboration with multiple stakeholders, including clients to achieve quality client-centred care. 

St. Joseph Care Group (SJCG)

4U��+PTFQI�T�$BSF�(SPVQ�	4+$(
�DPNCJOFT�USBEJUJPO�BOE�JOOPWBUJPO�
in responding to the unmet needs of the people of Northwestern 
0OUBSJP�TJODF�������4+$(�JT�IFSF�GPS�PVS�DMJFOUT
�PGGFSJOH�B�CSPBE�
SBOHF�PG�QSPHSBNT�BOE�TFSWJDFT�JO�"EEJDUJPOT���.FOUBM�)FBMUI
�
3FIBCJMJUBUJWF�$BSF
�BOE�4FOJPST��)FBMUI�BDSPTT�FJHIU�TJUFT�JO�UIF�
City of Thunder Bay. 

Mission Statement:  
4U��+PTFQI�T�$BSF�(SPVQ�JT�B�$BUIPMJD�
organization that identifies and 
responds to the unmet needs of the 
people of Northwestern Ontario, 
as a way of continuing the healing 
NJTTJPO�PG�+FTVT�JO�UIF�USBEJUJPO�PG�
UIF�4JTUFST�PG�4U��+PTFQI�PG�4BVMU�4UF��
Marie.

Vision Statement: A leader in 
client-centred care.

Core Values: Care, compassion, 
and commitment.

4+$(�T�WBTU�TFSWJDF�BSFB�BOE�DVMUVSBMMZ�EJWFSTF�DMJFOU�QPQVMBUJPO�
includes many remote and isolated communities where access to 
specialized health services is a challenge. To meet that challenge, 
4+$(�mOET�OFX�BOE�JOOPWBUJWF�XBZT�UP�EFMJWFS�DBSF�UISPVHI�
technology and strong partnerships, and are Northwestern 
0OUBSJP�T�SFHJPOBM�MFBE�GPS�3FIBCJMJUBUJWF�$BSF
�#FIBWJPVSBM�
4VQQPSUT
�4FOJPST��$BSF
�3BQJE�"DDFTT�"EEJDUJPO�.FEJDJOF
�BOE�
Palliative Care. 

Thunder Bay Regional Health Sciences Centre (TBRHSC)

5#3)4$�T�NJTTJPO�UP�“deliver a quality patient experience in an 
academic health care environment that is responsive to the needs of 
the population of Northwestern Ontario” will  
be advanced through efforts to learn from lived  
experience of clients.  

Mission Statement:  
We will deliver a quality  
patient experience in an academic 
health care environment that is 
responsive to the needs of the 
population of Northwestern 
Ontario.

Vision Statement:  
)FBMUIZ�UPHFUIFS

Values: Patients First, 
Accountability, Respect  
and Excellence. 

5#3)4$�T�WBMVFT�PG�“Patients First, Accountability, Respect, and 
Excellence”�BOE�4+$(�T�WJTJPO�PG�CFJOH�“a leader in client-centred 
care” are consistent with POR best practices, for example having 
clients play a key role in identifying research questions or topics, 
and giving them first priority and respect as research team 
members and partners.

With Thunder Bay serving communities throughout Northwestern Ontario, involvement of 
clients may extend beyond the city of Thunder Bay. It may be challenging or impossible for 
researchers to effectively plan a POR or client engagement that will extend to the entire region 
of Northwestern Ontario. Researchers will need to refine POR approaches, depending on the 
context, health settings, and community needs, considering the transferability of findings to 
other communities, cities, or health settings. 
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4. Definition: What is Patient-Oriented Research (por)?

A patient (or client) is a person with lived experiences concerning a particular health issue(s)  
or an informal caregiver, which include family and friends who have a level of understanding on  
the issue due to their relationship with the person.

Patient-oriented research (POR) is research that engages clients  
as active partners at various levels (governance, priority setting, 
conduct of research, summarizing, distributing, sharing, and 
knowledge application) to improve health and health care with 
a focus on client-identified priorities.  Simply, clients as part 
of the research team are collaborating and co-building with 
researchers, health care practitioners, and decision-makers in 
the research.

POR refers to a research project that engages clients as  
co-researcher and focuses on priorities which are identified  
in collaboration with the client(s). To be classified as POR,  
a research project should include the following features: 1

t� 5IF�SFTFBSDI�UFBN�JODMVEFT�DMJFOUT
�SFTFBSDIFST
� 
health care providers, and decision makers.

t� 3FTFBSDI�RVFTUJPOT�QSPQPTFE�CZ�SFTFBSDIFST� 
must be co-developed with, and/or accepted by clients.

t� $MJFOUT�BSF�JOWPMWFE�BU�WBSJPVT�MFWFMT�PG�SFTFBSDI��HPWFSOBODF
�QSJPSJUZ� 
setting, summarizing, distributing, sharing, and knowledge application.

t� 3FTFBSDIFST
�IFBMUI�DBSF�QSPWJEFST
�EFDJTJPO�NBLFST
�BOE�QPMJDZ�NBLFST�BQQSFDJBUF�UIF� 
value of partnering with clients and clients understand the value of these collaborations.

t� *ODMVTJPO�PG�FYQMJDJU�QSPDFTTFT�UP�CVJME�B�USVTUJOH�SFMBUJPOTIJQ�BOE�NFBOJOHGVM�DMJFOU�DPMMBCPSBUJPO�
throughout various stages of the project, such as developing POR protocols, defining the research 
question, designing the project, recruiting study participants, collecting data, data analysis, 
dissemination of study findings, and project evaluation, inform POR guidelines, and  
consultant for hospital research programs.

t� $MFBS�BOE�FYQMJDJU�VOEFSTUBOEJOH�PG�UIF�QVSQPTF�GPS�UIF�FOHBHFNFOU�BOE� 
how the client partner(s) will contribute to the planning process.

Note: inclusion = kikinikewin

For the purposes of 
these Guidelines,  
a patient (or client) is 
defined as a person 
with lived experience 
of a health issue,  
an informal caregiver,  
a family member,  
or a friend.
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5. Principles: Values that guide  
Patient-Oriented Research 

There are various core principles that govern client involvement in research. Guiding principles 
can be drawn from three sources: 1) Strategy for Patient-Oriented Research (SPOR) from the 
$BOBEJBO�*OTUJUVUFT�GPS�)FBMUI�3FTFBSDI�	$*)3
���
�*/70-7&�GSPN�UIF�6OJUFE�,JOHEPN�T�/BUJPOBM�
)FBMUI�4FSWJDF��BOE��
�1BUJFOU�$FOUFSFE�0VUDPNFT�3FTFBSDI�*OTUJUVUF�	1$03*
�GSPN�UIF�6OJUFE�
States. Each set of principles is uniquely worded but there are overlaps across the principles in the 
spirit and intent of POR. 

Strategy for Patient-Oriented 
Research (SPOR) 2

Canada, 2011

INVOLVE 

United Kingdom, 1996

Patient-Centered Outcomes 
Research Institute (PCORI) 3

United States, 2010

Inclusiveness: Promote 
PQFOOFTT�UP�DMJFOU�T�QFSTQFDUJWF�
based on lived experience. 

Fairness of Opportunity:  
All stakeholders in the research 
understand and give support 
to the principles of equality, 
diversity, and inclusion. 
Researchers and research 
organizations should ensure 
that public involvement 
opportunities are open to all 
and information is written in 
simple English and accessible in 
different formats.

Reciprocal relationship: The 
roles and decision-making 
authority of all stakeholders in 
the research team should be 
clearly outlined and maintained 
in agreement by all in the team.

Support: Needed support 
should be extended to 
participating clients to enhance 
their skills, understanding of 
the project, and involvement. 
Give clients necessary training, 
education, and financial 
support.

Support: Make sure all 
stakeholders, especially the 
client partners, have the needed 
support to learn and develop 
the skills required to be actively 
involved in the research. Provide 
researchers the knowledge 
needed to support public/client 
involvement in research. Make 
financial provisions to cover 
QVCMJD�NFNCFST��FYQFOTFT��
Take advantage of infrastructure 
within research organizations to 
support public involvement in 
research.

Partnership: Clients and 
PUIFS�TUBLFIPMEFST��UJNF�BOE�
contributions are valued, which 
is evidenced in equal financial 
compensation. Members of the 
research team expect diversity, 
are culturally competent and 
accommodate those with a 
disability.
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Strategy for Patient-Oriented 
Research (SPOR) 2

Canada, 2011

INVOLVE 

United Kingdom, 1996

Patient-Centered Outcomes 
Research Institute (PCORI) 3

United States, 2010

Mutual Respect: All 
stakeholders acknowledge 
differences in expertise 
BOE�SFTQFDU�POF�BOPUIFS�T�
contributions.

Respect: All members of the 
research team (researcher, 
research organizations, and 
client) must respect one 
BOPUIFS�T�SPMFT
�QFSTQFDUJWFT
�
skills, knowledge, and 
experiences.

Transparency: All members 
of the research team should 
have a good understanding of 
the research project and why 
they are involved. Researchers 
and other research partners 
should truthfully inform public 
members about the purpose, 
scope, and expectations of the 
research.

Transparency, honesty, 
 and trust: Research team  
decisions are made inclusively 
with open and honest 
communications among all 
members at all levels.

Co-Building: Researchers, 
health practitioners, and 
clients collaboratively identify 
important health issues and 
develop appropriate measures.

Responsiveness: Give good 
attention and react well to 
the input of public members 
involved in research studies. 
Everyone involved in the 
research contributes to group 
decision-making. Researchers 
and research organizations 
committed to public/client 
involvement should act on the 
input of the public/client.

Accountability: All 
stakeholders are accountable 
to one another. Researchers, 
research organizations, and 
public members evaluate the 
effect of public participation in 
the research.

Co-Learning: Provide helpful 
resources to stakeholders and 
clients involved in research, to 
help understand the research 
process and gain knowledge 
on client-centredness and 
engagement.
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  OCAP

Kaa kihtencikaatekin tepwewininan ihiweniwan 
Anishinini otepwewinan Tipinawewisiwin, Min 
ciminikewin, Tepinikewin, miina Tahkonikewin 
(OCAP), mii ihiweniwan tepwe  enahtek Anishinini 
omihkikewin keyishi maamoonshakinikaatek, 
kanawencikaatek, aapatahk, miina wii ci 
aapacihcikaatek.   

A valuable set of principles are the First Nations 
principles of Ownership, Control, Access, and 
Possession (OCAP), which are de facto standards 
for how First Nations data should be collected, 
protected, used, and shared. 

The First Nations Principles of OCAP: 4

Ownership: Refers to the connection of First Nations to their cultural knowledge, data, and 
information. The principle of Ownership states that a community/group owns information 
collectively as a person owns his/her private information.

Control: First Nations, their communities, and representative bodies have the 
right to seek control over all aspects of research and information management 
processes that concern them. This includes all stages of a research project 
from start to finish. This include the control of resources, review processes, 
planning, management of the information, and more.

Access: First Nations must have access to information and data that involve 
them and their communities irrespective of project location. First Nations 
communities and organizations have the right to manage and make decisions 
on access to their collective information.

Possession: While ownership identifies the relationship between a people 
and their information in principle, possession or stewardship is more concrete: 
it refers to the physical control of data. Possession is the mechanism by which 
ownership can be asserted and protected. 

Further to this, other Indigenous groups or communities may have their own protocols or 
standards when choosing to participate in research. When working with Indigenous populations, 
it is important to consult and collaborate at the onset of the research and on an ongoing basis to 
ensure the priorities, needs, and goals of the researchers and the communities are being met. 
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6. Rationale: Involving Clients as Co-Researchers

Client involvement in research is important as it enables clients with lived experiences to share 
their unique perspectives in the development of approaches, services, and policies that will help 
FOBDU�B�DIBOHF�JO�$BOBEB�T�OBUJPOBM�BOE�QSPWJODJBM�IFBMUI�TZTUFNT��103�NBLFT�SFTFBSDI�NPSF�
accountable and transparent and can bring about exceptional findings. To achieve better POR 
results, client partners need to be involved in the research project from the outset, helping to ask 
questions that are most relevant to clients and their experiences of health services and policies.5 
Ultimately, meaningful engagement of clients in health research leads to more effective health 
policies and health services. 

In POR, clients engage in research as research partners (“patient researchers” or PRs), 
bringing their lived experiences and unique understandings of health issues, illness, and health 
care. Client partners are valued research partners, because they bring a unique perspective that 
health care staff and researchers might not otherwise consider. Client partners will likely bring up 
issues, concerns, possible solutions and perspectives that other research team members do not 
possess.6  

Key rationale for engaging clients in research is that they have valuable knowledge to 
contribute, and they have the right to be involved in shaping the services that affect them. More 
specifically: 7  

t� $MJFOUT�IBWF�VOJRVF�FYQFSUJTF�BOE�FYQFSJFODFT�BOE�IBWF�B�WJUBM�SPMF�UP�QMBZ�JO�EFmOJOH�UIF�IFBMUI
�
social, legal, and research policies that affect them.

  Wiicihaakanak paahpahkaan ishi okihkentamaawiniwak miina kiihpiishihsewak miina oka kihci 
wiicihtoonaawaa kekonen kaa icikaatek minoyaawin, wiitaatisiimiwewin, onaahkonikewin, mii  na 
mahcihsewin kaa nanaantawencikaatek onaahkonikewinensan kaa naanta ishipinikoowaac.

t� $MJFOUT�IBWF�UIF�DBQBCJMJUZ�BOE�TVQQPSU�UP�NFBOJOHGVMMZ�DPOUSJCVUF�UP�BOE�QBSUJDJQBUF�JO�SFTFBSDI�

  Wiicihaakanak ci kahshkihtoowaac miina ci wiicihintwaa kwayahk ci pakitinikewaac miina ci 

wiicihtoowaac macihsewin kaa nanaantawencikaatek.

t� $MJFOUT�IBWF�UIF�SJHIU�UP�CFDPNF�JOWPMWFE�JO�BDUJWJUJFT�UIBU�BGGFDU�UIFJS�IFBMUI�BOE�XFMM�CFJOH��

  Wiicihaakanak omashkawisiiwiniwak ci wiicihtoowaac tootamoowinan ke wiicihikoc ominoyaa winink 
miina mashkawaatisiwin.

t� $MJFOUT�IBWF�UIF�SJHIU�UP�CF�BCMF�UP�NBLF�JOGPSNFE�EFDJTJPOT�BCPVU�UIFJS�IFBMUI��

  Wiicihaakanak omashkawisiiwiniwak ci onentamiwaac ominoyaawiniwaa. 

The following are key reasons why POR is valuable: 8  

Improved health: Clients help us understand, from an insider perspective, what leads to better 
health outcomes and how specific characteristics of health services have contributed (or not) 
UP�UIPTF�PVUDPNFT��$MJFOU�FOHBHFNFOU�EFFQFOT�UIF�VOEFSTUBOEJOH�PG�DMJFOUT��DPODFSOT�BOE�
provides answers that will be meaningful to improve client health and the health system.
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Improved access to the health care system: Clients help us understand the barriers and 
facilitators to accessing health services and resources. 

The right treatment at the right time:�5IF�0OUBSJP�.JOJTUSZ�PG�)FBMUI�BOE�-POH�5FSN�$BSF�
(2015) aims “to successfully build a high-performing, better connected, more integrated, patient-
centred health system,” with access to care remaining a priority. 9

Being an active and informed partner in health care: Establishing a client-oriented research 
team increases the client perspective in the research process. Ideally, the client perspective will 
FOIBODF�IFBMUI�QSPGFTTJPOBMT��VOEFSTUBOEJOH�PG�IPX�UP�EFMJWFS�DMJFOU�DFOUSFE�TFSWJDFT�

Quality of life that is tied to client-oriented outcomes: When identifying therapeutic goals, 
client-oriented understandings of quality of life are essential. What health professionals identify 
as client goals may not be consistent with holistic aspects of quality of life that are important to 
clients. 

Make a contribution to improving the cost effectiveness of the health care system: Ontario 
.JOJTUSZ�PG�)FBMUI�BOE�-POH�5FSN�$BSF�����������FTQPVTFE�QSJPSJUZ�JT�iQVUUJOH�QFPQMF�BOE�
patients first and promoting evidence-based care.”10  When health services meet the needs of 
clients and engage them in culturally safe care, resources will be more effectively spent.  

Mutual skills building: POR builds the skills and knowledge of clients, health researchers and 
health professionals. Clients, in particular, may gain confidence and new skills in research that can 
be transferable to other projects, increase confidence, and they may gain access to information 
they can understand and use.



—   10   —

7. Best Practices: Practical Strategies for  
Engaging Clients

These best practice recommendations are intended to help direct the course of action for POR 
projects. Without deliberately incorporating some of these best practices, it could be difficult for 
researchers to successfully engage clients as partners in designing and conducting research.11

Ideally, POR includes clients and all stakeholders in the entire research process.12  When planning 
any POR in Canada, the research team should make thorough plans to enable client partners to 
have genuine involvement in all stages of the research, including: 13 

t� EFWFMPQJOH�UIF�SFTFBSDI�RVFTUJPO

t� EFTJHOJOH�UIF�TUVEZ�	PWFSBMM�NFUIPET
�EBUB�DPMMFDUJPO�UPPMT
�QSPDFTTFT


t� DPMMFDUJOH�UIF�EBUB

t� BOBMZ[JOH�UIF�EBUB

t� EJTTFNJOBUJOH�UIF�mOEJOHT

t� FWBMVBUJOH�UIF�SFTFBSDI

It is also important to understand that there are different levels of client engagement. A helpful 
framework is the International Association for Public Participation (2004) IAP2 Public Participation 
Spectrum, which depicts increasing level of input and decision-making impact as one moves from 
left to right of the spectrum. 

INFORM CONSULT INVOLVE COLLABORATE EMPOWER

PUBLIC  
PARTICIPATION  
GOAL

Provide the public 
with balanced and 
objective information 
to assist them in 
understanding the 
problems, alternatives 
and/or solutions.

To obtain public 
feedback on analysis. 
alternatives and/or 
decisions.

To work directly with 
the public throughout 
the process to ensure 
that public concerns 
and aspirations 
are consistently 
understood and 
considered.

To partner with the 
public in each aspect 
of the decision 
making in the 
decision including 
the development of 
alternatives and the 
identification of the 
preferred solution.

To place final decision 
making in the hands of 
the public.

PROMISE  
TO THE  
PUBLIC

We will keep you 
informed.

We will  Keep you 
informed, listen to and 
acknowledge concerns 
and aspirations, and 
provide feedback 
on how public input 
influenced the 
decision. We will seek 
your feedback on 
drafts and proposals.

We will work with 
you to ensure that 
your concerns and 
aspirations are directly 
reflected in the 
alternatives developed 
and provide feedback 
on how public input 
influenced the 
decision.

We will work 
together with you to 
formulate solutions 
and incorporate 
your advice and 
recommendations 
into the decisions to 
the maximum extent 
possible.

We will implement 
what you decide.

*O�5IVOEFS�#BZ
�4U��+PTFQI�T�$BSF�(SPVQ�	4+$(
�ESFX�PO�*"1��QSJODJQMFT�UP�DPODFQUVBMJ[F�EJGGFSFOU�
levels of client engagement, from informing, to involving, to collaborating with clients and 
their families or caregivers. While informing is simply communicating decisions already made, 
involvement and collaboration allow clients to have input into those decisions. Involvement 
occurs when quick input from a diverse group is needed. Surveys, interviews and focus groups 
are common methods to gain input from clients/families. Involvement can also be done 
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informally and routinely by simply asking for input. Collaboration occurs when input on complex 
issues/topics that require long-term planning and decision-making is needed. Clients and 
families are involved in formal groups and processes responsible for organizational and strategic 
objectives. Clients and families commit to a specific level of responsibility and become partners in 
research, program or policy development.14  

COLLABOR ATE

WIITANOHKIIM

INFORM

WIINTAMAAKEWIN

INVO LVE

CIWIICIHTOOC

To provide clear and reliable 
information

t��8FCTJUF 
t��$PSQPSBUF�1VCMJDBUJPOT 
t��/FXT�.FEJB�"SUJGBDUT 
t��'BDU�4IFFUT 
t�/FXTMFUUFST

To create opportunities to 
share input

t��4VSWFZT�2VFTUJPOOBJSFT 
t��'PDVT�(SPVQT 
t��$MJFOU�.FFUJOHT 
t��'BNJMZ�.FFUJOHT 
t��*OUFSWJFXT 
t��4PDJBM�.FEJB 
t��'FFECBDL�#PYFT

To work together to make 
decisions

Client and Family Partners 
participation on: 
t��$PNNJUUFFT 
t��8PSLJOH�(SPVQT 
t��"EWJTPSZ�(SPVQT 
t��$PVODJMT

Power dynamics is another factor that may impose challenges on a project as client partners 
may not feel comfortable or respected when they think that other team members have more 
BVUIPSJUZ�UIBO�UIFN��)FODF
�UIFZ�NBZ�GFFM�VOEFSWBMVFE�15  To effectively engage diverse groups 
of clients, the research team should ensure that the power dynamics between the facilitators and 
the PRs are addressed. If PRs should perceive the researcher or facilitator as too knowledgeable 
or having more social capital than them, it may affect their level of comfort and how they provide 
information to the study.16
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Common client concerns17 Common researcher concerns

t� 5PLFOJTN�

t� /PU�CFJOH�UBLFO�TFSJPVTMZ�

t� 5JNF�BOE�mOBODJBM�DPNNJUNFOUT�

t� *OTVGmDJFOU�VOEFSTUBOEJOH�PG� 
subject matter or of research methods

t� %JTDPVSBHFNFOU

t� *OTVGmDJFOU�SFTPVSDFT�UP�DPNQFOTBUF�DMJFOUT

t� -PX�DMJFOU�MJUFSBDZ�PS�MBOHVBHF�CBSSJFST

t� 1PPS�VOEFSTUBOEJOH�PG�DMJFOUT��SPMF

t� 1PPS�DMJFOU�FOHBHFNFOU�TUSBUFHZ

t� %JTUSVTU

t� -BDL�PG�HVJEBODF�PS�DPNNVOJDBUJPO�

t� 1PPS�SFDSVJUNFOU�TUSBUFHZ

t� -BDL�PG�USBJOJOH�PQQPSUVOJUJFT

t� %BJMZ�SFTQPOTJCJMJUJFT�PG�B�DMJFOU�QBSUOFS�TVDI�BT�
care for family members

t� *OnFYJCMF�FNQMPZNFOU�TDIFEVMFT

t� )PVTFIPME�BOE�DBSFHJWFS�SFTQPOTJCJMJUJFT

t� -BDL�PG�USBOTQPSUBUJPO

t� *OTFDVSF�IPVTJOH

t� 6OQSFEJDUBCMF�TDIFEVMFT

t� 'PPE�JOTFDVSJUZ

t� $PQJOH�XJUI�BEEJDUJPO�PS�NFOUBM�JMMOFTT

t� "EEJUJPOBM�UJNF�BOE�SFTPVSDFT�OFDFTTBSZ�JO�103

t� 3FDPHOJ[JOH�DMJFOUT��LOPXMFEHF�BOE�
contributions

t� -BDL�PG�DMBSJUZ�PG�DMJFOU�SPMF�

t� -BDL�PG�DMBSJUZ�GPS�IPX�UP�FOHBHF�DMJFOU

t� /FFE�UP�GBDJMJUBUF�BDDFTT�UP�SFTPVSDFT�UZQJDBMMZ�
required for research, such as computer, 
Internet, printer, scanner, fax

t� /FFE�UP�EJTUJOHVJTI�CFUXFFO�SFTFBSDI�
participants (for data collection) and patient 
researchers (as partners), particularly for Ethics 
Review Boards

t� .BZ�OFFE�UP�OFHPUJBUF�NVUVBMMZ�BDDFQUBCMF�
means for paying patient researchers with 
institutional financial services 

There is no single strategy to overcome the challenges that come with a client partnership. 
In dealing with a sensitive population, it is very important to start by building a trusting 
relationship with the client partners and client researchers.18  By building a trusting relationship, 
the clients involved will feel safe throughout the research process and their partnership will be 
meaningful and active.
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8. Best Practices: Northwestern Ontario Context and 
Decolonizing Approaches

Below are some best practices in implementing a patient oriented research project.19 Included 
here are recommendations specific to Northwestern Ontario and specific to engaging in 
research with Indigenous people and communities. Researchers have a responsibility to respect 
and honour all people and communities. The recommendations for engaging in research with 
Indigenous people and communities is based on current literature and principles, but they are 
not to be viewed as exhaustive nor definitive. 

1. Identify the research question and methodology: Ideally, POR focuses on priorities 
identified by client(s) and health care provider(s) (not the researcher). With this in mind POR 
allows the client or health care provider to take the lead in pointing out the areas of health 
issues and healthcare concerns that are most paramount to them at the time. In cases where 
the research topic is generated by the researcher, client allyship needs to be secured to 
ensure congruency with POR principles.20  

Northwestern Ontario:

t� 5IFSF�JT�SFTFBSDI�DBQBDJUZ�JO�/PSUIXFTUFSO�0OUBSJP�UP�FOHBHF�JO�DPNNVOJUZ�CBTFE�SFTFBSDI��
Existing processes for inviting communities to identify research priorities can be built on. 

t� 8F�SFDPNNFOE�UIBU�JU�CFDPNF�DPOTJEFSFE�CFTU�QSBDUJDF�GPS�FWFSZ�IFBMUI�SFMBUFE�SFTFBSDI�UFBN�UP�
include one or more patient researcher. 

t� 8F�SFDPNNFOE�UIBU�SFTFBSDI�JOTUJUVUFT�BOE�IPTQJUBMT�EFWFMPQ�QSPDFTTFT�GPS�DMJFOUT�UP�QSJPSJUJTF�
research needs and interests. 

Decolonizing research approaches: 

t� 8PSL�DPMMBCPSBUJWFMZ�UP�EFWFMPQ�B�SFTFBSDI�RVFTUJPO�UIBU�SFnFDUT�UIF�OFFET�PG�CPUI�QBUJFOUT�BOE�
researchers.

t� 'BDJMJUBUF�PQFO�EJBMPHVF�SFHBSEJOH�XIJDI�NFUIPEPMPHZ�JT�TVJUBCMF�UP�BEESFTT�UIF�SFTFBSDI�UPQJD�BOE�
culture. 

t� 5IFSF�NBZ�CF�OFFE�GPS�FEVDBUJPO�BCPVU�NFUIPEPMPHZ�GPS�SFTFBSDIFST�BOE�PS�QBUJFOU�SFTFBSDIFST��
Researchers may be asked to consider methods outside their existing expertise. 

t� i5XP�FZFE�TFFJOH�GSBNFXPSLw�QSJWJMFHFT�*OEJHFOPVT�QFSTQFDUJWFT��*U�PGGFST�B�GSBNFXPSL�XIFSF�
Indigenous and non-Indigenous worldviews can be seen as complementary.21 

 Ci niikaanakintek onahcikewin “kaa niishoocaapi kanawaapancikaatek onahcikewin” wimihti 
kooshi miina anishinini kaashi kanawaapancikewaac ciishi waapancikaatek ewiicihitiimakahkin. 

t� 6OEFSTUBOE�BOE�SFTQFDU�UIF���3�T�JO�UIF�DPOUFYU�PG�*OEJHFOPVT�SFTFBSDI�	SFMBUJPOTIJQ
�SFTQFDU
�
relevance, responsibility and reciprocity).22 

 /JITJUPIUBBO�NJJOB�LJIUFOUBO�LBB�OJZBBOBOPXBBD�3�T�OFILF�PODJ�"OJTIJOJOJ�PNBDJITFXJO�LBBTIJ�
nanaantawentank (wiiciiwitiwin, kihtenimiwewin, kewinci wiicihiwemakahk, papaamisiihkanci 
kewin miina kwehkwehk keshi wiicihiwemakahk).
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2. Recruit wisely: It is crucial that PRs be representative and engaged. Consider questions 
such as: Whose voices and experiences are most relevant to the conversation? What issues 
will be discussed? And how? The type and depth of engagement will help determine the PR 
outreach process. If possible, aim for a mix of people who are new to engagement and those 
who are experienced.

� Consider and meet the needs of a variety of clients, populations, and age groups
� Deliberately identify and engage under-represented client groups
� Support clients in their efforts to engage/reach out to underrepresented groups

Northwestern Ontario:

t� /PSUIXFTUFSO�0OUBSJP�DPWFST��WBTU�HFPHSBQIJDBM�SFHJPOT�BOE�JODMVEFT�B�EJWFSTF�QPQVMBUJPO��
Research teams will need to consider the population of interest and determine what is 
“representative” for the scope of the project. 

t� 3FTFBSDIFST�NBZ�DPOTJEFS�UIF�OFFE�GPS�BDDFTT�UP�USBOTMBUPST�BOE�JOUFSQSFUFST�UP�QSPWJEF�JODMVTJWF�
and diverse team engagement. 

t� 3FTFBSDIFST�XJMM�OFFE�UP�DPOTJEFS�AIJEEFO��mOBODJBM�DPTUT�GPS�QSPTQFDUJWF�13T�	F�H�
�CVT
�QBSLJOH
�
child care)

Decolonizing research approaches:

t� "T�QFS�0$"1�QSJODJQMFT�BOE�UIF�5$14���https://ethics.gc.ca/eng/tcps2-eptc2_2018_chapter9-
chapitre9.html, research that involves Indigenous People must adhere to distinct processes of 
knowledge governance that extends beyond research team membership. 

t� &OTVSF�NFNCFST�PG�UIF�DPNNVOJUZ�ZPV�BSF��QBSUOFSJOH�XJUI�EVSJOH�UIF�SFTFBSDI�QSPDFTT�BSF��
involved in recruiting participants should they wish to be so. 

t� &OTVSF�SFDSVJUNFOU�QSPDFEVSFT�BSF�DPMMFDUJWFMZ�EFDJEFE�UP�FOTVSF�UIFZ�JODPSQPSBUF�MPDBM�DVTUPNT�
and traditions.

t� #F�NJOEGVM�UIBU
�IJTUPSJDBMMZ
�SFMBUJPOTIJQT�XJUI�SFTFBSDI�BOE�IFBMUI�DBSF�TZTUFNT�IBWF�OPU�
necessarily all been positive, resulting in mistrust. An ongoing lack of appropriate and culturally 
suitable care has created tensions and reluctance for Indigenous clients to be willing to engage in 
health research (especially if it is  within a health care system framework). 

 Three methods to identify/connect with clients for a POR project: 23 

a) A case-by-case basis where researchers identify clients with experience of a health condition or 
knowledge about a particular subject matter. 

b) Researchers and clients seek each other out through the use of directories.  Clients and researchers 
look for posted projects. 

c) Researchers and clients are matched by a third party. 

 Four strategies for recruiting patient researchers: 24 

a) Social marketing: Advertisements on radio, TV, newspapers, social media and community spaces 
for example churches, schools, libraries, and waiting rooms. 

b) Community outreach: Town hall meetings, reaching out to community leaders, booths at 
community events, fairs and festivals. 

D
� )FBMUI�TZTUFN��)FBMUI�DBSF�QSPWJEFST�PS�SFTFBSDI�TUBGG�BQQSPBDI�QSPTQFDUJWF�DMJFOUT�XJUIJO�UIF�
healthcare system to inform them of the project. Organisations may consider maintaining a list of 
interested clients (with consent), such as through Research Services or Peer Support Services. 

d) Partners: Cooperation with an organization or group who have members or can reach out to 
community members based on previously established trusting relationships.

https://ethics.gc.ca/eng/tcps2-eptc2_2018_chapter9-chapitre9.html
https://ethics.gc.ca/eng/tcps2-eptc2_2018_chapter9-chapitre9.html
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Northwestern Ontario:

t� *O�/PSUIXFTUFSO�0OUBSJP
�UIFSF�BSF�OP�FYJTUJOH�GPSNBM�QSPDFTTFT�UP�DPOOFDU�SFTFBSDIFST�BOE�DMJFOUT��
)PXFWFS
�NBOZ�IPTQJUBMT�IBWF�CPUI�3FTFBSDI�4FSWJDFT�BOE�1FFS���'BNJMZ�"EWJTPSZ�HSPVQT�UIBU�NBZ�
support these types of connections. 

Decolonizing research approaches:

t� &OHBHFNFOU�XJUI�MPDBM�FMEFST�BOE�MFBEFST�NBZ�EJSFDU�SFTFBSDIFST�UP�LOPXMFEHF�IPMEFST�OPU�

otherwise considered.

3. Give PRs the tools they need: Provide PRs with accessible, relevant, and balanced 
resources and support to build their knowledge and skills and increase their confidence and 
capacity to engage. Provide the necessary capacity building and ensure that projects include 
a phase for adequate education, orientation, and training for clients, researchers, health 
DBSF�QSPWJEFST
�BOE�EFDJTJPO�NBLFST��$MJFOUT��BCJMJUZ�UP�QBSUJDJQBUF�BOE�DPNGPSU�TIBSJOH�UIFJS�
thoughts and experiences are additional factors to consider when engaging clients. 

Northwestern Ontario:

t� *U�NBZ�CF�BEWBOUBHFPVT�UP�EFWFMPQ�NPEVMFT�JO�NVMUJQMF�GPSNBUT�	F�H�
�POMJOF
�XSJUUFO
�BCPVU�
research and research processes. Research organisations and health organisations can work 
together to reduce duplication of resources. 

t� &UIJDT�#PBSET�BOE�3FTFBSDI�4FSWJDFT�NBZ�SFWJFX�UIFJS�QSPDFTTFT�UP�TVQQPSU�JOWPMWFNFOU�PG�QBUJFOU�
researchers and remove unnecessary barriers. 

t� 5P�TVDDFTTGVMMZ�DBSSZ�PVU�B�103�JO�/8�0OUBSJP�NPSF�CSPBEMZ
�UIF�SFTFBSDI�UFBN�NBZ�DPOTJEFS�
plans to accommodate the needs of the client partners and study participants, such as the use of 
distance technology. It is important to facilitate access to resources needed by patient researchers. 
Not all patient researchers will have ready access to phone, Internet, computer, scanner, fax, or 
videoconference capabilities. 

Decolonizing research approaches:

t� 3FTFBSDIFST�TIPVME�CF�BXBSF�PG�UIF�XBZT�JO�XIJDI�UIFJS�SFTFBSDI�QSPDFTTFT�NBZ�OFFE�UP�CF�
modified to suit the population they are working with (i.e., bringing in translators, including visuals, 
ensuring adequate time for explanation/consultation)

t� $POTVMUJOH�MPDBM�*OEJHFOPVT�$IJFG�BOE�$PVODJM�UP�SFWJFX�BOE�BQQSPWF�UIF�SFTFBSDI�QSJPS�UP�
commencing recruitment. 

t� 3FTFBSDIFST�TIPVME�CF�BXBSF�PG�BOE�MFBWF�SPPN�GPS��VOEFSTUBOEJOH�JOEJWJEVBM�FYQFSJFODFT�XJUIJO�
the context of family and community. 

t� 3FTFBSDIFST�TIPVME�CF�BXBSF�PG�UIF�DPODFQU�PG�TQJSJUVBM�FDPMPHZ�BOE�UIF�SPMF�JU�NBZ�QMBZ�JO�

viewpoints of patient researchers.
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4. Consider a range of engagement methods: Sometimes involvement of clients at all stages 
of research is not feasible. To engage clients at select stages, consider one-on-one interviews, 
focus groups, questionnaires/surveys, comment boxes, advisory councils/committees, 
meeting with client and family groups, storytelling, displays, or informally engaging clients/
families. Remember, involvement of patients as research partners is distinct from data 
collection and requires distinct approaches.  
 
It is essential to consider factors to support collaboration, such as location and times of 
meetings, teleconference or videoconference options, and spoken language. 

Northwestern Ontario:

t� 8IFO�FOHBHJOH�QBUJFOU�SFTFBSDIFST�JO�DPNNVOJUJFT�BU�B�HFPHSBQIJDBM�EJTUBODF�GSPN�UIF�MFBE�
researcher, distance technology may provide a means to engage clients. Distance technology 
can also provide a means to facilitate engagement of a broad range of clients, such as people 
with mobility challenges and primary caregivers, and during times of year when weather is 
unpredictable. 

t� 0QFO�FOEFE�ESPQ�JO�UJNFT�UIBU�TQBO�B�EBZ�NBZ�CF�IFMQGVM
�QBSUJDVMBSMZ�XIFO�FOHBHJOH�QFPQMF�XIP�
experience substance use or pain, have family or community obligations, or are employed. 

Decolonizing research approaches:

t� 3FTFBSDI�QSPDFTTFT�TIPVME�CF�DPMMBCPSBUJWF�BOE�EFDJEFE�VQPO�BU�UIF�POTFU�PG�UIF�SFTFBSDI��
5BJMPSJOH�FOHBHFNFOU�NFUIPET�BOE�MPDBUJPO�UP�TVJU�UIF�DMJFOUT��OFFET�BSF�FTTFOUJBM��

t� 4IPVME�ZPV�CF�FOHBHJOH�JO�*OEJHFOPVT�DPNNVOJUZCBTFE�SFTFBSDI
�BO�BEWJTPSZ�DPNNJUUFF�TIPVME�
be formed to collaborate on engagement methods suitable for that community.

t� 3FTFBSDIFST�TIPVME�CF�BXBSF�PG�UIF�&VSP�XFTUFSO�VOEFSQJOOJOHT�PG�UIF�SFTFBSDI�BQQSPBDI�BOE�
explore alternative versions that acknowledge different ways of knowing and being. Acknowledge 

BOE�DPOTJEFS�UIF�QPUFOUJBM�JOnVFODF�BOE�VTF�PG�*OEJHFOPVT�LOPXMFEHF�QBSBEJHNT�

5. Choose the best timeframe for meaningful input: Choose the best duration and 
frequency of meetings for gathering input for the project, purpose, or initiative. For PRs 
to provide input into a complex issue/topic, they may need considerable time to gain 
background knowledge to enable full participation. Generally, factors to consider in shaping 
an engagement process include its purpose, the resources and supports available, the level 
of commitment from PRs, the complexity or specialized focus of the project or initiative, and 
the urgency of the issue.

Northwestern Ontario:

t� 8IJMF�JU�JT�JEFBM�UP�JODMVEF�QBUJFOU�SFTFBSDIFST�UISPVHIPVU�BMM�TUBHFT�PG�SFTFBSDI
�UIJT�NBZ�OPU�CF�
realistic, depending on factors such as institutional processes, timelines, funding, and/or patient 
researcher availability. It is recommended that teams carefully consider minimum standards for 
involvement and avoid tokenism. 

Decolonizing research approaches:

t� #VJMEJOH�SFMBUJPOTIJQT�QSJPS�UP�FOHBHJOH�JO�BOZ�SFTFBSDI�QSPDFTT�JT�OFDFTTBSZ��3FTFBSDIFST�TIPVME�
DPOTJEFS�IJTUPSJDBM�DPOUFYUT�UIBU�NBZ�JOnVFODF�UIF�SFMBUJPOTIJQ�CVJMEJOH�QSPDFTT�BOE�FOHBHF�JO�

DSJUJDBM�SFnFYJWJUZ�JO�SFMBUJPO�UP�UIF�HSPVQT�UIFZ�BSF�XPSLJOH�XJUI�EVSJOH�UIF�SFTFBSDI�QSPDFTT



—   17   —

6. Be clear about your purpose and objectives: From the start, give PRs a clear 
VOEFSTUBOEJOH�PG�UIF�FOHBHFNFOU�T�QVSQPTF
�PCKFDUJWFT
�JOEJDBUPST�PG�TVDDFTT
�BOE�PG�
UIF�MFWFM�PG�JOWPMWFNFOU�ZPV�FYQFDU�GSPN�UIFN��-FU�UIFN�LOPX�UIBU�UIJOHT�NBZ�FWPMWF�CVU�
OPU�CFZPOE�UIFJS�DPNGPSU�MFWFM��2VFTUJPOT�UP�DPOTJEFS�JODMVEF��)PX�XJMM�UIF�FOHBHFNFOU�
BEWBODF�UIF�HPBMT�GPS�JNQSPWJOH�DBSF�PS�TFSWJDF �)PX�XJMM�UIF�13�T�JOQVU�CF�TPVHIU�GPS�
decision-making, especially as the engagement evolves? Will the engagement connect to 
policy change, program design, service delivery, or a combination thereof? If so, how? 

Northwestern Ontario:

t� #F�DPOTDJFOUJPVT�PG�QFPQMFT��SPMFT�JO�UIFJS�DPNNVOJUJFT�BOE�EJTDVTT�QPUFOUJBM�SJTLT�PS�DPOnJDU�PG�
interest. 

t� 1BSUJDVMBSMZ�XIFO�JOUFHSBUJOH�DSJUJDBM�QFSTQFDUJWFT�PS�BEESFTTJOH�IJHIMZ�TFOTJUJWF�UPQJDT
�B�QBUJFOU�
SFTFBSDIFST��QPTJUJPO�BOE�SFQVUBUJPO�JO�UIF�DPNNVOJUZ�OFFET�UP�CF�QSPUFDUFE���

Decolonizing research approaches:

t� $PMMBCPSBUJPO�BOE�EFDJTJPO�NBLJOH�BU�UIF�POTFU�PG�UIF�SFTFBSDI�FOTVSFT�FOHBHFNFOU�FYQFDUBUJPOT�
are outlined from both sides to ensure a respectful and productive research relationship

t� $SFBUJOH�B�SFTFBSDI�BHSFFNFOU�	XSJUUFO�PS�PSBM
�SFMBUJOH�UP�UIF�QVSQPTFT�BOE�PCKFDUJWFT�DPMMFDUJWFMZ�
decided should be created and shared openly with both researchers and community members

t� $P�DPOTUSVDUJOH�JNQPSUBOU�SFTFBSDI�EPDVNFOUT�	TVDI�BT�DPOTFOU�GPSNT
�FOTVSFT�UIF�QVSQPTF�BOE�

objectives are properly translated to participants.25 

7. Be clear about the level of commitment needed: By agreeing to participate as patient 
researchers, people accept that they are ready to devote their time and energy because they 
understand the importance of the project and the value they bring by participating. Consider 
the time, location, method, and facilitator(s) of the client engagement sections. 

Northwestern Ontario:

t� 5IFSF�DBO�CF�IJHI�DPNNVOJUZ�NPCJMJUZ�BNPOH�QFPQMF�JO�SVSBM�BOE�SFNPUF�DPNNVOJUJFT�JO�PSEFS�
to access health, education, employment, and other services. Be clear about expected length 
of commitment and establish a means to maintain or re-establish contact if there are lulls in the 
research process (e.g., awaiting Ethics approval). 

Decolonizing research approaches:

t� %VF�UP�IJTUPSJDBM�DPOUFYUT�PG�*OEJHFOPVT�QFPQMFT�CFJOH�PWFS�SFTFBSDIFE�XJUI�MJUUMF�UP�OP�CFOFmU�UP�
the community itself, researchers should outline the level of commitment needed at the onset and 
be transparent about purposes and intentions. It is the right of the community to decide whether 
they wish to be involved.

t� ,OPXMFEHF�FYDIBOHF�NBZ�IBWF�VOJRVF�DVTUPNT�BOE�FYQFDUBUJPOT�BUUBDIFE��&YQMPSF�UIF�OFFET�
and expectations surrounding this. Researchers need to understand that the findings may not 
be permitted to leave the community (e.g., for publication, presentation) if the community so 
chooses.
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8. Be clear about the scope of influence:�#F�DMFBS�XJUI�UIF�13T�XIBU�MFWFM�PG�JOnVFODF�PS�
authority the group has to implement changes, and explain the scope and limits from the 
start. Establish decision-making processes within the POR team, with clear and transparent 
methods, and explicit ways of ensuring contributions from all team members are heard and 
valued. 

Northwestern Ontario:

t� )FBMUI�BOE�TPDJBM�TZTUFNT�PG�/PSUIXFTUFSO�0OUBSJP�BSF�PGUFO�DPNQMFY�BOE�DPOWPMVUFE
�FTQFDJBMMZ�JO�
the context of service delivery. Establishing strong local contacts can be essential to make sure the 
“big picture” is captured and that understanding of structures and processes are not lost.

t� $BQBDJUZ�CVJMEJOH�NBZ�CF�WBMVBCMF�BOE�BQQMJDBCMF�

Decolonizing research approaches:

t� ,OPXMFEHF�TIBSJOH�BOE�EJTTFNJOBUJPO�TUSBUFHJFT�TIPVME�CF�EFDJEFE�VQPO�DPMMFDUJWFMZ�

t� $POTJEFS�BMUFSOBUJWF�NFUIPET�UP�SFTFBSDI�EJTTFNJOBUJPO�BOE�EFUFSNJOF�UIF�TDPQF�UP�XIJDI�UIJT�
research will be shared (in an academic journal, within the community, at a government meeting, in 
an academic journal).

t� %JTDVTT�QBSUOFSTIJQT�BOE�QSPWJEF�DSFEJU�UP�DPNNVOJUZ�DP�SFTFBSDIFST�QBSUOFST�BT�DPOTVMUFE�BOE�
BT�JT�EVF��1SFGFSFODF�XJMM�WBSZ�	F�H�
�BVUIPSTIJQ�PO�NBOVTDSJQUT��TIBSJOH�mOEJOH�JO�WBSJPVT�XBZT�UIBU�

protect and respect Indigenous culture).

9. Decide on a code of conduct together: By facilitators and PRs agreeing on rules together, 
solidarity, trust, and commitment are enhanced. The approved code should set an 
understanding of the importance of the confidentiality and privacy of all of the PRs, and a 
shared commitment to protecting it. 

Northwestern Ontario:

t� #F�SFBMJTUJD�BCPVU�QSJWBDZ�JO�TNBMM�DPNNVOJUJFT�XIFO�EJTDVTTJOH�JOWPMWFNFOU�PG�QBUJFOU�
researchers. While confidentiality of information can be more closely managed, privacy can be 
challenging to ensure. 

Decolonizing research approaches: 

t� &OTVSF�DVMUVSBM�DPOUFYUT�BSF�DPOTJEFSFE�XIFO�EFWFMPQJOH�B�DPEF�PG�DPOEVDU�

t� $POmEFOUJBMJUZ�BOE�QSJWBDZ�TIPVME�CF�DPOTJEFSFE�JO�SFMBUJPO�UP�0$"1�PS�PUIFS�DPNNVOJUZ�

frameworks or guiding principles

10. Have an exit strategy in place: In the course of a long-term engagement, it can be expected 
that some people will leave. The engagement may not be a good fit for them, or they may 
have to leave because of personal or medical issues. Consider whether an exit interview or 
survey would help to understand reasons why PRs leave an initiative.

Northwestern Ontario:

t� "U�UIF�POTFU
�UJNFMJOFT
�JODMVEJOH�UFSNJOBUJPO�PG�UIF�SFTFBSDI�QBSUOFSTIJQ
�TIPVME�CF�DPMMFDUJWFMZ�
decided and understood.

Decolonizing research approaches: 

t� 3FTFBSDIFST�TIPVME�CF�BXBSF�PG�IJTUPSJDBM�DPOUFYUT�JO�SFMBUJPO�UP�DPNNVOJUJFT�UIFZ�QBSUOFS�
with, and capacity building should be incorporated to ensure research findings and data can be 
effectively utilized by the community long after the partnership ends.
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11. Give PRs the recognition they deserve: Extending gestures of appreciation helps in 
recognizing the valuable contribution and impact that PRs make. It is  also important to 
acknowledge the contributions of PRs when reporting to the public and other audiences. 
Public recognition must be negotiated with all research partners, as some people prefer their 
contributions to be confidential. 

Northwestern Ontario:

t� %JTDVTT�UIF�EFTJSFE�SFDPHOJUJPO�PG�UIF�13T�BOE�UIF�DPNNVOJUZ�BU�UIF�POTFU�PG�UIF�SFTFBSDI�UP�
mitigate misinformation and disagreement.

Decolonizing research approaches:

t� %JTDVTT�BQQSPQSJBUF�SFDPHOJUJPO�TUSBUFHJFT�JO�SFMBUJPO�UP�DVMUVSBM�DVTUPNT�	F�H�
�UPCBDDP
�GPPE
�
HJGUT
��(FTUVSFT�UIBU�BSF�DVMUVSBMMZ�BQQSPQSJBUF�NBZ�EJGGFS�XJEFMZ�BOE�POF�T�DVMUVSF�BOE�USBEJUJPOT�
cannot be assumed based on ethnicity. Asking, showing humility, and allowing room for learning 

can be helpful.

12. Report back: Commit to a communication feedback loop at the beginning of the project, 
and follow through to its conclusion. Include time during meetings to discuss the progress 
and achievements of the work that PRs are involved in.

Northwestern Ontario:

t� #FDPNF�GBNJMJBS�XJUI�MPDBM�QSPDFTTFT�BMSFBEZ�JO�QMBDF�XIFO�UIF�UJNF�DPNFT�UP�TIBSF�UIF�LOPXMFEHF�
collected.

Decolonizing research approaches:

t� &YQMPSF�TUSBUFHJFT�UIBU�BMMPX�GPS�CFUUFS�DPNNVOJDBUJPO�BOE�QSPHSFTT�EJTTFNJOBUJPO��

t� $POTJEFS�UIF�mSTU�MBOHVBHF�PG�UIF�DPNNVOJUZ�NFNCFST��

t� %FWFMPQ�B�QMBO�GPS�DPOTVMUJOH�UJNFT�UISPVHIPVU�UIF�FOUJSF�SFTFBSDI�QSPKFDU�UIBU�EP�OPU��PWFSCVSEFO�
the participants. This plan should include collaboration on suitable locations, appropriate formats, 

and a timeline. 

13. Be prepared for times of less intense work: Tell PRs to expect lulls in the activity and 
intensity. Give PRs advance notice that their role may be put on hold, reduced, or shifted 
during some phases of the project. Keep communication open during lulls and, if possible, 
offer relevant alternative activities.
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14. Be aware—and mindful—of people’s emotions: Empathy will be needed if memories of 
sadness, anger, or trauma are elicited at any time during the project. As much as possible, be 
BXBSF�PG�JTTVFT�UIBU�USJHHFS�QFPQMF�T�FNPUJPOT�BOE�CF�TFOTJUJWF�UP�JOEJWJEVBM�OFFET��)BWF�B�
plan in place to support the psychological safety and wellbeing of all research team members 
and study participants and provide resources as required.

Northwestern Ontario: 

t� *O�/PSUIXFTUFSO�0OUBSJP
�SFTFBSDIFST�BSF�FODPVSBHFE�UP�JOUFHSBUF�B�USBVNB��BOE�WJPMFODF�JOGPSNFE�
lens into collaborative processes. 

Decolonizing research approaches:

t� 'BDJMJUBUPST�TIPVME�CF�BXBSF�PG�BOE�BDLOPXMFEHF�TUSPOH�FNPUJPOT�TVSSPVOEJOH�DPMPOJBM�IJTUPSZ�
and may have to navigate tensions arising from the engagement process. If the issues explored are 
particularly sensitive, having access to a traditional healer may be appropriate.

t� &NPUJPOT�NBZ�CF�FYQSFTTFE�EJGGFSFOUMZ�XJUIJO�EJGGFSFOU�DVMUVSFT
�TP�SFTFBSDIFST�TIPVME�FEVDBUF�
themselves and utilize reciprocal knowledge sharing to understand the contexts in which they 
research.

15. Carry it forward: When engagement initiatives come to a close, act as a bridge for PRs. 
Encourage them to join other groups or engagement opportunities if they wish to continue. 

16. Evaluate  efforts: Assess and adapt  initiatives to ensure they are as effective as possible. 
Evaluation can help identify areas for improvement and ultimately help realize goals more 
efficiently. For a longer-term initiative, evaluation may be conducted at a few points during 
the journey. Examples of evaluation forms are provided in the Appendix. 

Decolonizing research approaches:

t� "U�UIF�POTFU�PG�UIF�SFTFBSDI
�DPOTVMU�BOE�BHSFF�VQPO�BQQSPQSJBUF�FWBMVBUJPO�NFUIPET�UIBU�FOTVSF�
applicability and utilization to all partners (researchers and clients/patients/communities). This 
may include co-developing evaluation methods that respect cultural norms, values and traditions.

t� 5IFSF�NBZ�CF�BMUFSOBUJWF�XBZT�PG�FWBMVBUJPO�UIBU�JODMVEF�BSUJTUJD�PS�DSFBUJWF�BQQSPBDIFT
�BOE�XBZT�
to explore internalizing knowledge.
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Information for Patient Researchers: Things to consider before joining a research team

Questions to ask the researcher Personal considerations 
Is this the right fit for you?

)PX�NBOZ�DMJFOUT�XJMM�CF�JOWPMWFE �

Is there an experienced patient researcher 
on the team?

Is peer mentorship essential for me?

)PX�DPNGPSUBCMF�BN�*�UP�XPSL�XJUI�SFTFBSDIFST 

What area of “expertise” am I being asked 
to bring? 

Is the research topic important to me? 

Do I have some knowledge about the topic?

What issues will be discussed? And how? Do I feel comfortable sharing my thoughts and/or 
experiences? 

Who will be on the research team? Do I feel able to collaborate well with the other team members? 

Where will meetings be held? Is the location convenient for me? 

Are there various ways to join meetings that might be better for 
me (e.g., teleconference, videoconference)?

)PX�MPOH�XJMM�JU�UBLF�NF�UP�USBWFM�UP�NFFUJOHT 

Will costs for travel to meetings be paid? Are there additional costs for me to be a member of the team? 
(e.g., if driving, will gas and parking be covered?)

Is this a paid position? 

8IBU�JT�UIF�SBUF�PG�QBZ �	)PX�EPFT�JU�
compare to the rate of pay for a Research 
Assistant?)

Do I feel the rate of pay is fair?

Will the pay negatively impact my income tax or benefits 
programs?

)PX�XJMM�*�CF�QBJE 8JMM�QBZ�CF�JO�UIF�GPSN�PG�HJGU�DBSET �)POPSBSJVNT �"N�*�
expected to have a chequing account for direct deposit? (Do 
negotiate these details with the lead researcher)

)PX�NBOZ�IPVST�BN�*�FYQFDUFE�UP�XPSL �

8JMM�IPVST�nVDUVBUF 

%P�*�IBWF�UIF�UJNF�UP�DPNNJU�UP�UIF�QSPKFDU �)PX�nFYJCMF�BN�*�
with my time?

)PX�XJMM�NZ�DPOmEFOUJBMJUZ�BOE�QSJWBDZ�CF�
respected on the team? 

What are my personal boundaries regarding what I am willing 
to share on the team? 

What is the style of meetings? 

If there is a particular style, will I be taught 
about the “rules”?

Does the style of meeting work for me? Does it allow space for 
me to contribute meaningfully?

What time of day/evening will meetings 
PDDVS �)PX�MPOH�BSF�NFFUJOHT �

%P�UIF�IPVST�XPSL�GPS�NF �*T�UIFSF�nFYJCJMJUZ�JO�NFFUJOH�EBUFT�
and times in case I have other obligations or priorities (e.g., 
work, child care)?
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Questions to ask the researcher Personal considerations 
Is this the right fit for you?

What type of training and/or mentorship 
is available for me?

)PX�NVDI�USBJOJOH�PS�NFOUPSTIJQ�EP�*�OFFE �

)PX�NVDI�EP�*�BMSFBEZ�LOPX 

If I am expected to be a mentor, will I have additional training in 
leadership skills?

What is the process for me to bring 
concerns and/or feedback to the team? 

What would support me to be comfortable to provide feedback 
to the team or lead researcher? 

What resources will be needed to fully 
contribute (e.g., Internet, printer, phone, 
computer)? 

What resources can be provided to me or 
how can I access what I need?

What resources do I have or have access to?

What resources do I need?

)PX�XJMM�*�UFMM�UIF�MFBE�SFTFBSDIFS�BCPVU�NZ�OFFET
�JG�UIFZ�
assume I already have these resources?

What roles will I have on the research 
term? 

Are these roles of interest to me? 

)PX�NVDI�TVQQPSU�NFOUPSTIJQ�EP�*�OFFE�UP�EP�UIFTF�SPMFT 

Am I interested in learning new roles? Or am I more 
comfortable being part of only select roles?

Will I be expected to travel? Am I available to travel? 

Are there any hidden costs (e.g., child care, missed work)?

Do I want to travel? Am I able to travel?

)PX�XJMM�NZ�DPOUSJCVUJPOT�CF�
acknowledged (or kept private)? 

Do I want my contributions publicly acknowledged or kept 
private?

Will my name be included on all work at the same level as the 
other researchers?

)PX�XJMM�*�CF�TVQQPSUFE�JG�TFOTJUJWF�UPQJDT�
arise? 

At meeting, if sensitive or uncomfortable topics come up, how 
can I bring this up to the team? 

)PX�NJHIU�CFJOH�B�QBSU�PG�UIF�QSPKFDU�JNQBDU�NZ�QIZTJDBM�BOE�
mental health?

Do I have adequate support systems outside meetings?

What are the expected goals and 
outcomes of the research? 

Are these goals important to me? 

Am I able to provide input to create goals? 

Am I willing and able to support these goals? Or to what extent 
can I support the goals?

What is the expected length of my 
involvement on the team?  

8JMM�UIFSF�CF�nVDUVBUJPOT�JO�UIF�BNPVOU�PG�XPSL�PWFS�UJNF �

If needed for health or family reasons, is it possible to take 
break(s) in my level of involvement? 
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Involving Under-served, Vulnerable, Stigmatized, and/or  
Marginalized People in Research 

It is important to involve people who are considered to be in some way(s) vulnerable, stigmatized, 
and/or marginalized in research. 

It is important to remember that patient researchers are not research participants/informants. 
When designing a research project, it is important to distinguish the role of the patient researcher 
as a team member who is contributing to the research process, not a person who will be providing 
data. 

Example: A research team exploring access to Opioid Agonist Therapies (OAT) in rural 
communities might involve a researcher, a health professional from a rural community 
who practices in this area, and a patient researcher who has had personal experience with 
attempting to access (OAT treatment). 

This team would collectively decide on the research question and methods, and undertake 
data collection, analysis, and data sharing. The patient researcher role is to inform decision 
making about the project. 

As part of the project, the team may collect data from research participants. The patient 
researcher has unique insights that can strengthen the project and participant engagement, 
such as appropriate wording of research questions and underlying meaning of data. Patient 
researchers may be skilled interviewers or facilitators of focus groups, building rapport and 
trust with participants. The patient researcher is a source of information for the research process; 
the research participants are a source of direct information about the research topic under 
exploration. 

The Council for International Organizations of Medical Sciences (CIOMS) defines vulnerable 
persons as “those who are relatively (or absolutely) incapable of protecting their own interests. 
More formally, they may have insufficient power, intelligence, education, resources, strength, or 
other needed attributes to protect their own interests.”26

Stigmatization refers to negative attitudes, values, and beliefs that impact how people are 
viewed and treated. Areas where stigma is prevalent include ethnicity, poverty, homelessness, 
level of education, social class, sexual orientation, and experiences such as substance use, mental 
illness, sexually transmitted infections, and obesity. 

Marginalization is defined as “Marginalization is the process by which individuals and groups are 
prevented from fully participating in society. Marginalized populations can experience barriers to 
accessing meaningful employment, adequate housing, education, recreation, clean water, health 
services and other social determinants of health.” 27 
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To exclude people who are in some way(s) considered vulnerable and/or stigmatized from 
engaging as patient researchers can result in further marginalization. Aldridge (2015) observed, 

“people who may be defined as vulnerable or marginalised… are often overlooked or denied 
GVMM�QBSUJDJQBUJPO�JO�SFTFBSDI
�FJUIFS�CFDBVTF�UIFZ�BSF�DPOTJEFSFE�AIBSE�UP�SFBDI�y�PS�CFDBVTF�
the ethical considerations and procedures involved in doing so are seen as problematic, 
challenging, or even insurmountable. The result is that certain vulnerable or marginalised 
individuals or groups (specifically, for example, those who may be defined as multiply 
vulnerable) may be left out of studies altogether, and thus our knowledge and insights about 
their experiences and needs remains limited.” 28 

Involvement of PRs is especially important when those clients are marginalized due to their 
socio-economic status. It is especially important to hear from PRs in order to understand their 
experiences of stigma within the health care system, and how their access to respectful and 
supportive health services has been impacted. PRs can help us understand, for example, 
IPX�IFBMUI�DBSF�QSPWJEFST��SFTQPOTFT�UP�TVCTUBODF�VTF�CZ�IPTQJUBM�DMJFOUT�JOnVFODFT�UIFJS�
engagement in care for physical health problems.

POR offers a socially just approach to inclusion and diversity in knowledge creation. At the 
same time, researchers and the research team are faced with the added responsibility of creating 
and maintaining safe, trusting, and ethical collaborative processes that afford power sharing. 
Some strategies for this are discussed in more detail in Section 7 of this document.
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9. Assessment: Successful Implementation of POR

)PX�EP�XF�LOPX�UIBU�B�DMJFOU�FOHBHFNFOU�JO�103�JT�TVDDFTTGVM �*O�B�OVUTIFMM
�B�TVDDFTTGVM�103�JT�
a research project that encourages client engagement at all levels of the research.  Below is a 
more detailed checklist that all members of the POR team should independently consider: 29 

� There was adequate orientation, education and training to ensure that all members of the team had 
the capacity to provide input at all phases of the research project. 

� There was transparent and regular communication among all stakeholders.

� The roles and responsibilities of all stakeholders in the team were clearly defined. Every member of 
the team understood what was expected of them. 

� Stakeholders experienced mutual respect and honest dialogue within the research team.

� First-hand knowledge from client partners was  valued, interpreted, and incorporated with the goal of 
informing research outcomes and improving future healthcare. 

� All stakeholders effectively collaborated to improve the quality of research, with measures put in 
place to communicate progress to client partners. 

In addition to the checklist above, there are more extensive evaluation tools that can be used 
to rigorously evaluate a POR project. Patients Canada has developed Patient/Caregiver and 
Researcher Surveys that are designed to document the actual experience of research partners 
and to identify behaviours that support productive partnerships. Each type of survey (Patient/
Caregiver and Researcher) is to be administered three times in order to track the relationship 
PWFS�UIF�EVSBUJPO�PG�UIF�QSPKFDU���
�JOJUJBM���UP�CF�EFMJWFSFE�JO�UIF�FBSMZ�TUBHFT�PG�UIF�QBSUOFSTIJQ���
�
NJE�QSPKFDU���UP�CF�EFMJWFSFE�IBMG�XBZ�UISPVHI�UIF�SFTFBSDI�QSPKFDU��BOE��
�FOE�PG�QSPKFDU���UP�CF�
delivered after the research is completed and while it is in the knowledge translation phase. These 
surveys can be found in Appendix A. 

Evaluating client engagement is an important phase in research as it allows us to know 
what worked well and what needs to be improved on for future purposes. Evaluating client 
engagement involves looking at different stages of the research with a focus on how client 
partners informed the project and its impact on client care and health outcomes. The research 
UFBN�XJMM�DPOTJEFS�B�DMJFOU�FOHBHFNFOU�JO�103�TVDDFTTGVM�JG�UIF�DMJFOUT��QBSUOFSTIJQ
�FYQFSJFOUJBM�
knowledge, and input made a difference in the project and positively impacted health services 
and health outcomes.30  The evaluation section should look to identify ways the client partnership 
JOnVFODFE�UIF�QSPKFDU�CFDBVTF�DMJFOU�JOWPMWFNFOU�NBLFT�103�QSPKFDUT�TUBOE�PVU�GSPN�OPO�103�
projects. The evaluation should also look to see if respectful collaboration and the POR principles 
were maintained throughout the research process. Standard evaluation methods that could be 
used to evaluate POR success are surveys, interviews, and focus groups.
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10. Effectively Responding to Challenges and Barriers

Alongside the numerous benefits attached to POR, there are various challenges that may 
confront clients, researchers, health care providers, and decision makers involved. It is important 
to anticipate and mitigate potential barriers and challenges that can emerge during POR. These 
DIBMMFOHFT�BSF�B�SFTVMU�PG�UIF�SFTFBSDI�UFBN�T�EJWFSTJUZ�BOE�NBZ�BDU�BT�QPUFOUJBM�CBSSJFST�UP�DMJFOU�
engagement success. 

During the planning phase of any POR, the research team should devote some time to proactively 
BEESFTT�UIFTF�QPUFOUJBM�DIBMMFOHFT��%PJOH�UIJT�XJMM�JODSFBTF�UIF�UFBN�T�TVDDFTT
�SFEVDF�UJNF�
wastage, and increase the quality of the research process. 

Involving clients as partners makes the research process more complex because most client 
partners do not have existing skills or knowledge specific to research.31 To meaningfully and 
successfully carry out POR, the research team needs to know the population of interest and have 
an in-depth knowledge of what they need to participate. Doing so is the first step to reducing 
possible barriers to participating in client engagement.32

To minimize potential barriers involved in working with client partners or PRs, researchers can 
partner with community-based agencies. Many clients feel safe working with community-
based agencies due to previously established trust with using the services they provide.33  
Community-based agencies have connections to clients who may not be seen frequently or do 
not use health services. Therefore, if researchers collaborate with such agencies, they may be able 
to recruit PRs more successfully. Also, if researchers should collaborate with a community-based 
agency, the agency may be a valuable resource for planning the recruitment strategy as they 
already have in-depth knowledge of the target population. If such an agency should extend an 
invitation to participate, the PRs may find trust with the agency. If clients are personally invited by 
someone they can identify with, they may believe they have the capacity required to participate.34  

Working with such agencies that people trust and feel contented with may reduce the worry or 
distress that PRs may have regarding client engagement.35  Community-based agencies may 
also help plan meeting times with the study population to align with regular group services or 
activity times. They may also have resources, such as space and childcare facilities that clients 
are accustomed to and comfortable visiting. The agency can help to reduce barriers, such as 
childcare and transportation costs.36  The agency can also provide guidance on effective ways to 
present the engagement opportunity and may be able to help conduct the recruitment of PRs.37  
The agency may be able to facilitate client engagement or teach the facilitators and research team 
the methods through which they can effectively engage with the populations they serve. 

Besides these, the research team should have meet and greet meetings with food as an 
opportunity to meet, develop trust, and build the relationship needed for the research to be 
successful.38  If the meeting setting is too formal such as a research environment or in locations 
that may trigger negative experiences like law enforcement offices, patient researchers may not 
feel safe, or comfortable, and the setting may impact their contributions and health negatively.39  

To mitigate POR barriers, the research team should also make information created for the 
QPQVMBUJPO�PG�JOUFSFTU�VTFS�GSJFOEMZ�CZ�NBLJOH�JU�TJNQMF�BOE�USBOTMBUFE�JOUP�UIF�UBSHFU�QPQVMBUJPO�T�
languages for non-English speaking clients.40 
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*O�BEEJUJPO�UP�UIF�BCPWF�TUSBUFHJFT
�CFMPX�JT�B�VTFGVM�MJTU�PG�UIF�QSBDUJDBM�%P�T�BOE�%PO�UT�PG�103�41

%0�4 %0/�54

Do invite several people

Kakwecim naanta awiyak ci piishaawaac

%PO�U�JOWJUF�KVTU�POF�DMJFOU

Do select people who can represent various perspectives 

Ontin awiyak paahpahkaan kaa inentamiwaac

%PO�U�BMXBZT�IBOE�QJDL�UIF�TBNF�QFSTPO�ZPV�
know and are comfortable with

Do consider a wide variety of client experiences 
(e.g., active illness, recovered, remission, managed/
unmanaged symptoms) 

Naanaakatawentan mishiinwayek paahpahkaan 
wiicihaakanak otishihsewiniwaa

%PO�U�SFMZ�PO�TUFSFPUZQFT�PS�PWFS�TJNQMJGZ�UIF�
client experience

Do hold a meeting or consultation in low-key settings or 
in a setting where clients already spend time 

Maawacihitiwinihken naanta kakwetwewin aasha 
wiicihaakanak kaa tashi ayaawaac

%PO�U�IPME�NFFUJOHT�JO�B�HPWFSONFOU�CVJMEJOH

Do provide a variety of options for involvement (e.g., in 
person, teleconference, videoconference) 

Onahtoon paahpahkaanayek ciwinci wiicihtoowaac 
(taapishkooc., ci ishaac, kitoowinink, 
pawaahtesicikanink)

%PO�U�POMZ�JODMVEF�QFPQMF�XIP�BSF�BCMF�UP�
attend in person

Do provide everyone with the resources and support we 
need to participate fully.  

Kahkina awiya ci miininc aapacihtaakanan miina keshi 
antawentank minsiwe ci wiicihiwec

%PO�U�BTTVNF�UIBU�XF�IBWF�FBTZ�BDDFTT�UP�B�
computer, telephone, scanner, fax, Internet, 
etc. 

Do provide pay at a rate commensurate with research 
assistants or minimum wage 

Ci tipahamawinc omohtanohkii peshikwan macihsewin 
onanaantawi kihkencike owiicihiwe kaa ontisic

%PO�U�BTTVNF�UIBU�XF�EPO�U�OFFE�BO�
honorarium or dictate how the money can be 
spent

Do pay for time in cash 

Shooniyaa tipahikaaken kaa aapacihac

%PO�U�XSJUF�VT�B�DIFRVF
�PS�HJWF�VT�B�HJGU�DBSE�
to spend money the way you think we should 

Do come to us, if possible 

Pinaasihkawishinaam, kiishpin ishihsek

%PO�U�BTL�VT�UP�DPNF�BOE�NFFU�ZPV�JO�BOPUIFS�
city

Do guarantee confidentiality 

Kehcinaac kaawin awiya wiintamaw

%PO�U�JEFOUJGZ�XIBU�B�QBSUJDVMBS�DMJFOU�TBJE�JO�
proceedings of the meeting
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%0�4 %0/�54

Do listen to our opinions and make efforts to use our 
input 

Pisintawihshinaam kaa inentamaank miina aapacihtoon 
kaa ihkitoyaank

%PO�U�KVTU�BTL�UIF�RVFTUJPO�CFDBVTF�JU�JT�
politically correct to ask us

%P�TIPX�nFYJCJMJUZ�XJUI�NFFUJOH�TUZMFT�

Naakohtoon ekaa ci mashkawahcikeyan kaa ishi 
maawacihitiwinihkeyan

%PO�U�IPME�B�NFFUJOH�PS�DPOTVMUBUJPO�KVTU�UIF�
way you are used to

%P�TIPX�nFYJCJMJUZ�XJUI�NFFUJOH�UJNFT�

aakohtoon ekaa ci mashkawahcikeyan kaa ishihsec 
kiishihsohkaan maawacihitiwinihkewin

Discuss the time of day that is most suitable. 
Consider other priorities through the week/
month

Do minimize the length of meetings and workshops 

Tahkwaahtoon kaa ahkwaak ki maawacihitiwin miina 
kihkinwahamaakewin

%PO�U�FYQFDU�VT�UP�IBWF�UIF�FOEVSBODF�GPS�
full-day meetings

Do ask us what we need 

Kakwetwen kekonen entawentamahk

%PO�U�CF�BGSBJE�UP�BTL

Do acknowledge that you, too, may have needs and that 
unfamiliarity may make you uncomfortable 

Kihkentan kekiin, kekoon ci antawentaman miina kaa 
pahkaanentaman ekaa ci minohshkaakoyan

%PO�U�BTTVNF�UIBU�*�BN�UIF�QSPCMFN�BOE�UIF�
only one who needs to learn

Do assign mentorship or provide training (if you ask us 
to be on a research team)

%PO�U�SVO�ZPVS�NFFUJOHT�XJUIPVU�
acknowledging that it may be the first time for 
us to be on research team

Do consider training for yourself and other research 
team members specific to the issue of client 
JOWPMWFNFOU��BTL�DMJFOUT�UP�QBSUJDJQBUF�

Maamitonentan ci kihkinwahamaakooyan miina 
pahkaan macihsewin nanaantawikihkencikewin 
kaa wiicihtoo waac ihimaa maayaam ciwiicihtooc 
XJJDJIBBLBO��LBLXFDJN�XJJDJIBBLBOBL�DJ�XJJDJIUPPXBBD

%PO�U�UIJOL�UIBU�ZPV�DBO�U�MFBSO�IPX�UP�JOWPMWF�
me better

Do protect confidentiality 

Kwayahk kanawentan ki wiintamaakoowin

%PO�U�SFRVJSF�EJTDMPTVSF�PG�IFBMUI�TUBUVT

Do consider our participation in specific roles as a start, 
with the potential to do more 

Maamitonentan keniinawint ci wiicihiweyaank 
paahpahkaanayek ani maacihcikaatek, kaye kiyaapic 
cikii too tamaank

%PO�U�UIJOL�UIBU�XF�DBOOPU�EP�NPSF�
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%0�4 %0/�54

When travel is involved: 

Kiishpin maacawin aapatahk:

Do help with arranging for access to medication (if 
applicable) 

Wiicihiwen ci ontinikaatek mashkihki (kiishpin inahtek)

%PO�U�JOWJUF�VT�BU�UIF�MBTU�NJOVUF�BOE�BTTVNF�
we can deal with this alone

Do provide accommodation close to the meeting space 

Pehshonc kaa ishi maawacihitinaaniwank ishi 
kapeshihiwen

%PO�U�KVTU�MFBWF�VT�PO�PVS�PXO�JO�DJUJFT�XF�
EPO�U�LOPX

Do have a physician on call 

Ayaaw mashihkiiwinini ke ahsho kanooninc

 

11. Conclusion

Regional capacity development to support the involvement of clients as research partners may 
further inform organizational policy and improve client care outcomes. Education and resources 
may improve capacity for health professionals, researchers, and clients to form genuine research 
partnerships. We propose that health care organisations and researchers consider initiatives to 
further involve clients, health care providers, researchers, community-based agencies and health 
decision-makers in refining context-specific research principles. Organisations can develop and 
refine best practice research processes that contribute to contextually relevant outcomes with the 
support of client involvement.

 



—   30   —

 References 

"OEFSTPO
�+�5�
�FU�BM�
�Predictors of return to work after lumbar fusion for degenerative disc disease in 
workers’ compensation subjects.�5IF�4QJOF�+PVSOBM
���������	��
��Q��4����4����

#BTJMF
�4V[Z
�)VHP�"TTFMJO�BOE�5IJCBVMU�.BSUJO��������$P�DPOTUSVDUJPO�PG�B�EBUB�DPMMFDUJPO�UPPM��"�
case study with Atikamekw women. ACME: An International Journal for Critical Geographies, 
17(3), 840-860.

#JTIPQ
�"�$�
�&MMJPUU
�.�+����$BTTJEZ
�$��	����
��.PWJOH�QBUJFOU�PSJFOUFE�SFTFBSDI�GPSXBSE��
Thoughts from the next generation of knowledge translation researchers. Research 
Involvement and Engagement. Retrieved from https://link.springer.com/content/
pdf/10.1186%2Fs40900-018-0110-6.pdf

Canada, D. North West Local Health Integration Network: Aboriginal health programs and services 
analysis & strategies: Final report.�������"WBJMBCMF�GSPN��mMF����6TFST�OJLJLJFQFL�%PXOMPBET�
/8���-)*/���"CPSJHJOBM���)FBMUI���1SPHSBNT���BOE���4FSWJDFT���
Analysis%20and%20Strategy.pdf.

$BOBEJBO�*OTUJUVUF�PG�)FBMUI�3FTFBSDI��	����
��4USBUFHZ�GPS�1BUJFOU�0SJFOUFE�3FTFBSDI���1BUJFOU�
Engagement Framework. Retrieved from http://www.cihr-irsc.gc.ca/e/48413.html

%FSTI
�+�
�FU�BM�
�Prescription opioid dependence is associated with poorer outcomes in disabling spinal 
disorders. Spine, 2008. 33(20): p. 2219-2227.

Faour, M., et al., Preoperative opioid use: A risk factor for poor return to work status after single-level 
cervical fusion for radiculopathy in a workers’ compensation setting. Clinical Spine Surgery, 
2017.

'SBTFS�)FBMUI��	����
��1BUJFOU�FOHBHFNFOU��)FBSE�BOE�WBMVFE��3FUSJFWFE�GSPN�https://www.cfhi-
fcass.ca/sf-docs/default-source/patient-engagement/awesome_handbook-fraserhealth.
pdf?sfvrsn=2

*/70-7&��	����
��1VCMJD�JOWPMWFNFOU�JO�SFTFBSDI��WBMVFT�BOE�QSJODJQMFT�GSBNFXPSL
�*/70-7&��
Eastleigh. Retrieved from http://www.invo.org.uk/wp-content/uploads/2017/08/Values-
1SJODJQMFT�GSBNFXPSL�+BO�����QEG

,JSLOFTT
�7��+�
���#BSOIBSEU
�3��	����
��'JSTU�OBUJPOT�BOE�IJHIFS�FEVDBUJPO��5IF�GPVS�3�T��3FTQFDU
�
SFMFWBODF
�SFDJQSPDJUZ
�SFTQPOTJCJMJUZ��*O�3��)BZIPF���+��1BO�	&ET�

�,OPXMFEHFBDSPTT�
DVMUVSFT��"�DPOUSJCVUJPO�UP�EJBMPHVF�BNPOH�DJWJMJ[BUJPOT	QQ�������
��)POH�
,POH�$PNQBSBUJWF�&EVDBUJPO�3FTFBSDI�$FOUSF
�6OJWFSTJUZ�PG�)POH�,POH�(PDF) The Five R’s 
for Indigenizing Online Learning: A Case Study of the First Nations Schools’ Principals Course. 
Available from: IUUQT���XXX�SFTFBSDIHBUF�OFU�QVCMJDBUJPO����������@5IF@'JWF@3�T@
GPS@*OEJHFOJ[JOH@0OMJOF@-FBSOJOH@"@$BTF@4UVEZ@PG@UIF@'JSTU@/BUJPOT@4DIPPMT�@
Principals_Course�<BDDFTTFE�+BO��������>�

.D(BWJO
�$�
�	����
��*OUFHSBUJOH�UIF�1BUJFOU�7PJDF�JO�)FBMUI�3FTFBSDI��5IF�8IBU
�8IZ
�BOE�)PX�
<WJEFP�mMF>��3FUSJFWFE�GSPN�IUUQT���XXX�ZPVUVCF�DPN�XBUDI W�15�TO,#�/M2

https://link.springer.com/content/pdf/10.1186
https://link.springer.com/content/pdf/10.1186
2Fs40900-018-0110-6.pdf
20Strategy.pdf
http://www.cihr-irsc.gc.ca/e/48413.html
https://www.cfhi-fcass.ca/sf-docs/default-source/patient
https://www.cfhi-fcass.ca/sf-docs/default-source/patient
awesome_handbook-fraserhealth.pdf
awesome_handbook-fraserhealth.pdf
http://www.invo.org.uk/wp
Values-Principles-framework-Jan2016.pdf
Values-Principles-framework-Jan2016.pdf
https://www.researchgate.net/publication/328289320_The_Five_R
https://www.youtube.com/watch?v=PT8snKB5NlQ


—   31   —

.BMMJEPV�"�"�
�'SJTDI�/�
�%PZMF�8BUFST
�.�.�
�.BD-FPE
�.�-�1�
�8BSE
�+�
�"UIFSUPO
�1��	����
��
1BUJFOU�0SJFOUFE�3FTFBSDI�$PNQFUFODJFT�JO�)FBMUI�	103$)
�GPS�QBUJFOUT
�IFBMUIDBSF�
providers, decision-makers and researchers: protocol of a scoping review. Systematic 
Reviews. Retrieved from https://link.springer.com/article/10.1186/s13643-018-
0762-1 

.BOBGP
�&�
�1FUFSNBOO
�-�
�.BTPO�-BJ
�1�
�7BOEBMM�8BMLFS
�7��	����
��1BUJFOU�FOHBHFNFOU�
JO�$BOBEB��B�TDPQJOH�SFWJFX�PG�UIF�AIPX��BOE�AXIBU��PG�QBUJFOU�FOHBHFNFOU�JO�IFBMUI��
research. Health Research Policy and Systems. Retrieved from https://www.ncbi.nlm.nih.
gov/pmc/articles/PMC5804082/

.BSUJO
�%FCCJF�)��������5XP�FZFE�TFFJOH��"�GSBNFXPSL�GPS�VOEFSTUBOEJOH�*OEJHFOPVT�BOE�
non-Indigenous approaches to Indigenous health research. Canadian Journal of Nursing 
Research 44, 20-42.

.JOJTUSZ�PG�)FBMUI�BOE�-POH�5FSN�$BSF
�Every door is the right door: Towards a 10-Year mental health 
and addictions strategy. A discussion paper.�����
�0UUBXB
�0/��2VFFO�T�1SJOUFS�GPS�0OUBSJP�

1BUJFOU�"EWJTPST�/FUXPSL��)FBMUI�3FTFBSDI�BU�B�(MBODF��3FUSJFWFE�GSPN�https://www.
patientadvisors.ca/index.cfm?id=79500

Patrick, K., Kebbe, M., Aubin, D. (2018). A home for patient-oriented research. Canadian Medical 
Association Journal. 190 (20). Doi: 10.1503/cmaj.180587

PCORI Engagement Rubric. (2016). PCORI (Patient-Centred Outcomes Research Institute) 
website. http://www.pcori.org/sites/default/files/Engagement-Rubric.pdf. 

Press, K.R., et al., What patients with addiction disorders need from their primary care physicians: A 
qualitative study. Substance Abuse, 2016. 37(2): p. 349-355.

Raad, M., et al., Preoperative opioid use is an independent predictor of a prolonged length of hospital 
stay following adult spine deformity surgery: A multicenter study of 819 patients. The Spine 
+PVSOBM
�������17(10): p. S91.

Rehou, S., et al., The influence of substance misuse on clinical outcomes following burn. Burns, 2017. 
43(7): p. 1493-1498.

3FTUPVMF
�+��1��	����
�/PWFNCFS���
��5IF�mWF�3�T�PG�*OEJHFOPVT�SFTFBSDI��3FMBUJPOTIJQ
�
respect,relevance, responsibility, and reciprocity. Workshop presented at the Wise 
Practices II:Canadian Aboriginal AIDS Network Research and Capacity Building 
Conference,Toronto, Ontario, Canada (PDF) The Five R’s for Indigenizing Online Learning: 
A Case Study of the First Nations Schools’ Principals Course. Available from: https://www.
SFTFBSDIHBUF�OFU�QVCMJDBUJPO����������@5IF@'JWF@3�T@GPS@*OEJHFOJ[JOH@0OMJOF@
-FBSOJOH@"@$BTF@4UVEZ@PG@UIF@'JSTU@/BUJPOT@4DIPPMT�@1SJODJQBMT@$PVSTF [accessed 
+BO��������>�

5IF�$)"/(&�'PVOEBUJPO��	O��E�
�3VMFT�PG�FOHBHFNFOU��MFTTPOT�GSPN�1BOPSBNB��3FUSJFWFE�GSPN�
https://www.changefoundation.ca/rules-of-engagement/

7BU�-�&�
�3ZBO�%�
���&UDIFHBSZ�)�
�	����
��3FDSVJUJOH�QBUJFOUT�BT�QBSUOFST�JO�IFBMUI�SFTFBSDI��
a qualitative descriptive study. Research Involvement and Engagement. Retrieved from 

https://researchinvolvement.biomedcentral.com/track/pdf/10.1186/s40900-017-0067-x

https://link.springer.com/article/10.1186/s13643
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5804082
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5804082
https://www.patientadvisors.ca/index.cfm?id=79500
https://www.patientadvisors.ca/index.cfm?id=79500
10.1503/cmaj
http://www.pcori.org/sites/default/files/Engagement-Rubric.pdf
https://www.researchgate.net/publication/328289320_The_Five_R
https://www.researchgate.net/publication/328289320_The_Five_R
https://www.changefoundation.ca/rules
https://researchinvolvement.biomedcentral.com/track/pdf/10.1186/s40900


—   32   —

 Appendix A:  Sample Information Pamphlet for  
Prospective Patient Researchers

see attached document



Who can be a Patient Researcher? 

A patient (or client) researcher is:

t� B�QFSTPO�XJUI�MJWFE�FYQFSJFODFT�PG�B�QBSUJDVMBS�IFBMUI�JTTVF

t� BO�JOGPSNBM�DBSFHJWFS�	GBNJMZ�BOE�GSJFOET�XIP�VOEFSTUBOE�UIF�IFBMUI�JTTVF


 
"�QBUJFOU�SFTFBSDIFS�JT�BO�FRVBMMZ�WBMVFE�NFNCFS�PG�B�SFTFBSDI�UFBN� 

What is research? 

3FTFBSDI�JOWPMWFT�BTLJOH�BO�JNQPSUBOU�RVFTUJPO�BOE�mOEJOH�B�XBZ�UP�BOTXFS�UIBU�RVFTUJPO�� 
 
'PS�JOTUBODF��

t� )PX�DBO�BDDFTT�UP�JOFYQFOTJWF�BOE�OVUSJUJPOBM�GPPE�CF�JNQSPWFE �

t� 8IBU�BSF�UIF�PVU�PG�QPDLFU�DPTU�GPS�QBUJFOUT�JO�SVSBM�DPNNVOJUJFT�XIP�BDDFTT�TQFDJBMJTU�TFSWJDFT �

t� 8IBU�IFMQT�CVJME�B�QPTJUJWF�DMJFOU�EPDUPS�SFMBUJPOTIJQ �

What is Patient-Oriented Research?

Patient-oriented research (POR)�JOWPMWFT�DMJFOUT�BT�DP�SFTFBSDIFST��

t� 5IJT�NFBOT�SFTFBSDI�JT�EPOF�XJUI�DMJFOUT�BT�UFBN�NFNCFST��

t� 5IF�SFTFBSDI�JT�OPU�"#065�UIF�JOEJWJEVBM�DMJFOU��*OTUFBE
�UIF�DMJFOU�CSJOHT� 
FYQFSUJTF�UP�IFMQ�DSFBUF�JNQPSUBOU�SFTFBSDI�QSPKFDUT�

t� :PVS�WPJDF�BOE�QFSTQFDUJWFT�BSF�WFSZ�JNQPSUBOU��:PV�DBO�IFMQ�NBLF�TVSF�UIBU� 

SFTFBSDI�JT�SFMFWBOU�UP�ZPV
�ZPVS�GBNJMZ
�BOE�ZPVS�DPNNVOJUZ��

 

You are a valued research partner!

t� :PV�IBWF�VOJRVF�QFSTQFDUJWFT�UP�TIBSF��

t� :PV�IBWF�MJWFE�FYQFSJFODFT�UIBU�NBLF�ZPV�BO�iFYQFSUw�JO�UIPTF�BSFBT���

t� :PVS�WPJDF�XJMM�IFMQ�NBLF�TVSF�UIBU�UIF�SFTFBSDI�CFJOH�EPOF�NBUUFST���

t� :PV�LOPX�JNQPSUBOU�BSFBT�GPS�SFTFBSDI��

t� :PV�VOEFSTUBOE�XIBU�JT�OFFEFE�UP�JNQSPWF�IFBMUI�TFSWJDFT�BOE�QPMJDJFT�

t� :PV�IBWF�UIF�SJHIU�UP�TIBQF�SFTFBSDI�UIBU�XJMM�BGGFDU�ZPV
�ZPVS�GBNJMZ
�BOE�ZPVS�DPNNVOJUZ��

"QQFOEJY�"���4BNQMF�*OGPSNBUJPO�1BNQIMFU�GPS�1SPTQFDUJWF�1BUJFOU�3FTFBSDIFST

YOU could 
be a patient 
researcher!

Be an  
active partner  

in health  
research! 

About Patient-Oriented Research



What to expect

4VDDFTTGVM�103�FODPVSBHFT�client engagement

t� "DDFTT�UP�orientation and mentorship

t� 0QQPSUVOJUJFT�UP�learn�SFTFBSDI�TLJMMT

t� $MJFOUT�IFMQ�EFDJEF�PO�research topics

t� 5SBOTQBSFOU
�SFHVMBS�communication

t� $MJFOUT�BSF�B�QBSU�PG�decision-making

t� $MFBSMZ�EFmOFE�roles and responsibilities

t� .VUVBM�respect 

t� $MFBS�BOE�IPOFTU�communication

t� ,OPXMFEHF�PG�DMJFOU�QBSUOFST�JT�valued

t� &GGFDUJWF�team collaboration

t� 3FTFBSDIFST�XPSL�UP�CVJME�trust

Inclusiveness:�:PV�BSF�BO�JNQPSUBOU�NFNCFS�PG�UIF�UFBN�� 
:PVS�FYQFSJFODFT�BOE�QFSTQFDUJWF�BSF�WBMVFE���

Support:�:PV�TIPVME�CF�QSPWJEFE�UIF�USBJOJOH
�FEVDBUJPO
� 
BOE�mOBODJBM�TVQQPSU�ZPV�OFFE�UP�EP�UIJT�XPSL��

Mutual Respect:�&WFSZ�UFBN�NFNCFS�CSJOHT�TQFDJBM�FYQFSUJTF�� 
*U�JT�JNQPSUBOU�UP�SFTQFDU�XIBU��FBDI�QFSTPO�CSJOHT�UP�UIF�UFBN�

Co-Building:�:PVS�WPJDF�NBUUFST�� 
:PVS�PQJOJPOT�BOE�QFSTQFDUJWFT�BSF��JODMVEFE��

Research roles

$MJFOUT�DBO�CF�JOWPMWFE�JO�BOZ�BOE�BMM�TUBHFT�PG�UIF�SFTFBSDI�

t� "TLJOH�UIF�SFTFBSDI�RVFTUJPO

t� %FTJHOJOH�UIF�TUVEZ�

t� $PMMFDUJOH�SFTFBSDI�JOGPSNBUJPO

t� )FMQJOH�UP�VOEFSTUBOE�UIF�NFBOJOH�PG�UIF�JOGPSNBUJPO�DPMMFDUFE

t� 4IBSJOH�UIF�mOEJOHT�QVCMJDMZ

t� &WBMVBUJOH�UIF�SFTFBSDI�BOE�SFTFBSDI�UFBN

"QQFOEJY�"���4BNQMF�*OGPSNBUJPO�1BNQIMFU�GPS�1SPTQFDUJWF�1BUJFOU�3FTFBSDIFST

Knowledge  
is in your  

hands! 



ᐊᐁᐧᓀᐣ ᑫᑭᐃᓇᓄᑭᐸᐣ ᐅᑕᑯᓯ ᑫᐃᔑᐱᒥᐃᐧᒋᐦᐃᐨ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᐣ?

ᐊᐁᐧ ᐅᑕᑯᓯ (ᓇᐣᑕ (ᑲᐊᓄᑭᑕᒪᐃᐧᐨ) ᐅᓇᓇᑕᐃᐧᑭᑫᒋᑫ ᑲᐃᓇᑲᓄᐨ:

•  ᐊᐃᐧᔭ ᑲᑭᐱᓇᑭᐡᑲᐠ ᐱᑯ ᑫᑯᐣ ᐃᓇᐱᓀᐃᐧᓂ

•  ᐊᐃᐧᔭ ᑲᑭᐱ ᑲᓇᐁᐧᓂᒥᐁᐧᐨ (ᐅᐊᐧᑯᒪᑲᓇᐣ ᓇᐣᑕ ᐅᑐᑌᒪᐣ ᑲᓂᓯᑕᐁᐧᑕᒥᓂᐨ ᐊᑯᓯᐃᐧ ᑫᑯᓂ) 

 
ᐊᐁᐧ ᐅᑕᑯᓯᐃᐧ ᓇᓇᑕᐃᐧᑭᑫᒋᑫ ᒪᐊᐧᐨ ᑭᒋᓇᐸᑎᓯ ᐃᒪ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᓂᐠ ᑲᒪᒪᐊᐧᓄᑲᑕᒧᐊᐧᐨ.

ᑫᑯᓀᐣ ᐃᐁᐧ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᐣ? 

ᑲᓇᓇᑕᐃᐧᑭᑫᒋᑲᓄᐊᐧᐠ ᑲᑫᐧᑌᐧᓇᓂᐊᐧᐣ ᑲᑭᒋᓀᑕᑲᐧᐠ ᑲᑫᐧᑌᐧᐃᐣ ᒥᓇ ᓇᓇᑕᐃᐧᑭᑫᒋᑲᑌ ᒋᓇᑫᐧᒋᑲᑌᐠ ᑲᑭᑲᑫᐧᑌᐧᓇᓄᐊᐧᐠ.

ᐊᑎᑲ ᑐᑲᐣ: 

•  ᐊᓂᐣ ᑫᑭᐅᒋᑌᐱᓂᑲᑌᑲᐧᐸᐣ ᐁᑲ ᑲᐊᑭᐣᑌᑭᐣ ᑲᒥᓄᐡᑲᑫᒪᑲᑭᐣ ᒥᒋᒪᐣ ᐊᐊᐧᔑᒣ ᑫᑭᐅᒋ ᐃᐧᒋᒋᑲᑌᑭᐸᐣ?

•  ᐊᓂᐣ ᒥᓂᑯᐠ ᐅᑕᑯᓯᐠ ᐁᑎᐸᐦᐊᒧᐊᐧᐨ ᐅᒪᐡᑭᑭᐃᐧ ᐃᐧᒋᐦᐃᑯᐃᐧᓂᐊᐧ ᐁᑲ ᐯᔓᐨ ᐅᑌᓇᐠ ᑲᑲᐯᔑᐊᐧᐨ?  

•  ᐊᐁᐧᓀᐣ ᐁᐅᒋᐊᐧᐃᐧᒋᑐᐨ ᒋᒥᓄᓭᓂᐠ ᐅᑕᑯᓯ ᒪᐡᑭᑭᐃᐧᓂᐊᐧᐣ ᑲᐃᔑᐱᒥ ᑲᓇᐊᐧᐸᒥᑯᐨ? 

ᑫᑯᓀᐣ ᐃᐁᐧ ᐅᑕᑯᓯ ᑫᐃᔑᐱᒥᐃᐧᒋᐦᐃᐨ ᓇᓇᑲᒋᒋᑫᐃᐧᐣ?

ᐅᑕᑯᓯ ᑫᐃᔑᐱᒥᐃᐧᒋᐦᐃᐨ ᓇᓇᑲᒋᒋᑫᐃᐧᐣ (POR) ᓇᑐᒪᐊᐧᐠ ᑲᐊᓄᑭᑕᒪᐃᐧᑕᐧ ᒋᑕᑭᐧᐊᐧᐨ ᓇᓇᑕᐃᐧᑭᑫᐃᐧᓂᐠ.

•  ᐅᑲᐊᓄᑲᑕᓇᐊᐧ ᑕᐡ ᒋᑕᑭᐧᐊᐧᐨ ᑲᐊᓄᑭᑕᒪᐃᐧᑕᐧ ᒋᒪᒪᐃᐧ ᐊᓄᑭᐊᐧᐨ.  

•  ᐅᐁᐧ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᐣ ᑲᐃᐧᐣ ᐃᑯ ᐁᑕ ᐯᔑᐠ ᑲᐊᓄᑭᑕᒪᐊᐧᑲᓄᐨ. ᐃᐁᐧ ᐱᑯ ᒋᐅᒋᐱᑕᒪᑫᐨ ᑲᐃᔑᑲᑭᑫᑕᐠ  
ᑫᑯᐣ ᒋᐅᒋ ᐃᐧᒋᐦᐃᐁᐧᐨ ᒋᐅᓇᒋᑲᑌᐠ ᑲᑭᒋᓀᑕᑲᐧᑭᐣ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧ ᒪᒋᒋᑫᐃᐧᓇᐣ.

•  ᑭᐃᐧᑕᒪᑫᐃᐧᐣ ᒥᓇ ᑭᑎᓀᑕᒧᐃᐧᓇᐣ ᑭᒋᓀᑕᑲᐧᓄᐣ. ᑫᑭᐅᒋ ᑫᒋᓇᐁᐧᑕᒪᐣ ᐅᐁᐧ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᐣ ᐁᑭᐅᒋᒪᑲᐠ 
ᑭᐃᐧᑕᒪᑫᐃᐧᓂᐠ, ᑭᑎᐯᒋᑫᐃᐧᓂᐠ, ᒥᓇ ᑭᑕᓇᐱᐃᐧᓂᐠ. 

 

ᑭᑭᒋᓀᑕᑯᐢ ᐅᒪ ᑲᐃᐧᑕᓄᑭᒥᐁᐧᔭᐣ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᓂᐠ!

•  ᑭᐣ ᑲᐃᔑᐯᔑᑯᔭᐣ ᑭᑎᓀᑕᒧᐃᐧᓇᐣ ᑭᑕᔭᐣ ᑫᑭᐃᐧᑕᒪᑫᔭᐣ. 

•  ᑭᑭᐱᐊᐧᐸᑕᓇᐣ ᑫᑯᓇᐣ ᑲᐱᐱᒪᑎᓯᔭᐣ ᐁᑲᐧ ᑕᐡ ᑭᓇᐦᐃᑭᑫᑕᓇᐣ ᐃᓀᐧᓂᐊᐧᐣ ᑫᑯᓇᐣ. 

•  ᑭᐃᐧᑕᒪᑫᐃᐧᓇᐣ ᑕᐅᒋ ᑫᒋᓇᐁᐧᑕᑲᐧᐣ ᒋᐊᓄᑲᑌᐠ ᐅᒪ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᓂᐠ.  

•  ᑭᑭᑫᑕᓇᐣ ᑲᑭᒋᓀᑕᑲᐧᑭᐣ ᑫᑯᓇᐣ ᑫᓇᓇᑕᐃᐧᑭᑫᒋᑲᑌᑭᐣ.

•  ᑭᑭᑫᑕᐣ ᑫᑯᓀᐣ ᓇᑕᐁᐧᑕᑲᐧᑭᐣ ᒋᒥᓄᓭᐠ ᐊᑯᓯ ᐸᒥᐦᐃᐁᐧᐃᐧᓇᐣ ᒥᓇ ᐅᓇᑯᓂᑲᓇᐣ.

•  ᑭᑕᔭᐣ ᒪᐡᑲᐃᐧᓯᐃᐧᐣ ᒋᐊᔑᒋ ᐸᐸᒥᓯᔭᐣ ᑫᐃᔑᐅᓇᒋᑲᓂᐊᐧᐠ ᑫᐃᔑ ᐃᐧᒋᐦᐃᑯᔭᐣ, ᑭᐊᐧᑯᒪᑲᓇᐠ ᒥᓇ ᐃᒪ ᑭᑕᓇᐱᐃᐧᓂᐠ.

ᐅᑕᑯᓯ ᑫᐃᔑᐱᒥᐃᐧᒋᐦᐃᐨ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᐣ

ᑫᑭᐣ ᑭᑕᑭ ᑐᑕᐣ 
ᒋᓇᓄᑭᔭᐣ ᐅᑕᑯᓯᐃᐧ 

ᓇᓇᑕᐃᐧᑭᑫᒋᑫ!

ᑫᑭᐣ ᐸᐸᒥᓯᐣ ᐅᒪ 
ᒪᐡᑭᑭᐃᐧ ᐃᐧᒋᐦᐃᐁᐧᐃᐧ 
ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᓂᐠ!
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ᑭᐣ ᑭᐱᒧᑐᐣ  
ᑭᑫᑕᒪᐃᐧᐣ!

ᑫᐃᔑ ᐊᔓᓱᔭᐣ

ᑲᑲᐡᑭᒋᑲᑌᐠ POR ᑕᔑᑭᐡᑭᑫᒪᑲᐣ ᑲᐊᓄᑭᑕᒪᐃᐧᑕᐧ ᒋᐸᐸᒥᓯᐊᐧᐨ

•  ᒋᒥᓂᑕᐧ ᑭᑭᓄᒪᑫᐃᐧᐣ ᒥᓇ ᔑᑭᐡᑲᒪᑫᐃᐧᐣ

•  ᑕᑕᐃᐧᓇᒪᐊᐧᐊᐧᐠ ᒋᑭᑭᓄᒪᐃᐧᑕᐧ ᐅᐡᑭ ᑲᐡᑭᐦᐅᐃᐧᓇᐣ

•  ᑲᐊᓄᑭᑕᒪᐃᐧᑕᐧ ᑕᐃᐧᒋᑕᐧᐊᐧᐠ ᑫᐅᓀᒋᑲᑌᑭᐣ ᑫᑯᓀᓇᐣ ᑫᓇᓇᑕᐃᐧᑭᑫᒋᑲᑌᑭᐣ

•  ᑕᐸᔭᑌᑕᑯᐣ ᐱᒥ ᐊᔭᒥᐦᐃᑐᐃᐧᐣ

•  ᑕᐊᔑᒋᐊᐧᐠ ᑲᐊᓄᑭᑕᒪᐃᐧᑕᐧ ᐊᐱ ᑲᐅᓀᒋᑲᑌᑭᐣ ᑫᑯᓇᐣ

•  ᑕᐸᔭᑌ ᓂᓯᑕᐃᐧᓇᑲᐧᓄᐣ ᐃᓇᓄᑭᐃᐧᓇᐣ ᒥᓇ ᐸᐸᒥᓯᐃᐧᓇᐣ

•  ᑕᐃᐧᒋᓀᑕᒧᒥᑎᓇᓄᐊᐧᐣ ᑭᑌᓂᒥᑐᐃᐧᓂᐠ

•  ᑕᐸᔭᑌᓇᑲᐧᐣ ᒥᓇ ᑌᐯᐧᐃᐧᓂᐠ ᑕᐃᔑᐊᔭᒥᐦᐃᑎᓇᓄᐊᐧᐣ

•  ᑲᐃᔑᐅᑭᑫᑕᒪᐃᐧᓂᐊᐧᐨ ᑲᐃᐧᑕᓄᑭᒥᑕᐧ ᑲᐊᓄᑭᑕᒪᐃᐧᑕᐧ ᑭᒋᓀᒋᑲᑌᓂ

•  ᒥᓄᓭᓂ ᑲᒪᒪᐃᐧ ᐃᐧᑕᓄᑭᒥᑐᐊᐧᐨ 

•  ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᐣ ᑲᐊᓄᑲᑕᒧᐊᐧᐨ ᐊᓄᑭᐊᐧᐠ ᒋᑕᑲᐧᐠ ᑌᐸᑫᓂᒥᑐᐃᐧᐣ

 

ᐊᔑᑕᑭᒥᑐᐃᐧᐣ: ᑭᑭᒋᓀᑕᑯᐢ ᐅᒪ ᑲᑕᑭᐧᔭᐣ ᐃᐧᑕᓄᑭᒥᑐᐃᐧᓂᐠ.  
ᑲᑭᐱᔑᓇᑭᐡᑲᒪᐣ ᑫᑯᓇᐣ ᒥᓇ ᑲᐃᓀᑕᒪᐣ ᑭᒋᓀᒋᑲᑌᐊᐧᐣ.

ᐊᓱᐡᑲᒪᑫᐃᐧᐣ: ᐃᓯᓭ ᒋᒥᓂᑯᔭᐣ ᐊᓄᑭ ᑭᑭᓄᒪᑫᐃᐧᐣ,  
ᑭᑭᓄᒪᑫᐃᐧᐣ ᒥᓇ ᔓᓂᔭᐃᐧ ᐃᐧᒋᐦᐃᑯᐃᐧᐣ ᑫᑭᐅᒋ ᑲᐡᑭᑐᔭᐣ ᐅᐁᐧ ᐊᓄᑭᐃᐧᐣ.

ᒪᒪᐤ ᑭᑌᓂᒥᑐᐃᐧᐣ: ᑲᑕᓱᐯᔑᑯᐨ ᐅᒪ ᐊᓄᑭᐃᐧᓂᐠ ᐅᑕᔭᐣ ᑭᑫᑕᓱᐣ.  
ᑭᒋᓀᑕᑲᐧᐣ ᑕᐡ ᒋᑭᑌᓂᒥᐨ ᑲᐃᔑᐯᔑᑯᐨ ᐊᐃᐧᔭ ᑲᐱᑕᑭᐧᐨ ᐅᒪ ᐃᐧᑕᓄᑭᒥᑐᐃᐧᓂᐠ. 

ᒪᒪᐃᐧ ᐊᓄᑭᐃᐧᐣ: ᑭᒋᓀᑕᑲᐧᐣ ᑭᑎᑭᑐᐃᐧᐣ.  
ᒥᓇ ᐱᑯ ᑲᐊᐃᓀᑕᒪᐣ ᒥᓇ ᑲᐃᔑᑲᑭᑫᑕᒪᐣ. 
 

ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧ ᐃᓇᓄᑭᐃᐧᓇᐣ

ᑲᐊᓄᑭᑕᒪᐃᐧᑕᐧ ᐊᓂᓂᑯ ᑕᑭᐃᔑᐸᐸᒥᓯᐊᐧᐠ ᒥᓇ ᒥᓯᐁᐧ ᑲᐃᔑᐱᒥ ᓇᓇᑕᐃᐧᑭᑫᒋᑲᓄᐊᐧᐠ ᑫᑯᓇᐣ:

•  ᒋᑲᑫᐧᑌᐧᐊᐧᐨ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧ ᑲᑫᐧᑌᐧᐃᐧᓂ 

•  ᒋᐅᓇᑐᐨ ᑫᐃᔑᓇᑲᐧᐠ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᐣ

•  ᒋᒪᐊᐧᑐᓇᑭᐣ ᐃᐧᑕᒪᑫᐃᐧᓇᐣ  

•  ᒋᐃᐧᒋᐦᐃᐁᐧᐨ ᒋᓂᓯᑐᒋᑲᑌᓂᐠ ᑫᑯᓀᐣ ᑲᐅᒋ ᒪᐊᐧᑐᓂᑲᑌᑭᐣ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧ ᐃᐧᑕᒪᑫᐃᐧᓇᐣ

•  ᒋᐊᔭᑭᓀ ᐊᐧᐃᐧᑕᒪᑫᐨ ᑲᑭᐃᔑᒥᑭᑫᒪᑲᐠ ᓇᓇᑕᐃᐧᑭᑫᒋᑫᐃᐧᓂᐠ  

•  ᒋᑭᐁᐧ ᓇᓇᑲᒋᑐᐊᐧᐨ ᓇᓇᑲᒋᒋᑫᐃᐧᓂ ᒥᓇ ᑲᑭᒪᒪᐃᐧ ᐊᓄᑲᑕᒧᐊᐧᐨ 
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Recherche axée sur le patient

Qui peut être patient chercheur? 

6O�patient�	PV�DMJFOU
�chercheur est :

t� VOF�QFSTPOOF�BZBOU�VOF�FYQÏSJFODF�WÏDVF�E�VO�QSPCMÒNF�EF�TBOUÏ�QBSUJDVMJFS�

t� VO�BJEBOU�OBUVSFM�	QSPDIFT�FU�BNJ�FT�RVJ�DPNQSFOOFOU�MF�QSPCMÒNF�EF�TBOUÏ


6O�QBUJFOU�DIFSDIFVS�FTU�VO�NFNCSF�Ë�QBSUT�ÏHBMFT�EF�M�ÏRVJQF�EF�SFDIFSDIF� 

Qu’est-ce que la recherche? 

-B�SFDIFSDIF�DPOTJTUF�Ë�QPTFS�VOF�RVFTUJPO�JNQPSUBOUF�FU�Ë�USPVWFS�VOF�GBÎPO�E�Z�SÏQPOESF�� 
 
1BS�FYFNQMF���

t� $PNNFOU�QFVU�PO�BNÏMJPSFS�M�BDDÒT�Ë�EFT�BMJNFOUT�OVUSJUJGT�FU�QFV�DPßUFVY �

t� 2VFMT�TPOU�MFT�DPßUT�EJSFDUT�QPVS�MFT�QBUJFOUT�RVJ�POU�SFDPVST�Ë�EFT�TQÏDJBMJTUFT�FO�SÏHJPO�SVSBMF �

t� 2VFMT�GBDUFVST�DPOUSJCVFOU�BV�EÏWFMPQQFNFOU�E�VOF�CPOOF�SFMBUJPO�DMJFOU�NÏEFDJO �

Qu’est-ce que la recherche axée sur le patient?

La recherche axée sur le patient (RAP)�JNQMJRVF�EFT�DMJFOUT�Ë�UJUSF�EF�DP�DIFSDIFVST��

t� $FT�DMJFOUT�QBSUJDJQFOU�Ë�MB�SFDIFSDIF�FO�UBOU�RVF�NFNCSFT�EF�M�ÏRVJQF��

t� -B�SFDIFSDIF�OF�QPSUF�QBT�463�MF�DMJFOU
�NBJT�DF�EFSOJFS�BQQPSUF�VOF� 
FYQFSUJTF�Ë�MB�DSÏBUJPO�EF�QSPKFUT�EF�SFDIFSDIF�JNQPSUBOUT�

t� 7PUSF�WPJY�FU�WPT�QFSTQFDUJWFT�POU�VOF�HSBOEF�JNQPSUBODF��7PVT�QPVWF[�GBJSF� 

FO�TPSUF�RVF�MB�SFDIFSDIF�TPJU�QFSUJOFOUF�QPVS�WPVT
�WPUSF�GBNJMMF�FU�WPUSF�DPNNVOBVUÏ��

 

Vous êtes un partenaire précieux de la recherche!

t� 7PVT�BWF[�EFT�QFSTQFDUJWFT�VOJRVFT�Ë�QBSUBHFS��

t� 7PT�FYQÏSJFODFT�WÏDVFT�GPOU�EF�WPVT�VO�j�FYQFSU�x�EV�EPNBJOF���

t� 7PUSF�WPJY�DPOUSJCVFSB�Ë�MB�SÏBMJTBUJPO�EF�SFDIFSDIFT�RVJ�JNQPSUFOU���

t� 7PVT�DPOOBJTTF[�MFT�EPNBJOFT�JNQPSUBOUT�EF�MB�SFDIFSDIF��

t� 7PVT�DPNQSFOF[�MFT�BNÏMJPSBUJPOT�SFRVJTFT�BVY�TFSWJDFT�FU�QPMJUJRVFT�EF�TBOUÏ�

t� 7PVT�BWF[�MF�ESPJU�EF�QBSUJDJQFS�BVY�SFDIFSDIFT�RVJ�BVSPOU�VO�JNQBDU�TVS�WPVT
�WPUSF�GBNJMMF�FU�WPUSF�
DPNNVOBVUÏ��

VOUS pourriez 
être patient 
chercheur!

Soyez un 
partenaire actif 
de la recherche 

en santé!
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Le savoir  
repose entre  

vos mains! 

À quoi s’attendre

6OF�3"1�GSVDUVFVTF�GBWPSJTF�l’implication des clients 

t� "DDÒT�Ë�EFT�TFSWJDFT�E�orientation et de mentorat 

t� 0DDBTJPOT�E�acquérir�EFT�DPNQÏUFODFT�EF�SFDIFSDIF�

t� -FT�DMJFOUT�BJEFOU�Ë�EÏmOJS�MFT�thèmes de la recherche

t� Communication�USBOTQBSFOUF�FU�SÏHVMJÒSF

t� -FT�DMJFOUT�QBSUJDJQFOU�BVY�prises de décisions

t� Rôles et responsabilités�DMBJSFNFOU�EÏmOJT

t� Respect�NVUVFM

t� Communication�DMBJSF�FU�GSBODIF

t� -FT�DPOOBJTTBODFT�EFT�QBSUFOBJSFT�DMJFOUT�TPOU�valorisées

t� Collaboration�FGmDBDF�de l’équipe 

t� -FT�DIFSDIFVST�USBWBJMMFOU�Ë�CÉUJS�MB�confiance

Inclusion :�7PVT�ÐUFT�VO�NFNCSF�JNQPSUBOU�EF�M�ÏRVJQF�� 
7PT�FYQÏSJFODFT�FU�WPT�QFSTQFDUJWFT�TPOU�BQQSÏDJÏFT���

Soutien :�7PVT�EFWSJF[�SFDFWPJS�MB�GPSNBUJPO
�M�ÏEVDBUJPO�FU� 
M�BJEF�mOBODJÒSF�OÏDFTTBJSFT�Ë�BDDPNQMJS�DF�USBWBJM��

Respect mutuel :�$IBRVF�NFNCSF�EF�M�ÏRVJQF�QPTTÒEF�VOF�FYQFSUJTF� 
QBSUJDVMJÒSF��*M�FTU�JNQPSUBOU�EF�SFTQFDUFS�M�BQQPSU�EF�DIBDVO�

Codéveloppement :�7PUSF�WPJY�JNQPSUF
� 
Z�DPNQSJT�WPT�QPJOUT�EF�WVF�FU�WPT�QFSTQFDUJWFT��

Rôles dans la recherche 

-FT�DMJFOUT�QFVWFOU�T�JNQMJRVFS�Ë�UPVUFT�MFT�ÏUBQFT�EF�MB�SFDIFSDIF���

t� 2VFTUJPO�EF�SFDIFSDIF�

t� $PODFQUJPO�EF�M�ÏUVEF�

t� $PMMFDUF�EFT�EPOOÏFT�

t� *OUFSQSÏUBUJPO�EFT�EPOOÏFT�SFDVFJMMJFT�

t� $PNNVOJDBUJPO�EFT�SÏTVMUBUT�BV�QVCMJD�

t� ²WBMVBUJPO�EF�MB�SFDIFSDIF�FU�EF�M�ÏRVJQF�EF�SFDIFSDIF�
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 Appendix B:  Patients Canada Evaluation Surveys 

https://ossu.ca/wp-content/uploads/EvaluationSurveysPatient_2016.pdf

https://ossu.ca/wp-content/uploads/EvaluationSurveysResearcher_2016.pdf

 Appendix C:  Ontario SPOR Support Unit

https://ossu.ca/for-patients/resources/
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